Screening for Dementia: Family Caregiver
Questionnaires Reliably Predict Dementia
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Introduction: Because of increasing numbers of patients with diseases that cause dementia, primary
care physicians must use efficient assessment procedures in their clinics. Important advantages of
screening for dementia include determination of the patient’s cognitive capacity to participate compe-
tently in his/her own medical care and early diagnosis, which enables administration of medications

that preserve some cognitive functions.

Methods: A study was conducted to determine whether questionnaires completed by a family care-
giver about a patient could differentiate between those with dementia and those with other neurological
disorders that do not cause dementia. Clinical and demographic information gleaned from more than
330 consecutive multidisciplinary outpatient dementia clinic assessments were entered into an Institu-
tional Review Board-approved database and analyzed post hoc to answer several research questions.

Results: Three questionnaires completed by family caregivers about patients were able to differenti-
ate reliably between patients with dementia with a variety of degenerative disorders and patients with-
out dementia with other neurological disorders that often are mistaken for dementia. When these ques-
tionnaires are combined with a patient test (Mini-Mental State Examination), an accurate prediction of
which patients suffer from a true degenerative disease that causes dementia was robust (effect size of
R’ = 0.81, P < .0001 for the multiple logistic regression analysis).

Discussion: These instruments assist the primary care physician to determine which patients seem to
suffer from a disease that causes dementia and need further assessment by the physician or at a special-
ized dementia clinic. The ultimate goal is to assure that patients receive appropriate medical manage-
ment as early in the disease process as possible. (J Am Board Fam Pract 2005;18:240-56.)

With the aging of 75 million baby boomers,'*

primary care physicians (PCPs) are bracing for an
increase in numbers of patients diagnosed with Alz-
heimer disease (AD) and related dementias. Cur-
rent estimates of AD prevalence vary from 4.5% to
16.8% for patients older than 65 years; however,
epidemiologic studies indicate future prevalence
and dementia-related resource usage may be higher
than current estimates.” Some have questioned the
efficacy and public health need for large-scale
screening of the elderly for dementing illnesses.®
However, the lay press is replete with warnings that
“dementia often goes undiagnosed in primary care
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settings,”” and these warnings receive support from
evidence-based studies.®

There are distinct advantages to screening for
dementia at the primary care level of practice. Early
diagnosis enables the physician to administer med-
ications that slow disease progression”'’ and to
assist the patient and family members in planning
for diminished capacity while the patient is still able
to participate in decision-making.'! In addition,
primary care physicians need to know whether
their patients can give accurate histories or can be
relied on to participate in their own medical care,
including taking medications as directed. Patients
with dementia often have intact but superficial so-
cial and communication skills that, if accompanied
by loss of insight, may mask their cognitive decline
from casual observers and interfere with their abil-
ity to assist the physician in their medical care. In
addition, physicians are concerned about offending
less insightful patients regarding their current cog-
nitive deficiencies and about obtaining confidential
information from family members. Physicians also
must weigh how much clinic time is needed to
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administer screening instruments that assess a pa-
tient’s cognitive and behavioral status against the
benefits that accrue from these assessments in re-
gard to patient care. From the medical consumer’s
point of view, the stress of caregiving encourages
family members to seek a reliable way to alert the
physician of important behavioral changes in the
demented patient.”!? In addition, it is now gener-
ally accepted that family caregivers, especially those
who live with the patient, can provide important
information about recent cognitive and behavioral
changes in the patient that aid in the differential
diagnosis of degenerative diseases that cause de-

With these issues in mind, we developed a set of
family caregiver questionnaires, based on our expe-
rience in diagnosing patients in a University-based
clinic for memory loss and dementia. The ques-
tionnaires used in assessments consist of several
that are recommended by the National Alzheimer’s
Coordinating Center (NACC), but some were
modified for use by untrained family caregivers.

For example, the Clinical Dementia Rating
(CDR)'®'7 is very useful when assessing patients
for dementia. To properly administer this instru-
ment, up to 10 hours of training is needed on the
Washington University School of Medicine Alzhei-
mer’s Disease Research Center web site.'® Tt is a
highly reliable clinical staging assessment for de-
mentia that uses semistructured interviews of the
patient and a reliable collateral source. It is con-
ducted by a clinician who rates 6 domains of cog-
nitive and functional performance: memory (recent
and long-term), orientation, judgment and prob-
lem solving (including insight), community affairs,
home and hobbies, and personal care. Each domain
is scored, and an overall CDR score is arrived at by
a standard algorithm to stage the patient’s level of
impairment: 0, no impairment; 0.5, very mild im-
pairment; 1, mild dementia; 2, moderate dementia;
and 3, severe dementia. After using this instrument
on approximately 400 patients/caregivers, we no-
ticed a set of symptoms, including behavioral ab-
normalities for each of the 6 categories, that were
mentioned consistently by family members of pa-
tients with dementia during the interview process.
We turned those observations into a caregiver-
friendly questionnaire for family members to fill
out about the patient during the multidisciplinary
assessment. In this modified CDR, 5 concrete ex-
amples of possible patient behaviors were added to

each of the 6 major and 2 minor categories of
patient functioning. The first 3 statements in each
category were clear signs of dementia, and the last
2 could be observed in either mild impairment
(CDR level 0.5) or clinical depression. For all 8
categories, a score of “1” was assigned to each of
the first 3 symptoms marked by the caregiver,
whereas the last 2 symptoms were scored only 0.5
even if both were marked. Scores for all the cate-
gories were totaled and divided by 8 to arrive at a
mean score based on family member observations
of the patient (Appendix). This is not the scoring
algorithm used in the original clinical interview,
but it served our purpose in screening new patients
for dementia. In addition, results of administering
and scoring the CDR clinical interview in the tra-
ditional manner were recorded so comparisons
could be made at a later date.

Another questionnaire, the Frontal Behavioral
Inventory (FBI),'” was formed from lists of symp-
toms common to frontotemporal dementias in
which behavioral and personality changes are
prominent. The original FBI has now been stan-
dardized and is more effective in detecting fronto-
temporal dementias than traditional neuropsycho-
logical testing.”°?* We adapted the list of
symptoms for use by poor readers and those with
limited education; the family caregiver rates the
patient on each of 24 frontotemporal symptoms
using a 4-point Likert scale (0, no symptoms; to 3,
severe symptoms). These scores are totaled for the
entire instrument, with a maximum score of 72.

A third instrument, the caregiver burden versus
satisfaction questionnaire,”> reveals positive and
negative attitudes about caregiving. It can also be
used in statistical analyses if an individual index
score is derived by subtracting the total burden
score from the total satisfaction score. Thus, if the
satisfaction score is much larger than the burden
score, caregiving is not stressful, and the index
score will be large. If burden is similar to satisfac-
tion, caregiving is stressful, and the index number
will be a small positive or negative number. The
burden score alone also gives important informa-
tion about how stressful it is for family members to
care for the patient.

The Yesavage Geriatric Depression Scale’* was
used to assess the elderly spouse caregiver who
filled out the forms about the patient. If a spouse is
suffering from significant depressive symptoms (>9
of 15 points on the shortened form), then the reli-
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ability of the patient questionnaire information
may be suspect, because depressed persons often
see the world as more negative than it really is.
Therefore, the patient may not be as ill as the
caregiver reports. Five such cases were encoun-
tered. They were not included in analyses reported
here, and the caregivers were referred for evalua-
tion and treatment of depression.

Another instrument used during the multdisci-
plinary assessment was a caregiver stress symptom
inventory (stress warning signals) adapted from the
Stress Perception Scale by Herbert Benson at Har-
vard University (unpublished). Family caregivers
simply checked their current symptoms of distress
according to 6 domains: physical, emotional, spir-
itual, behavioral, cognitive, and relational. The
number of symptoms was totaled to yield the car-
egiver’s stress score. This instrument alerted the
medical team about the family caregiver’s potential
health risks from excessive stress.

After observing the apparent efficacy of these
instruments in the clinic, we pursued more objec-
tive data by conducting an accuracy study of these
questionnaires in screening for dementia. The hy-
pothesis tested was formulated after questionnaire
development and use but before data collection.
The explicit purpose was to formulate a screening
device for use in primary medical care settings, to
aid in the early diagnosis of diseases that cause
dementia.

Methods

Data in the University of Oklahoma Health Sci-
ences Center (OUHSC) dementia database is com-
piled continuously from medical records of consec-
utive patients assessed and treated at the University
of Oklahoma Physicians Center for Memory Loss
and Dementia (CMLD). Patients seen in this clinic
must be referred by a primary care physician (PCP)
or another physician who suspects that the patient
may have a disease that causes dementia. However,
not all patients evaluated in this clinic have a true
degenerative disease that causes dementia; ~17%
of these referred patients have been found to suffer
from other neurological diseases that share some of
the symptoms of dementia (meningitis, stroke, de-
pression, low levels of thyroid hormone, low levels
of vitamin B, overmedication toxicity, etc). Our
de-identified, Institutional Review Board-approved
database contains information on more than 330

subjects who have agreed to participate (CDR level
=1.0) or whose participation is approved by the
patient’s designated Power of Attorney. Using the
Teleform information system (Verity Inc., Sunny-
vale, CA), medical record forms are scanned to
enter relevant medical information directly into the
database that includes demographic, neurobehav-
ioral testing, neurological examination, and diag-
nostic information. JMP Statistical Discovery soft-
ware (SAS Institute, Cary, NC) was used to analyze
the data. In addition to specific diagnoses, patients
were classified as: (1) demented (AD, Huntington
disease, Lewy body disease, Pick disease, fronto-
temporal, corticobasal ganglionic degeneration,
vascular dementia) or (2) not demented (age-asso-
ciated cognitive decline, mild cognitive impair-
ment, depression, stroke, seizures, encephalitis,
overmedication toxicity, or other nondegenerative
neurological disorders). This was done for the pur-
pose of answering the research question: “Can
questionnaires completed by a family caregiver
about the patient differentiate between patients
with dementia and patients without dementia but
with other neurological disorders?”

Traditional clinical interviews were conducted
with family members by the primary author, espe-
cially focusing on clarification of inconsistencies in
their questionnaire answers. All caregiver question-
naire results were compared with a cognitive
screening instrument administered to the patient;
the Mini-Mental State Examination (MMSE) is a
widely used and accurate predictor of cognitive
impairment among differing racial groups.?>"*® Al-
though conflicting data exist regarding the diagnos-
tic efficacy of combining family questionnaires with
direct patient assessment, it seems that the choice
of instruments and caregiver characteristics make a
difference in the accuracy rate.”’ ™’ Information
from CMLD questionnaires was subjected to sta-
tistical analyses in relation to each patient’s diag-
nosis and dementia status, arrived at from our mul-
tidisciplinary assessments.*”

Statistical Tests Used

Continuous variables, such as patient age, were
subjected to regression analyses if the variables
were parametric. Categorical (nominal) variables,
such as dementia status (yes or no), were analyzed
using both analysis of variance (ANOVA) and lo-
gistic regression methods. Calculations completed
automatically in the JMP statistical program for
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ANOVAs, such as “CDR X dementia,” include the
number of respondents for each level of the cate-
gorical variable, the mean of the responses, the
standard error (a pooled estimate of error variance),
and figures for the lower 95% and upper 95% of
scores for each level. Thus, behaviorally relevant
information about cutoff points for each categorical
variable is available.

When analyzing the ability of several variables
to predict a single effect, the whole model fit com-
putation is similar to the ANOVA for continuous
responses; its resulting table shows tests that com-
pare the whole model fit to the model that omits all
the regressor effects except the intercept parame-
ters.

The computed R? figure describes how much of
the measured effect can be attributed to the vari-
able(s) tested. The effect size is measured by several
statistics (R”, 7%, m?, g, 7, and d) and the results range
from 0 (no association) to 1 (complete association).
The squared parameters estimate what percentage
of the variability is explained by the data; ie, an R’
of 0.36 indicates that 36% of the variance is ex-
plained by the statistical analysis. R? values between
0.01 to 0.09 are considered small effect sizes, values
between 0.09 and 0.25 are considered medium ef-
fect sizes, and values >0.5 are considered large
effect sizes.”! R? Adjusted is a more conservative
strength of association measure than R? because it
subtracts out the statistical variance related to the
SEM. In this study, logistic regression was used to
compute the final effect; it fits nominal ¥ responses
to a linear model of X predictors. A nominal model
rarely has a high R?, but it is the best overall
estimate of the effect size of the relationship be-
tween variables analyzed in the study.

Results

Information about percentages of each category/
diagnosis from the entire OUHSC database is sum-
marized in Table 1. All variables used in this study
were parametric. Expected numbers of patients
with and without dementia, classified according to
sex or ethnic group, were found, indicating that the
database information is similar to other published
data from specialized dementia clinics,’*** and to
Oklahoma population figures from the latest cen-
sus’* (except for Native Americans who are often
seen in their own tribal hospitals in Oklahoma).
Neither ethnic group (P < .86) nor sex (P < .64)

Table 1. University of Oklahoma Health Sciences
Center Dementia Database Categories with
Demographic Percentages and Comparisons with State
Census Figures

University of Oklahoma Database/

Category 2000 Oklahoma Census* (%)
Female 63/50.9
Male 37/49.1
White 87/80.3
African American 8/8.3
Native American 4/11.4
Asian 1/1.7
Demented 73
Not demented 27
Alzheimer disease 27
Frontotemporal/Lewy body 25
Corticobasal ganglionic 11
Vascular dementia 6

Huntington disease

Mild cognitive impairment

Depression 8
Other neurological diseases 10

* Does not equal 100% because of mixed racial identity reported
by citizens.

differentiated between patients with and without
dementia. However, patients with dementia in our
database were significantly older than patients
without dementia (P < .007). The mean age of the
patients with dementia was 72.3 years, and the
mean age of patients without dementia was 66.4
years, but the effect size (R* Adjusted) of the
ANOVA analysis “demented X age” was negligible
at 0.04. Table 2 summarizes statistical analyses of
these dependent and independent variables, and
Table 3 summarizes analyses of the relationships
between covariates in the study.

Another ANOVA analysis showed that MMSE
scores were significantly different by dementia sta-
tus despite a very wide range of educational
achievement among database participants (6 to 20
years of formal education). Of patients diagnosed as
demented, 95% scored 20 points or less and 95% of
patients without dementia scored more than 24
points (Table 2). However, the effect size (R* Ad-
justed = 0.28) is only moderate and reflects the
poor ability of MMSE to detect diseases that cause
dementia that begin with predominantly behavioral
and personality changes (eg, Lewy body disease,
frontotemporal dementias, etc) as opposed to
memory deficits.*
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Table 2. Results of ANOVA and Linear Regression Analyses of the Dependent and Independent Variables

Patients with Patients
Statistical Analysis p R* Adjusted F Ratio Dementia without Dementia
Demented (yes or no) X patient age .007 0.03 7.3 722 *+1.0 66.7 = 1.7
(patient age) (patient age)
Demented X MMSE <.0001 0.28 724 18.7 = 0.5 26.1 = 0.08
(MMSE) (MMSE)
Demented X modified CDR <.0001 0.49 191.6 1.64 = 0.05 0.35 £ 0.1
(modified CDR) (modified CDR)
Demented X traditional CDR <.0001 0.50 206.5 1.63 = 0.05 0.33 = 0.17
(traditional CDR) (traditional CDR)
Demented X modified FBI <.0001 0.11 15.6 22.1+14 11423
(modified FBI) (modified FBI)
Demented X Burden .002 0.11 10.5 19.9 £33 433 £64
(burden score) (burden score)
Demented X UCLA* .10 0.01 2.7
Demented X Yesavage* .15 0.02 2.1
Demented X Beck* .56 0.03 1.1
Demented X stress* 15 0.03 2.1

* Not significant.

Modified CDR, Clinical Dementia Rating scale: Y, yes; N, no; FBI, Frontal Behavioral Inventory; Burden, Caregiver Burden score;
Yesavage, Yesavage Depression Rating Scale; Beck, Beck Depression Inventory; UCLA, UCLA Neuropsychiatric Inventory; MMSE,

Mini-Mental State Exam.

Several questionnaires were used to elicit infor-
mation from family caregivers about themselves
and about behavioral changes in the patient during
CMLD multidisciplinary diagnostic assessments:
the modified CDR, modified FBI, Caregiver Bur-
den and Satisfaction Scale, UCLA Neuropsychiat-
ric Inventory,’® Beck Depression Inventory®’-*®
(for use with younger caregivers), Yesavage Geri-
atric Depression Scale,”* and the Stress Warning
Signals. Instruments used that were not changed or
adapted for use at the CMLD include the UCLA
Neuropsychiatric Inventory,’® Beck Depression
Scale,’”*® and Yesavage Depression Scale.”*

Again using ANOVA, scores derived from the
modified CDR were significantly different for neu-
rology patients with and without dementia. Of pa-
tients with dementia, 95% scored =1.6; of patients
without dementia, 95% scored of =0.4, as rated by
their family members (Table 2). These figures were
the same for the traditional CDR staging algorithm
scores. The scores of the modified CDR were com-
pared with the traditional CDR; Pearson x* analy-
sis showed no significant difference between the 2
scoring systems (P = .75) on any of the 4 staging
levels: level 0 (P = .10); level .5 (P = .17); level 1
(P = .33); level 2 (P = .32); level 3 (P = .17). A

Table 3. Linear Regression Analyses Describing Relationships Between Covariates

Test Results

RZ

Statistical Analysis P Adjusted F Ratio Demented Nondemented
Modified CDR X MMSE <.0001 0.52 954 CDR level 3 = mean MMSE 11 CDR level 0 = mean MMSE 27
Modified CDR X Burden .0009 0.18 5.2 CDR level 3 = mean Burden CDR level 0 = mean Burden

index 5 index 28
Modified CDR X modified FBI <.0001 0.25 10.8  CDR level 3 = mean FBI CDR level 0 = mean FBI

score 37 score 8
MMSE X Burden <.0001 0.2 19.1 »=0.31,P<.018 r = 0.74, P < .001

MMSE X modified FBI
Modified FBI X Burden

<.0001  0.26 41.8
<.0001  0.37 39.0

r = —0.44, P < .0000 r=—0.44, P < .017
r = —0.49, P <.0002

r=—0.8, P < .0003

CDR, Clinical Dementia Rating scale; FBI, Frontal Behavioral Inventory; Burden, Caregiver Burden score; MMSE, Mini-Mental

State Exam.
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linear regression of the 2 scoring systems resulted
in a highly significant association [R* Adjusted =
0.83, P < .0001]. However, the statistical correla-
tion between the 2 scoring systems earned by pa-
tients without dementia (» = 0.51; R* = 0.26) was
not as robust as the correlation of the scores earned
by patients with dementia (r = 0.84; R* = 0.71).

Analyses of 2 other questionnaires showed
scores that were significantly different by dementia
status (Table 2). For the modified FBI question-
naire, 95% of patients with dementia scored 19 or
more points, whereas 95% of patients without de-
mentia scored less than 7 points. For the Caregiver
Burden and Satisfaction Questionnaire, 95% of
caregivers of patients with dementia had index
scores of 26 or less, whereas 95% of caregivers of
patients without dementia had index scores of 30
points or more. However, no significant ability to
predict dementia status was found in 4 of the ques-
tionnaires used in our clinic assessments: the
UCLA Neuropsychiatric Inventory, Beck, Yesav-
age, and Stress Warning Signals (Table 2). One
explanation for the unexpected poor performance
of the UCLA was that many family members stated
it was “too hard to read” (only 117 family caregivers
completed that questionnaire).

Analyses of the association between one measure
of caregiver observations (modified CDR) and the
MMSE are also meaningful. Linear regression
analysis of CDR X MMSE for all patients showed
a significant association (Table 3). But this negative
correlation was significant for patients with demen-
tia only (r = —.70; R* = 0.49; P < .0000). No
significant correlation was found between CDR
and MMSE scores for the patients without demen-
tia (r = —.23; R = 0.05; P = .065).

Analyses of the relationships among the instru-
ments noted above indicates that the patient
screening instrument (MMSE) and the family
questionnaires (modified CDR, modified FBI, and
the Burden score) are all significantly associated but
that each individual questionnaire assesses different
aspects of patient behavior (Table 4). They may
each be used independently to predict dementia.
However, their joint use provides much greater
predictive power.

We subjected our data to a Nominal Logistic
Regression (whole model fit) to determine how
well the combined questionnaires and the MMSE
predicted dementia. Predictors that contributed
significantly to the clinical categorization included:

(1) MMSE, (2) modified CDR, (3) modified FBI,
and (4) Caregiver Burden score; use of these 4
variables in the analysis resulted in the most robust
effect size [R* Adjusted = 0.81, df = 4, x* = 39.9,
P <.0001]. This very large effect size indicates that
the combination of instruments reliably differenti-
ates between patients with and without dementia
with a high degree of accuracy, explaining 81% of
the variance in the data. Each individual instru-
ment, or variable seems to be insufficient to predict
reliably whether a patient is demented or not, but
their combined use predicts very accurately which
patients will later be diagnosed with a degenerative
disease that causes dementia (see Table 2 for R’
effect sizes).

Discussion

This complete instrument (caregiver question-
naires and a patient test) reliably detects patients
who are demented, even in comparison with other
neurologically ill patients. The behavioral and cog-
nitive differences between patients frequently seen
in primary practice settings (mildly demented and
neurologically healthy) are easier to detect than
between patients with dementia and those with
other neurological disorders.’” Therefore, this in-
strument may be useful for PCPs who must decide
which patients need referral for specialized assess-
ment and disease management or must manage
such patients themselves when specialized demen-
tia clinics are not available/acceptable to some pa-
tients. Although general screening of all primary
practice patients is not cost-effective, this instru-
ment allows concerned family members to alert the
patient’s PCP about a decline in competence
and/or disturbing changes in personality that her-
ald certain diseases that cause dementia. Often
these symptoms are not displayed in the context of
the primary care office; family feedback about such
changes is the only way to detect early stages of
diseases that cause dementia, when specialized
treatment is most effective.

At present, the packet named Dementia Screen-
ing Questionnaire may be used in clinic waiting
rooms when family members need to communicate
with the physician about changes in the patient’s
behavior, memory, and/or judgment (Appendix).
Support staff or nurses can easily score these ques-
tionnaires in approximately 5 minutes. If significant
scores are noted on any of the questionnaires, then
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use of time to administer the MMSE (approxi-
mately 5 to 10 minutes) by a physician or nurse may
be warranted. This screening instrument can be
used efficiently by a PCP to determine the patient’s
need for further detailed evaluation.

This study describes a post hoc analysis of a
family caregiver questionnaire designed for use in a
specialized dementia clinic in which patients are
screened and referred by PCPs. Although this in-
strument has not been formally assessed in a pri-
mary care setting, the authors felt the urgency of
providing patients with dementia with proper treat-
ment as early as possible in the disease process
warranted disclosure of these results now. It is a
reliable tool that complements other assessments
used by the PCP. This screening instrument is not
intended for general use with every patient seen in
a primary care setting, but it can be used when the
patient’s behavioral changes warrant extra assess-
ment. Including the family (spouse or adult chil-
dren who know the patient very well) in the assess-
ment process is not without problems, but it often
yields very important information about subtle
changes in cognition and behavior that cannot be
collected in any other way. Acceptability of the
family caregiver questionnaire for each private
practice setting has yet to be determined and may
vary by the ability of family members to read and
understand the judgments they must make about

the patient. However, the educational levels repre-
sented in the OUHSC dementia database range
from 6 to 20 years; therefore, this instrument seems
to be sufficient and tolerable for those with re-
stricted reading comprehension. Thus, this instru-
ment package (including the MMSE) is another
resource available to physicians who treat those at
risk for diseases that cause dementia: middle-aged
and elderly patients.

The instrument’s main limitation is that it can-
not determine which disease the patient suffers
from. That differentiation requires a detailed mul-
tidisciplinary assessment by the PCP or in a spe-
cialized dementia clinic. Further analyses of this
instrument should include use in a primary care
setting and could include a blinded scoring of the
questionnaire, separate from its use within the spe-
cialized dementia clinic setting where its diagnostic
use has been demonstrated. However, the objective
nature of the scoring of all questionnaire responses
(either yes or no to each item) means that the
questionnaire results are not likely to change. Re-
finements of the sensitivity of individual questions
and their acceptability to most levels of reading
comprehension are planned for the future. In the
meantime, this instrument may be useful to PCPs
who must manage the myriad health needs of large
numbers of elderly patients.
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Appendix

Dementia Screening Questionnaire and Scoring and Results Sheet

PART 1 - MEMORY LOSS & GENERAL FUNCTIONING

Please darken all squares that describe your loved one’s current behaviors:

Recent Memory
0 poor recall of recent events, or repeatedly forgets appointments or other important obligations.

O repeats statements or questions during same conversation (can’t remember prior statements
and/or questions by self or others; can’t seem to learn anything new).

O forgets familiar names or faces (can't recall names and/or faces of spouse, children, close
associates).

0 word-finding disorder (often can't think of the word to use in a sentence, especially nouns or names).
O losing train of thought (often forgets what he/she is talking about in the middle of a conversation).
Long-term Memory

O poor recall of important personal details (forgets own date of birth/age/marriage, death of spouse,
etc.).

0 confused chronology of life (confused as to who is the oldest sibling/child, or the year of important
events).

0 poor recall of current age of children and/or spouse (forgets year of birth or approximate age).
0 poor recall of history (can’t remember details of important historical events that were known
previously).

0 doesn’t pay attention to news anymore (used to be interested and knowledgeable).

Orientation

0 confused about personal identity (can’t remember married name, or one’s role in the current family).
O repeatedly confused about date/time (can’t determine what month or year it is; confuses night & day).
0 confused about location (can't identify where they are, or asks to “go home” when they are at home).
0 any episodes of being lost (confused in familiar areas; lost in a parking lot for more than 15 min.).

O asks family members date or time repeatedly, rather than figuring it out independently.
Judgment & Problem Solving

00 poor complex task completion (trouble doing 2 things at once, such as writing a phone message while
talking; trouble completing tasks with a sequence of steps such as baking a cake or changing oil in the
car).

0 poor social skills (embarrassing or inappropriate behaviors or speech, or unusual anger outbursts).

0 poor procedural memory (trouble remembering how to do something, or how to start a familiar task).

0 employment or home management problems (reprimands regarding work; incompetence in home tasks).

0 apathy about task demands or competence decline (reduced ability to notice chores, tasks,
problems).
Insight and Self Awareness

0 poor insight about memory deficits (denial after others have confronted patient with memory problems).
0 constantly misplaces or loses personal items (even when family establishes permanent storage
spots).
O suspecting thievery (sure that someone is stealing items that have been misplaced).
O blames others when items are lost (says spouse or child misplaced missing wallet, keys, purse, etc.).
O refuses to accept responsibility for consequences of decline in task competence (apathetic).
Community Affairs & Concentration
O recent onset of money management problems (forgets to pay bills; pays too much or pays twice;
sends money to sweepstakes, organizations, or charities indiscriminately).
O frequent shopping problems (forgets about needed items; purchases wrong items; buys same items
repeatedly; refuses to go shopping when it is necessary).
0 making change mistakes (hands clerk a $5 bill when the price is $10; unable to compute change).

0 math problems (cannot or will not do simple math computations any more, such as doubling a recipe).
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(] apathy regarding financial affairs (little interest in bills, income, budgeting).
|| Home + Hobbies (]

[0 poor driving skills (recent increase in accidents/tickets; weaving in lanes; changing lanes without
signaling; tailgating or poor judgment of distances; stepping on gas pedal when braking is required).

[ lack of safety (turns on kitchen stove burners but forgets them; poor judgment about danger; frequent
falls in familiar areas; medication mistakes or confusion about dosages; refusal to take needed
medications).

0 poor chore completion (can’t complete familiar tasks; poor recognition of important needed chores)

U inadequate cooking or meal preparation (loss of motivation to prepare oomplete meal forgetting r
(1 abandonment of hobbies (withdrawal from familiar activities or social events; reduction in competence).
Personal Care

[0 poor hygiene (reluctance to bath, shave, brush teeth; insisting bathing happened when it didn't).
0 inappropriate clothing (putting on summer clothes in cold weather, or the opposite; wearing dirty or
same clothes repeatedly; putting together bizarre outfits or combinations of clothing).

[0 poor grooming (can't fix hair, wear makeup, or keep self clean; can’t recognize when grooming is
needed).

[0 apathy about hygiene or grooming tasks (can do tasks competently, and used to be careful about them).
[ uses poor judgment about hygiene or grooming (often doesn't notice soiled face or clothing;

brushes teeth without toothpaste; irons soiled clothing, etc.).
CLINICAL DEMENTIA RATING - modified family caregiver version
Adapted from: Berg, L. Mild senile dementia of the Alzheimer type. Mt. Sinai Journal of Medicine, 55:87-96. 1988

PART 2 - BEHAVIOR AND PERSONALITY CHANGES

Please mark one box in each category that describes patient’s current behavior:

1. Apathy:

Patient has maintained interest in friends and social activities.
Occasionall patlent‘loses mterest in fnends or daily : actwmes
@ A |

2. Aspontanelty'
Patient does start doing appropriate things on own lnltlatlve
i t| tdoes have to b

3. Indience, Etloal Flnes:
Patient responds to occasions of joy or sadness as much as ever.
Occaswnally patient does not‘respond to occasions of j joy or %adness

4. Inflexibility:
Patient changes mind with reason and logic.
Occasnonally patlent appears stubbom and ngld |n thinking.

5. Concreteness:
Patient interprets what is being said appropriately.
Occas nally patlent,_w
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6. Personal Neglect:
Patient takes usual care of personal hygiene and appearance.
patient needs prompting and assistance to be presentable.

2t

7. Disorganization:
‘ Patient plans and organizes complex, multi-step activities as usual.
Occasionally patient is easily distracted/confused when

Ay

| 8. Inattention:
Patient pays attention to what is going on in the immediate environment and on the news.
Occasionally patient seems to lose track or not follow what is going

I W

| 9. Loss of Insight:
Patient is aware of problems or changes in self, and can discuss these changes.
Occasionally patient seems unaware of problems or denies them when discussed.

f nem when discuisse

10. Logopenia:
Patient is as talkative as before.

atient’s amount of speech has occasionally decreased mewhat.

| 11. Verbal Apraxia:

Patient has been talking clearly as usual, and can find words easily in conversation.

Occasionally patient has been making errors in speech with slurring or hesitation.
12. Perservation:

Patient responds normally to remarks or actions.

Occasionally patient repeats remarks or actions to a marked degree.

| 13. Irritability:
Patient reacts to stress or frustration as usual.
Occasionally patient has been irritable or short-tempered in reacting to stress or frustration.

|l 74. Excessive Jocularity:
‘ Patient has shown appropriate humor in making jokes.
Occasionally patient has been making jokes excessively or offensively, or at the wrong time.
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15. Poor Judgment:
Patient has been using good judament in decisions in driving or using machinery like the stove
atlent acts irresp ns1b neg

1 6 nappropriateness:
Patient has been polite, and showed good social skills, especially in public.
i ings that are not socially acceptable (rude or childish).

17. Impulsivity:
Patient has shown appropriate adult restraint in behaviors and in conversations with others.
Occasionally patient has acted/spoken impulsively, without thinking about the

18. Restlessness:
Patient’s activity level has been normal (anxiety or agitation always have a realistic origin).
Occasionally patient has been restless or agitated when there is no reason for nervousness.

19. Aggression:
Patient has shown self-control with no aggressiveness in interactions with other people.
Occasionally patient has shouted at someone aggressively or hurt them physically.

20. Hyper-orality:
Patient has been drinking and eating as usual and has not put unusual objects mto mouth

21. Hyper-sexuality:
Patient has not shown any unusual or inappropriate sexual behavior.
Occasuoly patient has shown unusual, excessive, or embarrassnn sexual behavior.
en patient as shown u .ﬂngv n|

22. Utlllzatlon Behawor.
Patient has shown normal restraint and respect for other’s belongings.
f :

23. Incontinence:
Patient has no problems with incontinence (no urinary or bowel accidents), or patient reacts
appropriately to wet or soiled underclothing and attempts to clean self promptly.
Occasnonally patlent |gno;$s oris unaware of wet or soiled underclothmg
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1

| 24. Alien Hand: |

Patient does not make involuntary, bizarre movement with her/his hands.
Occasionally patlent makes mvoluntary, bnzarre movements wuth_herlhls hands.
Often :

Adapted Irom Kertesz A, Davndson W, & Fox H. Frontal Behavnoral Inventory Dlagnoshc criteria for frontallobe dementla Canadlan Journal of
Neurological Sciences 1997; 24:29-36.

PART 3 - FAMILY CAREGIVER WELL-BEING

Please indicate your degree of agreement with each statement by circling a number according to this scale:
Strongly Disagree =1 Disagree =2 Neither agree nor disagree =3 Agree =4  Agree Strongly = 5

Subjective Caregiving Burden:

1. Your health has suffered because of the care you must give. 1 2 3 45
2. You feel isolated and alone as the result of giving care. 17512035 45
3. You feel you will be unable to give care much longer. 1 2 3 45
4. You have lost control of your life since having to give care. 1 2 3 45
5. You are very tired as a result of giving care. 1 2 3 45
6. You feel nervous or depressed when giving care. 1 2 3 45
7. You feel trapped when giving care. 1 2 3 45
8. You feel angry when you are around the relative who needs care. 1 2 3 45
9. Your loved one seems to expect your care as the only one he/she can depend on. 1 2 3 45
10. You don’t have enough money to care for your loved one. 1 2 3 45 :
11. You feel resentful of other relatives who could help, but do not. 1 2 3 45

Impact of Caregiving:
12. You wish you could just leave your caregiving to someone else. 1 2 3 45

13. Your social life has suffered because you are giving care. 1 2 3 45

14. Because of time spent giving care, you don’t have enough time for yourself. 1 2 3 45

15. It's hard to plan things ahead when the patient's needs are so unpredictable. 1 2 3 45
16. It's mostly the patient’s needs that determine how your days are spent. 1 2 3 45
17. Your loved one asks for more help than is necessary. 1 2 3 45
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18. The patient affects your rélaﬁohship with other family members'neg'a'tively.
19. Giving care doesn’t allow you as much privacy as you would like.
20. You feel uncomfortable having friends over because of him/her.

21. Giving care has ihteh‘ered with your use of space in your home.

Caregiving Mastery:
22. You fit in most things you need to do in spite of the time taken by giving care.

23. You feel certain about what to do with your loved one, the patient.

24. You feel reassured 'knAowing that as long as you are giving care,

your loved one is getting proper care. 45
25. You feel you are doing more for himher now. 45
26. You feel you are dbiﬁé a bettér job caring fbf ﬁim/her now. ; 45
27. You feel able to handle most care giving problems'that arise. 45
28. You feel pretty good about ﬁguring out what he/she needs. 45

I| 29. Most things you do forhlmlher seem to p!ea§§ yourloved one. 102 34045 I

30. Taking responsibility for him/her gives your se‘If-esteem a-boost.. 1 2 3 45
31. He/she is still being helped by most of the things you do for him/her. 1 2 3 45
32. The things you do keep hih/her from getting worse. 1 2 3 45

33. You can give care with no help, or could if need be. 1 2 3 45

Strongly Disagree =1 Disagree =2 Neither agree nor disagree =3 Agree =4  Agree Strongly =5

Caregiving Satisfaction: 1 2 3 45

34. You really enjoy being with your loved one, the patient. 1 2 3 45
35. Your loved one shows real appreciation of what you do for him/her. 1:2773 45
36. The patient’s pleasure over little things gives you pleasure. 1 2 3 45
37. Giving care has made you feel closer to him/her. 1 2 3 45
38. It makes you happy to know that the family is caring for.him/her. 1 2 3 45
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39 Yoﬁ take care of 'yohr loved one because you want to rather than out of a sense of duty.
.40. Thé patient’s old self is showing through in spite of his/her current condition.
 41. The knowledge you are doing your best gets you through rough times.

42 You do what you havve to do, which is what you want to do for him/her.

i Cognitive Reappraisal (Traditional Caregiving Ideology):
43, A strong reason for taking care of him/her is to be true to family traditions. 45

44.' Giving care |s a wéy for you to live up to religious and/or moral principals. 45

45, Aétrbng‘ reason for caregiving is to provide a good role model for your children. 2 45

46. You ihink of the help you give as an opportunity to repay him/her. 1 2 3 45

Adapted from: Lawton, M.P., Kleban, M.H., Moss, M., Rovine, M., Glicksman, A. (1989) Measuring caregiver appraisal. Journal of Gerontology:
psychological sciences 44 (3) P61-P71.

2
e}

Please answer these questions about yourself, as you have been feeling lately (check box): YES
1. Are you basically satisfied with life?
2. Have you dropped many of your activities and interests?
3. Do you feel your life is empty?
4. Do you often get bored?
5. Are you in good spirits most of the time?
6. Are you afraid that something bad is going to happen to you?
7. Do you feel happy most of the time?
8. Do you feel helpless?
9. Do you prefer to stay at home rather than going out and doing new things?____
10. Do you think you have more problems with memory than most other people your age?

11. Do you think it is wonderful to be alive now?
12. Do you feel pretty worthless the way you are now?
13. Do you feel full of energy?
14. Do you feel that your situation is hopeless?
15. Do you think that most people are better off than you are?

o

o

o

o

o

o

o

o

OO0O0OO0Ooooao

°
O

o

°

o

o

0 0O0O00OO0OOODO0OOoOOoOooaoao

0O0O0oO0ooao

o

Adapted from: Sheikh JI, Yesavage JA; Geriatric depression scale (GDS): Recent evidence and development of a shorter version, in Brink TL (ed):
Clinical Gerontology: A Guide to Assessment and Intervention. Binghamton, NY, Haworth Press, 1986, pp 165-273 The Haworth Press.
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DEMENTIA SCREENING QUESTIONNAIRE
SCORING AND RESULTS SHEET
(Do not give this form to the family member who fills out the questionnaires, or to the patient.)
Patient’ Name Date

Family Member Relationship to patient

CLINICAL DEMENTIA RATING (CDR) - Modified Family Caregiver Version: The first 3 items in each of
the 8 categories are clear symptoms of a dementing illness, so each item marked is scored as “1*. The
last two shaded items in each category are symptoms of depression or possibly Mild Cognitive
Impairment (often a precursor condition to dementia). These two items are scored as “0.5" even if both
are marked by the family member. Add the scores from each of the eight categories and divide by 8 for a
mean score. A mean score over 1.0 indicates a high likelihood that a dementing illness is causing these
symptoms. A score of 0.5 or less may be depression and/or Mild Cognitive Impairment.
SCORE = (original published dementia staging by Berg is on page 2)

FRONTAL BEHAVIORAL INVENTORY: The first item in each of the 24 categories describes normal
behavior and is not scored (no shading). The second item is scored as “1” {light shading). The third item
is scored as “2” (medium shading). The fourth item is scored as “3” (dark shading). Add all scores from
each of the 24 categories. Any score of 18 or more raw points (>25%) indicates a high likelihocd that a
dementing iliness is causing symptoms.

SCORE = 172

CAREGIVER BURDEN AND SATISFACTION: For Caregiver Burden, add number of marked items
under sections "Subjective Caregiver Burden” and “Impact of Caregiving” for each of the 5 columns.

Then muitiply the column totals by this formula:
1 x total in Column 1= + 2x total in Column 2= + 3 x totalin Column 3= + 4 x total in Column 4= + 5 x total in Column 5=

TOTAL CAREGIVING BURDEN POINTS =

Next, do the same calculations for the sections “Caregiving Mastery” and “Caregiving Satisfaction” to

arrive at a Caregiver Satisfaction Score (do not use the 4 items under “Cognitive Reappraisal” in scoring):
1 x total in Column 1= + 2.x fotal in Column 2= + 3 x total in Column 3= + 4 x fofal in Column 4= + 5 x total in Column 5=

TOTAL CAREGIVING SATISFACTION POINTS =

Last, subtract Burden from Satisfaction for the index of caregiver stress:. SCORE =

The larger the number, the less the burden of caregiving is compared to the satisfaction of caregiving.
Any index s¢ore under 26 indicates burden and satisfaction levels are nearly equal, and caregiver stress
is high. High caregiver stress is often experienced when caring for a demented relative, compared to
other chronic ilinesses.

YESAVAGE GERIATRIC DEPRESSION SCALE: One point is assigned for each square marked that
has a SMALL CIRCLE next to it (either a ‘yes’ or ‘'no’ for each question). If the caregiver/spouse scores more
than 9 points out of 15, answers to other questionnaires about the patient may not be valid, because the
family caregiver may be depressed. Depression often results in judgments that are more negative than
those of healthy individuals. This family member may or may not be caring for a demented family
member.

SCORE = /115

If scores on any of the questionnaires about the patient are in the “possible dementia range”, administration of the
Mini-Mental State Exam is warmranted. Even for those with fow educational achievement, scores under 20 are very
likely to be indicative of memory decline dementia. However, patients with frontotemporal dementia often score well
on that instrument in early stages of illness because they exhibit only disturbing behavior or personality changes.
Specialized management of this type of dementia will be especially welcomed by the family, due to caregiver stress.
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