Screening for Abuse and Neglect of People with Dementia
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OBJECTIVE: To investigate characteristics of people with
dementia and their caregivers (CGs) that are associated
with mistreatment in order to inform clinicians about
screening for mistreatment.

DESIGN: A convenience sample of CG—care recipient (CR)
dyads were assessed for literature-supported factors asso-
ciated with mistreatment, and evidence of mistreatment for
the prior year was collected. An expert panel considered the
evidence and decided on occurrences of psychological
abuse, physical abuse, and neglect based on criteria adopted
before data collection.

SETTING: Participants’ homes.

PARTICIPANTS: One hundred twenty-nine persons with
dementia and their CGs.

MEASUREMENTS: CG and CR characteristics (demo-
graphic, health, and psychosocial variables), relationship
characteristics, and three elder abuse and neglect detection
instruments.

RESULTS: Mistreatment was detected in 47.3%. Variables
associated with different kinds and combinations of mis-
treatment types included the CG’s anxiety, depressive symp-
toms, social contacts, perceived burden, emotional status,
and role limitations due to emotional problems and the
CR’s psychological aggression and physical assault behav-
iors. The combination of CR’s physical assault and psy-
chological aggression provided the best sensitivity (75.4%)
and specificity (70.6%) for elder mistreatment as defined by
the expert panel. This finding has potential to be useful as a
clinical screen for detecting mistreatment.
CONCLUSIONS: The findings suggest important charac-
teristics of older adults with dementia and their CGs that
have potential for use in a clinical screening tool for elder
mistreatment. Potential screening questions to be asked of
CGs of people with dementia are suggested. J] Am Geriatr
Soc 58:493-500, 2010.
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As Americans grow older, the realization that the pres-
ence of dementia is linked to the risk of mistreatment
compounds concerns about the rapidly growing population
of people with dementia,! but how can clinicians identify
which patients with dementia are at risk for mistreatment?

Some researchers have addressed this question through
the development of CG questionnaires® or observational
checklists,>* but there is little evidence that they have been
adopted for routine use.>¢ This may, in part, be due to time
constraints.” A brief screening tool with demonstrated va-
lidity is needed.®

Elder abuse screening tools have been developed for
patients who are cognitively intact and thus able to answer
directly about abusive or neglectful experiences as well as
about risk factors.”~'" A published review of the available
tools concluded that no single instrument was adequate to
identify patients at risk.® Currently available screening tools
are inappropriate for people with dementia. Indeed, people
with dementia have been specifically excluded from studies
of screening methods.!1:1? By asking CGs about known and
hypothetical risk factors and determining which responses
are associated with mistreatment, this study begins to rec-
tify that problem.

Although it is clear that dementia increases the risk of
mistreatment,’ studies of prevalence of abuse and neglect of
people with dementia show highly variable results. The
prevalence of psychological aggression by CGs has been
reported to be from a low of 30% to a high of 60%.13-1°
Reports of the prevalence of physical abuse in people with
dementia range from 5.4% to 23.1%.1%17 This variation is
in part because of nonstandard definitions of mistreatment
coupled with the methodologies used to identify it, none of
which are validated against a rigorous standard for iden-
tifying occurrences of mistreatment. Exclusion of individ-
uals with moderate or severe dementia also limits many
studies of elder mistreatment, thus limiting the generaliz-
ability of the results.'3-18.1%
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Mistreatment occurs when CGs cause harm to persons
with dementia (referred to hereafter as care recipients (CRs))
through their actions or failure to act. Risk factors can be
characteristics of the CR, the CG, their relationship, and
the environment. These formed the design of the current
study. Some CG factors associated with mistreatment of
CR include poor health,?® social isolation,'* and mental
health problems such as depressive symptoms'3-17-21:22 and
anxiety.?? The CG’s perception of caregiving burden has
been associated with multiple types of abuse.!3.15-20,23,24
Similarly, being a spouse CG,'>5 duration of caregiv-
ing,'21 and a shared living arrangement have been asso-
ciated with mistreatment.!>!'72% A poor premorbid
relationship'*?3 was associated with CG physical aggres-
sion, whereas a good premorbid relationship??23 and the
use of formal services>* were associated with lower likeli-
hood of mistreatment. CR factors significantly related to
elder abuse included poor functional status'>>?! and more-
severe cognitive impairment,!3:15:2426:27 Geveral studies
have associated CR behavioral problems with mistreat-
ment,'%-23-28:29 and CR physical aggression specifically with
physical abuse.'7-21-25

A more-accurate assessment of mistreatment in a pop-
ulation with dementia can be drawn by examining the en-
tire spectrum of dementia from mild to severe and using the
latest consensus-recommended methodology, an expert
panel called LEAD (Longitudinal, Experts, All Data), to
determine whether people with dementia have been mis-
treated.® Because older adults frequently experience more
than one type of mistreatment,?®3! the current study sought
to determine which factors could be used to screen for
different mistreatment outcomes in a population of indi-
viduals with dementia and their CGs.

DESIGN AND METHODS

The data collected for the study fell in two categories: out-
comes (direct evidence of mistreatment used to determine
whether abuse or neglect had occurred) and independent
variables (measures of factors that hypothetically indicate
that mistreatment is likely to be occurring (potential risk
factors)). CRs and their CGs (dyads) were recruited for the
study, and a home visit was scheduled over the telephone.
Data were collected during home visits. Later, an expert
(LEAD) panel made a determination about mistreatment of
the CR after considering all of the evidence that the research
team presented.

To guide the selection of independent variables, the
project adopted features of a sociocultural context risk
model of elder mistreatment3? by taking into account in-
dividual and interpersonal variables related to the older
adult and someone in a position of trust to the older adult,
such as a CG. Selection of variables was informed by prior
studies and augmented by further interpretation of the
model based on the experience of the project’s clinicians.
Figure 1 shows the theoretical model.

Overview

The institutional review board of the University of California,
Irvine (UCI) approved the study. Inclusion criteria were
aged 50 and older, community-living, English-speaking, di-
agnosed with Alzheimer’s disease or a related dementia, and

having an adult CG willing to participate in the research. A
convenience sample of CR/CG dyads was recruited from
patients of UCI physicians (21%), participants engaged in
dementia research at UCI (32%), CGs contacting the local
Alzheimer’s Association chapter (19%), or clients attending
an adult day care center (9%). The remaining participants
were recruited through flyers and print media advertise-
ments (14%) or through mass email distribution to UCI
employees (5%). Dementia diagnoses were confirmed
through medical record review. The research team com-
plied with mandatory reporting laws in California; sus-
pected physical abuse or neglect was reported to Adult
Protective Services within 24 hours.

The field research team consisted of a clinician expe-
rienced in working with older adults (nurse practitioner or
physical therapist) and a research assistant. Dyads were in-
formed before formal consenting that the researchers would
report suspected elder mistreatment. Only one dyad refused
to participate based on the mandated reporting require-
ment. The clinician assessed the CR’s decision-making
capacity (with a tool modeled after the MacArthur
Competence Assessment Tool for Clinical Research),3? ob-
taining consent from a qualified surrogate as needed. The
90-minute assessment included a brief interview with the
dyad, separation of the dyad for data collection, mostly
from the CG, using a battery of instruments, and a brief
home tour.

The LEAD panel members included three board-certi-
fied geriatricians, with a combined total of 31 years prac-
ticing geriatrics and 28 years working in the field of elder
abuse (LM, SL, LG). All three were members of a medical
response team>3 for an elder abuse forensic center.3* Other
LEAD panel members included a dementia researcher with a
doctorate in nursing (RM) and a gerontologist specializing
in elder abuse research (AW).

Outcome Measures

At monthly meetings, the research team presented all avail-
able evidence of mistreatment to the LEAD panel to assess
presence or absence of CG physical abuse, psychological
abuse and neglect in the past year, or inability to assess
because of insufficient evidence. Definitions of these types
of mistreatment were adopted by the panel a priori as cri-
teria for their decisions (definitions available at http:/
www.centeronelderabuse.org/). The measures of CG, CR,
and interpersonal characteristics (Figure 1) were withheld
from the LEAD panel so that tests of association would not
be compromised. The data presented to the panel consisted
of medical records, home visit observations, and data from
modified versions of three instruments:

(1) the CG’s self-report on the Physical Assault and Psy-
chological Aggression Scales from the Revised Conflict
Tactics Scales (CTS2)33
and the clinician’s responses to

(2) the Elder Abuse Instrument?® and

(3) the Safety of the Environment section of the Self-
Neglect Assessment Scale (SotE).>¢

The latter two instruments are elder abuse screening tools
with Likert scale scoring (from no evidence to definite
evidence of abuse or neglect). After presenting findings from
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measures
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Individual level: Care Recipient

*Health and emotional
measures

*Behavior

Interpersonal level:

* Caregiving context
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* Premorbid relationship

Mistreatment outcomes occurring
alone or in combination:

* Physical abuse

* Psychological abuse
*Caregiver neglect

Figure 1. Theoretical model for risk of elder mistreatment by
dementia caregivers.

home visits, the research team responded to the panel’s
questions regarding their observations and assessments.
Panel members were polled in round robin fashion, rotating
the order of polling so that each member had an opportu-
nity to go first, second, etc. If the poll did not yield a unan-
imous decision, the panel members stated the reasoning
behind their decisions, discussion followed, and the panel
was polled again. Most LEAD panel outcome determina-
tions were unanimous, with one dissenting member in fewer
than five of 129 decisions.

The Elder Abuse Instrument involves a brief medical
interview for detecting conditions associated with physical
abuse, restraint, and neglect of the CR (e.g., bruising,
pressure ulcers). The SotE assesses household safety with
ratings for clutter, odor, and other conditions. The CTS2 is
widely used in studies of domestic partner violence to mea-
sure conflict by direct questioning of victims and perpetra-
tors. The items were adapted for CGs, as in other
studies.?®>3” Examples include “I insulted or swore at the
patient,” and “I kicked the patient.” The LEAD panel ac-
knowledged that caregiving is emotional and things may be
said in anger or frustration. Endorsement of items on the
CTS2 did not indicate abuse had occurred unless the acts
were severe or chronic. Therefore, the LEAD panel set a
priori guidelines for considering these data by reaching
consensus for number of occurrences per year (threshold)
that would indicate abuse for seven psychological aggres-
sion items and 10 physical assault items. For example,
kicking a patient was considered physical abuse if done
once, but given no other evidence of psychological abuse,
insulting and swearing at a patient must occur six to 10
times over a year to be considered abuse.

Independent Variable Measures

Independent variables consistent with the model adopted
for the study (Figure 1) were operationalized using stan-
dardized, validated instruments, most with Likert scales
summed over multiple items, as described below.

CG Characteristics

e Self-rated physical and emotional health: the Medical
Outcomes Study 12-Item Short Form Survey (SF-12)38
consists of one or two items for each of four (of eight)
subscales (health status, physical functioning, emotional

status, and role limitations due to emotional problems).
Two to six discrete choices for each item are valued
proportionately from 0 to 100, with higher scores in-
dicating better health (range 0-100).

e CG depressive symptoms: the Center for Epidemiolog-
ical Studies Depression Scale (CES-D) Iowa Short
Form3%4° consists of 11 items, with higher scores indi-
cating more symptoms (range 0-22).

e CG state anxiety: the State-Trait Anxiety Inventory
(STAD)*! consists of 20 “state” items, with greater anx-
iety coinciding with higher scores (range 20-80).

e CG’s perceived burden due to the CR’s behavioral
changes: the Neuropsychiatric Inventory (NPI)*? Care-
giver Distress Scale*3 rates the CG’s reactions to each of
13 possible behavior changes from 0 to 5 (not distress-
ing to extremely distressing), with higher scores reflect-
ing greater distress (range 0-635).

e CG social contacts: the Lubben Social Network Scale
(LSNS)** consists of 10 items about contacts with rel-
atives and friends, with a lower score indicating a
smaller social network (range 5-50).

CR Characteristics Assessed by the CG

e CR’s functional capacity: the Bristol Activities of Daily
Living scale*’ assesses activities of daily living and in-
strumental activities of daily living using 20 items, with
higher scores indicating poorer functional status (range
0-60).

e CR’s disease stage and dementia severity: the Dementia
Severity Rating Scale*® evaluates 11 abilities (e.g., mem-
ory, judgment, speech), with higher scores indicating
more-advanced disease staging (range 1-51).

e CR depressive symptoms: the Structured Clinical Inter-
view for the Diagnostic and Statistical Manual of Men-
tal Disorders depression scale*” evaluates the presence
of nine symptoms during the preceding 2 weeks (range
0-9).

e CR’ssocial contacts: the LSNS uses six of 10-items from
the standard instrument to assess contacts with relatives
and friends (range 6-30).

e CR aggressive behaviors: the CTS23% uses two subscales
(the 7-item psychological aggression subscale and the
12-item physical assault subscale) on which the ques-
tions are assessed in parallel with the CG’s self report for
the outcome measure of abuse. For example: item (a) I
kicked the patient (outcome) is coupled with item (b)
The patient kicked me (independent variable). Re-
sponses are numbers of occurrences over the last year
(0 = none and 1 = once to 6 = >20 times) (range 0-42
and 0-72, respectively).

e CR neuropsychiatric behaviors: the NPI*? provides fre-
quency and severity ratings for 13 symptom sets, which
are multiplied and added, with higher values indicating
greater behavioral changes since the onset of dementia
(range 0-156).

Interpersonal Characteristics Assessed by the CG

e The dyad’s premorbid relationship: the Mutual Com-
munal Behaviors Scale*® consists of 10 items describing
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relationship interactions, with higher scores indicating
more-positive relationships (range 10-40).

e Number of services used: a checklist of 10 services (e.g.,
adult day care, CG support groups) was adopted from a
checklist used by the Institute for Memory Impairments
and Neurological Disorders at UCI (range 0-10).

The Study Sample

Table 1 contains demographic and interpersonal measures.
The sample included CRs with all levels of dementia, 79
(61%) diagnosed with Alzheimer’s disease. All but 10 CGs
(7.8%; 8 paid and 2 neighbors) were family members, most
of them spouses (n = 88, 68%) or daughters (n =21, 16%).
On average, the predominantly non-Hispanic white sample
had 2 to 3 years of college education and a median house-
hold income of $41,000 to $60,000 per year.

Analysis

Statistical analyses for normality and group differences
were performed using SPSS version 17.0 (SPSS, Inc., Chi-
cago, IL), including one-way analysis of variance (ANOVA)
and the Kruskal-Wallace (variables with nonnormal distri-
bution) and Pearson chi-square (categorical variables) tests
of appropriate independent variables across four naturally
occurring outcome groups. Post hoc tests of significant
ANOVA findings were conducted. To discover variables
eligible for use in a mistreatment screening instrument for
CGs of older adults with dementia, independent-sample
T-tests and Mann-Whitney tests were conducted for com-
parison of “mistreatment” and “no mistreatment” groups.
Receiver operating characteristic curve (ROC) analyses of
10 independent variables were conducted, as well as further
ROC tests of combinations of variables.

Table 1. Participant Characteristics

Characteristic Care Recipient  Caregiver
Demographic
Female, n (%) 59 (45.7) 90 (69.8)
Age, mean + SD 771 £ 8.0 66.5 + 12.3
Married, n (%) 94 (72.8) 104 (81)
Income, $1,000/year, median 41-60K 41-60K
Education, years, mean + SD 142 + 33 150+ 25
Hispanic, n (%) 11 (8.5) 11 (8.5)
Caucasian, n (%) 121 (93.8) 114 (88.4)
Disease stage, n (%)*
Mild 60 (46.5)
Moderate 55 (42.6)
Severe 14 (10.9)
Interpersonal and contextual measures
Relationship, spouse, n (%) 88 (68.2)
Caregiving duration >2 years, n (%) 74 (57.4)
Co-residence, n (%) 119 (92.2)
Number of services used, mean + SD 51 £ 21
Premorbid relationship, mean + SD 33.2 4+ 4.87

*Based on a standard segmentation of Dementia Severity Rating Scale scores.
" As measured with the Mutual Communal Behaviors Scale.
SD = standard deviation.

RESULTS

Prevalence and Outcome Groups

The LEAD panel determined that 61 CRs (47.3%) had been
mistreated. Of them, 54 (88.5%) experienced psychological
abuse, 13 (19.7%) physical abuse, and 18 (29.5%) neglect.
The CG self-reported CTS2 psychological aggression and
physical abuse scales were consistent with their LEAD-
determined psychological and physical abuse outcomes
(each with Pearson chi-square P<.001). Evidence of abuse
indicated on the neglect scale of the Elder Abuse Instrument
was significantly associated with LEAD decisions for ne-
glectful caregiving (Pearson’s Chi Square, P =.001), as was
any indication that the CR was unsafe on the SotE (Pearson
chi-square P =.004). Because these data were presented to
the LEAD as input to their decisions, the strong associations
were expected.

Four distinct outcome categories emerged: physical
abuse with other mistreatment (n = 12; all CRs who were
physically abused also experienced psychological abuse,
neglect, or both); neglect without physical abuse (n = 13;
some were psychologically abused as well); psychological
abuse only (n = 36); and no mistreatment (n = 68). These
are the four mistreatment outcome groups represented in
the columns of Table 2. Of mistreated older adults, 31.0%
experienced multiple mistreatment types.

Characteristics Associated with Mistreatment Groups

Table 2 gives results of statistical comparisons of these and
other variables across the four outcome groups. Significant
findings indicate that CGs in the physical abuse with other
mistreatment group had worse scores than the no mistreat-
ment (same as no abuse or neglect) CGs on the SF12 emo-
tional health scales: role limitations due to emotional
problems (the CG’s self-assessment of the degree to which
emotional problems have interfered with activities) and
poorer mean emotional status (the CG’s self-assessment of
mood states). The two CTS2 scales of the CR’ physical
assault and psychological aggression behavior were also
worse for physically mistreated CRs, and they also had
lower income. Neglect without physical abuse differed from
the no mistreatment group in that CGs had higher mean
perceived burden and fewer social contacts, and both CR
behavior scores were worse. CRs who were neglected also
had lower income and less education. Those who were
psychologically abused only differed from the no mistreat-
ment group by having higher CG mean perceived burden
and the same poor CR behavior markers as the other mis-
treatment groups. There were also some significant differ-
ences between mistreatment groups (Table 2). None of the
interpersonal measures differed significantly between
groups, and of the demographic measures, only income
and education differed.

Tests comparing mistreatment and no mistreatment
groups were conducted to discover which variables were the
best candidates for a screening tool for mistreatment of
people with dementia by their CGs (Table 3). The following
characteristics differed between the two groups. CG’s who
mistreated CRs had significantly lower mean education
level and worse general emotional health and were more
likely to have more depressive symptoms, greater state
anxiety, and higher perceived burden. CRs who were mis-
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Table 2. Group Comparisons

Mean + Standard Deviation

Physical Abuse with Neglect without Psychological No Abuse
Other Mistreatment Physical Abuse Abuse Only or Neglect
Characteristic n=12 n=13 n=36 n=68 P-Value™
Demographic measures
Caregiver income" 41+ 2.1 42425 46 +22 44423 .89
Caregiver education, years 143 £ 25 142 +£ 241 146 + 24 155 + 24 .08
Care recipient income’ 32+1.82 31 +26° 41+23 48 +2.7% .047
Care recipient education, years 14.35 + 2.8 11.7 £ 2.9% 14.4 + 3.22 14.6 + 3.4° .03
Caregiver health and emotional measures
Health status 62.5 +29.2 67.3 +23.7 70.0 +24.8 70.6 £+ 23.2 .65
Physical functioning 75.0 + 32.0 88.5 +19.4 76.4 +29.8 84.2 + 26.6 34
Role limitations due to emotional problems 29.2 + 39.6% 57.7 + 449 69.4 & 41.92 77.9 + 37.0° .001
Emotional status 63.3 +12.3 62.3 +27.4 64.4 +20.8 727 £17.1 .07
Depressive symptoms 6.5 + 3.0 54 +5.2 52+ 38 40+ 3.6 10
State anxiety 36.6 + 10.0 38.5 + 16.5 36.9 +12.0 31.5 +£10.2 0498
Perceived burden 75457 11.1 £+ 6.3° 9.0+ 73° 6.0 & 6.2%° .03
Social contacts 34455 28.8 + 9.2% 35.7 £ 7.0° 355 + 7.1° .02
Care recipient health, emotional, and behavior measures
Functional capacity 21.8 £ 144 235+ 135 193+ 117 21.0 £ 14.0 .79
Disease stage 249 £ 11.7 244 +10.3 21.0 £ 9.2 22.7 £10.5 .59
Depressive symptoms 29+ 16 35+28 31 +21 26 +17 27
Social contacts 12.3 + 4.1 12.7 £ 4.9 16.3 + 6.0 15.4 + 5.8 .08
Physical assault 8.4 + 16.6 11.8 +29.0 5.2 + 23.4° 1.3 4+ 5.4% .001!
Psychological aggression 28.6 + 31.12 229 + 22.3° 239 + 27.5° 6.2 +11.92 <.001
Neuropsychiatric behaviors 146 + 16.8 181 +£ 9.4 16.0 + 16.4 13.1 £ 154 .65

* One-way analysis of variance unless otherwise specified.

"Based on 6-point Likert scale from 1 = < $15,000/year to 6 = >$81,000/year; 4 = $41,000-60,000/year.
#Significant post hoc test differences between groups are indicated with matching alpha characters (P <.05).

§ Although significant, the post hoc tests were not significant.

I'K ruskal-Wallis nonparametric test for comparison of means for “k” independent samples, and Mann-Whitney U post hoc tests for differences between groups.

treated had lower mean income and were more likely to
engage in physical assault and psychological aggression be-
haviors toward their CGs.

Optimal sensitivity and specificity in relation to the
LEAD outcomes were derived from ROC analyses of sig-
nificant independent variables (Table 3). Combining the
variables with the best specificity (occurrence of any CR
physical assault incidents in the previous year) and best
balance between sensitivity and specificity (occurrence of
more than 4 CR psychological aggression incidents in the
previous year) gave the best screening option (sensitiv-
ity = 75.4%, specificity = 70.6%). If the CR had assaulted
the CG (e.g., hitting, slapping) or was repeatedly aggressive
psychologically (e.g., shouting, insulting), the CG had
probably committed one or a combination of the three
kinds of mistreatment.

Potential Screening Questions

The CTS2 physical assault scale converted for this study to
assess CR behavior consists of 12 items. Nearly all CGs
who mistreated (18/19, 94.7%) stated that one of three of
these items had occurred at least once in the prevous year.

e The patient threw something at me that could hurt.
e The patient pushed or shoved me.

e The patient grabbed me.

The CTS2 psychological aggression scale for the CR is seven
items. Most CGs who mistreated (45/51, 88.0%) indicated
that one of three of these items had occurred at least three
times in the past year.

e The patient insulted or swore at me.

e The patient shouted or yelled at me.

e The patient stomped out of the room, house, or yard
during a disagreement.

In the sample, a positive response to any of these six ques-
tions would result in 18.6% (24/129) false-positive rate.
One way to reduce false positives is with follow-on ques-
tions asking the CG about doing these same six actions
toward the patient. This and other studies have found this
to be a successful strategy for getting those who mistreat to
admit to their own abusive actions.*’

DISCUSSION

This study shows that people with dementia have high rates
of mistreatment despite access to good medical care.
Whereas prior studies have failed to validate actual pres-
ence of elder mistreatment against a diagnostic standard,
this study uses the best standard available, namely the



498 WIGLESWORTH ET AL.

MARCH 2010-VOL. 58, NO. 3 JAGS

Table 3. Comparisons: Mistreatment and No Mistreatment Groups

Mean (SD)
Abuse, Neglect, or Both No Abuse or Neglect Sensitivity/Specificity,
Characteristic n=61 n=68 P-Value* %"
Demographic measures
Caregiver income" 44 +22 44 +23 .90
Caregiver education, years 14.4 + 2.3 155+ 24 .01 57.4/60.1
Care recipient income* 37+23 48 +27 .01 60.3/57.4
Care recipient education, years 13.8 £ 3.2 146 + 3.4 15
Caregiver health and emotional measures
Health status 65.6 + 25.1 70.6 + 23.2 .24
Physical functioning 78.7 +28.4 84.2 + 26.6 .26
Role limitations due to emotional problems 59.0 + 44.3 779 + 37 .01 70.6/50.8
Emotional status 63.8 + 20.8 727 £17.1 .009 52.9/67.2
Depressive symptoms 56 + 4.0 4.0 + 3.6 .02 57.4/66.2
State anxiety 372 +126 31.5+10.2 .006 57.4/63.2
Perceived burden 92 +6.8 6.0 £ 6.2 .007 73.8/52.9
Social contacts 339+77 355+ 7.1 .21
Care recipient health, emotional, and behavior measures
Functional capacity 20.7 £ 126 20.1 +14.0 .89
Disease stage 225 +99 22.7 +10.5 .90
Depressive symptoms 32422 26 +17 .08
Social contacts 147 £ 5.7 15.4 + 5.8 .51
Physical assault 72 +233 1.3+54 .0028 31.1/91.2
Psychological aggression 246 + 26.9 6.2 +11.9 <.001 72.1/72.1
Neuropsychiatric behaviors 16.2 = 15.1 131 £ 154 .25

* T-test of two independent samples, except as noted.

"For detecting mistreatment as defined by a LEAD (Longitudinal, Experts, All Data) panel.
Based on 6-point Likert scale from 1= <$15,000/year to 6 = > $81,000/year; 4 = $41,000-60,000/year.

$ Mann-Whitney nonparametric test of two independent samples.

LEAD panel, to determine presence or absence of mis-
treatment. The study also demonstrates that, when asked,
CGs of patients with dementia will admit to mistreatment.
This finding is consistent with a recently published paper
from England.*® The current study confirms a high per-
centage of simultaneous occurrence of multiple types of
mistreatment.?8-31

Clinicians should be alert to CGs who show signs of
anxiety or depression or who mention difficult behaviors of
the CR, because the current study suggests that these CGs
are more likely to be mistreating their CRs. CGs with low
education or few or poor social connections or whose emo-
tional problems affect their activities deserve screening for
intervention and prevention of elder mistreatment. Physi-
cians should be particularly concerned about aggressive
CRs with dementia because of the likelihood that they
suffer physical or psychological mistreatment.

These preliminary findings from a convenience sample
indicate that several questions of the CG about the behavior
of a patient with dementia may be an effective screen for
predicting whether the CG is mistreating the patient. Be-
cause the study data are cross-sectional, the CR may have
been behaving badly in response to mistreatment, the CG
may have been reacting to the CR’s behavior, or both. Not
only were these CR behaviors a good indicator of mistreat-
ment, but clinicians can be comfortable with incorporating

them into a screening tool, because directly questioning a
CG about the behavior of a patient with dementia is a clin-
ical issue as well. It seems that elder mistreatment goes on
for months or years before it rises to a level that is detected,
if it ever is. There is an opportunity to minimize suffering
for the CR and CG through early detection.

LIMITATIONS AND FUTURE RESEARCH

This study was cross-sectional, and the study sample is bi-
ased in being better educated and better off financially than
most people with dementia and their CGs. Longitudinal
studies are needed to investigate causal relationships and
change in abuse patterns and types of abuse over time. For
example a hypothesis of a life cycle of CG mistreatment,
beginning with psychological abuse, escalating to physical
abuse, and culminating in isolation and neglect, could be
tested.

Because all CGs were informed that suspected mis-
treatment would be reported, it is possible that this affected
their candor in responding to the questions about abuse and
neglect. The self-selecting convenience sample of English-
speaking CGs and people with dementia, recruited largely
through physicians and service providers, invited research-
ers into their homes. It is possible that those who are more
isolated and wary of participation in research are even more
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vulnerable to abuse and neglect, experiencing even higher
mistreatment rates than this study reports. Also, character-
istics associated with mistreatment may differ in the
dementia population not available for this project. Future
research should expand the subsamples of people with
dementia experiencing one or more categories of mistreat-
ment so that statistically based predictive models can be
developed for each subsample.

The suggested screening questions have not been tested
in a clinical environment. Skilled elder mistreatment re-
searchers conducting home assessments obtained the data.
A follow-on study is needed to test the validity of these
questions when used by clinicians in a clinical setting.
Screening results must be compared with mistreatment
outcomes obtained through validated research methods,
such as those used in this study.

CONCLUSION

Because this and other studies show that close to half of
people with dementia being cared for by a family member at
home experience some form of mistreatment,!3!%28 rou-
tine screening of these individuals is essential. The current
study results show that CR aggressive behaviors indicate
that the CR is being mistreated. If asked in an empathetic
and supportive manner, CGs will admit to abusive behav-
iors. Clinicians who care for people with dementia have
medical, ethical, and legal responsibilities to evaluate the
caregiving situation for indicators of mistreatment.
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