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Abstract

The field of social work is increasingly recognizing and supporting the role of family caregivers as vital members of the
health care team who also need support. Demands on caregivers of individuals living with Alzheimer’s disease and related
dementias (ADRD) are enormous, and there remains a significant lack of measurement tools for social work clinicians to
evaluate caregiver well-being in medical settings. This study reviews the development and initial psychometric properties
of the Caregiver Outcomes of Psychotherapy Evaluation (COPE), a pre- and post- treatment outcome measure designed to
assess and monitor the individualized needs of caregivers for individuals living with ADRD. The COPE is comprised of
eight questions that assess knowledge of dementia, confidence in caregiving abilities, communication strategies, emotional
well-being, support system, planning for the future, enjoying life, and confidence facing future challenges. The COPE was
administered to 85 caregivers prior to the start of counseling sessions. Responsiveness to intervention, inter-item reliability
and convergent/divergent validity with existing measures such as the Zarit Burden Inventory and Geriatric Depression Scale
were explored. The COPE demonstrated adequate to good internal consistency (Cronbach’s alpha=.73), as well as evidence
of convergent validity with caregiver reported burden (r=.37, p <.05). These findings offer preliminary support that the
COPE is a brief and valid measure for social workers to use to evaluate caregiver needs in clinical settings.

Keywords Dementia - Alzheimer’s disease - Assessment of conditions/people - Social work - Psychosocial - Clinical
practice - Caregivers

Introduction Demands on caregivers of individuals living with Alzhei-

mer disease and related dementias (ADRD) are enormous,
Social workers are in a unique position to provide counseling ~ with an estimated 18 billion hours of unpaid care provided
and care management services to address the complex needs  in 2022 (Alzheimer’s Association, 2023). Caregivers often
of individuals with dementia and their caregivers within  report high levels of depression and anxiety, with spousal
the healthcare system and extending into the community. caregivers being two and a half times more likely to be
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depressed than non-spousal caregivers (Sallim et al., 2015).
Caregivers also often experience significant psychosocial
stressors and describe reduced social support and increased
uncertainty about the future, especially associated with
long-term care planning (Cheng, 2017; Gaugler et al., 2019;
Nikzad-Terhune et al., 2019).

While often lumped together, caregivers are a heterogene-
ous group of individuals that have unique goals, needs, and
preferences for care and support. As described in a Special
Report on Race, Ethnicity and Alzheimer’s in America,
dementia caregiving is common across all racial and ethnic
backgrounds, however, dementia disproportionately affects
Black Americans (2X) and Hispanic Americans (1.5X), and
their caregivers are more likely to report facing discrimina-
tion in the healthcare system (61% and 56% respectively)
(Alzheimer’s Association, 2021). Additionally, a recent
meta-analysis found Hispanic dementia caregivers reported
lower physical well-being than White dementia caregivers;
while Black dementia caregivers exhibited higher psycho-
logical well-being than White dementia caregivers (Liu
et al., 2021). Therefore, to better serve diverse caregivers,
we must create innovative outcome measures that capture
the unique psychosocial impacts of caregiving.

Further, while negative psychosocial impacts of dementia
caregiving are well documented, it is increasingly recog-
nized that there are positive aspects of caregiving. Accord-
ing to the Alzheimer’s Association Facts and Figures (2023),
45% of caregivers feel that their role is very rewarding.
Caregivers also report increases in confidence and sense of
meaning (Cho et al., 2016). These positive experiences of
dementia caregivers must not be overlooked in the develop-
ment of outcome measurements that capture the strengths
inherent in this population.

In addition to the considerable need for strength-based
outcome measures and culturally competent interventions,
the needs of caregivers are unmistakably overlooked in
medical visits. While caregivers may be physically present,
they are rarely asked questions about their own health and
well-being (Gallagher-Thompson et al., 2020), highlighting
the need for innovative caregiver outcome measures that can
be used in the medical setting. Furthermore, identification
of caregivers in medical records, providing supportive ser-
vices to caregivers and measuring caregiver outcomes within
healthcare systems are processes that are still in their infancy
of utilization (Borson et al., 2016; Gaugler et al., 2019; Har-
vath et al., 2020).

In light of both negative and positive psychosocial
impacts of caregiving, the identified needs of caregiv-
ers seeking social work services vary on a case-by-case
basis. For example, for any given caregiver/care recipi-
ent dyad, caregiver goals may include maintaining social
relationships, exploring opportunities to engage in mean-
ingful activities for themselves or the person they care
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for, support for decision-making, and increasing knowl-
edge about dementia (Gaugler et al., 2019; Orsulic-Jeras
et al., 2020; National Academies of Sciences, Engineering,
and Medicine, 2021). As Zarit (2017) stated, “The big-
gest challenge in caregiver intervention research is that
after all this time we still do not have a clear idea of what
the goals of treatment for caregivers should be” (p.1). He
pointed out that treatment fidelity is routinely assessed
in psychotherapy treatment interventions, but in caregiver
interventions, studies frequently neglect to answer basic
questions such as, “Do caregivers now have more infor-
mation about dementia or about resources? Do they know
how to apply behavioral management? Do they feel more
support”? (p.4). Likewise, Gallagher-Thompson et al.
(2020) asserted that caregiver interventions should not be
a one-size-fits-all approach; the heterogeneity of caregiv-
ers should be reflected by offering tailored services based
on the specific wants and needs of an individual caregiver
as determined by caregiver-centered assessments.

Given the complexity of caregiver needs and goals,
calls have been made for the development of outcome
measures that go beyond traditional assessment of distress
and burden (Gaugler et al., 2019; Pedergrass et al., 2015;
Orsulic-Jeras et al., 2020; Zarit, 2017). Specifically, there
is a need for outcome measurements that capture aspects of
resilience, individualized goals, and well-being (Gaugler
et al., 2019; Zhou et al., 2022). A recent meta-analysis
including 131 studies of dementia caregiver interventions
found that very few studies measured ability/knowledge,
confidence, coping, and social support (Cheng et al.,
2020). Further, a systemic review of 69 dementia caregiver
interventions found that the two most commonly used end-
points of randomized controlled intervention studies were
“depressive symptoms” and “caregiver burden” (Peder-
grass et al., 2015). The National Association for Social
Workers (NASW) Standards for Social Workers in Health
Care Settings states that social workers are responsible
for formally evaluating the effectiveness of interventions
to improve patient health and well-being, highlighting the
need for social work leaders to develop outcome measures
that reflect critical paradigm shifts in the field (National
Association of Social Workers (NASW), 2021).

In response to these calls, our team developed the Car-
egiver Outcomes of Psychotherapy Evaluation (COPE).
The COPE is a brief questionnaire that is intended to be
both a pre- (needs assessment) and post (outcome) meas-
ure that captures goals that are centered on the needs and
wants of individual caregivers. Specific aims of the cur-
rent manuscript are to describe the development of COPE,
examine its initial psychometric properties, including
internal consistency and convergent/divergent validity,
and explore its sensitivity to change in response to social
work interventions.
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Materials and Methods
Participants and Procedures

Participants were 85 caregivers of individuals with ADRD
presenting for social work psychotherapy services at an out-
patient dementia specialty clinic. The average age of car-
egivers was 64.6 years, with approximately 65% identifying
as women and 73% as spouses. See Table 1 for additional
details about demographic characteristics of the sample. Par-
ticipants completed the COPE and a subset of other clinical
measures (described below) prior to their initial appoint-
ments as a part of their clinical intake. These measures
were utilized to explore convergent validity of the COPE.
In addition, a subset of 22 caregivers completed the COPE
at the end of their counseling sessions. The requirement for
consent was waived by our Institution, IRB approval number
2019110131.

Caregivers were offered the option to participate in psy-
chotherapy services with a clinical social worker if they
screened positive for caregiver distress on the four item
Zarit Burden inventory (Bédard et al., 2001) in the care

recipient’s initial medical appointment with the clinic or
by request of patient or provider. Sessions in our clinic are
scheduled for 45—60 min in duration, with frequency and
duration of counseling based on need and mutually agreed
upon goals between the social worker and caregiver, with
additional sessions offered as needed. Examples of topics
covered included adjustment to diagnosis, role and relation-
ship changes, managing challenging behavioral symptoms,
establishing routines, driving retirement, grief and loss,
family dynamics, legal/financial issues, safety concerns,
navigating the healthcare system, advance care planning,
and connecting to community resources. Typical social work
interventions used in our clinic and supported by research
(Alzheimer’s Association, 2023; Cheng et al., 2020; Col-
lins & Kishita, 2019; Gallagher-Thompson et al., 2020)
included mindfulness-based techniques, psychoeducation,
guided imagery, motivational interviewing, grief and loss
therapy, cognitive behavioral therapy, identification of sup-
port system, narrative therapy, solutions-focused therapy,
problem-solving therapy, disease education, development of
coping skills, communication skills training, and behavioral
management of symptoms of ADRD.

Table 1 Participant
demographic and descriptive
characteristics

Initial assessment only
sample (n=385)

Pre—post coun-
seling sample

(n=22)
% M(SD) % M(SD)

Care Partner Age 64.6(11.2) 66.6(8.9)
Gender (% female) 64.5 42.1
Education

High School 4.4 4.5

Some college and Associates 31.1 27.3

Bachelor's Degree 31.1 18.2

Graduate Degree 333 45.5
Race/Ethnicity

Black 7.4 13.3

White 92.6 86.7

Hispanic 11.5 214
Relationship to Person with Cognitive Impairment

Spouse 73.4

Daughter or sister in law 25

Other 1.6

Daily Contact with Person with Cognitive Impairment 89.8 89.5
Stage of Cognitive Impairment

Mild Cognitive Impairment 16.5 27.3

Mild Dementia 63.5 63.6

Moderate to Severe Dementia 14.2 0

Unknown/Other Diagnosis 5.9 9

Demographic data missing on N=23 of the baseline sample as well as relationship to the person with
dementia for the pre—post sample group
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Measures

The COPE is comprised of eight questions that assess
knowledge of dementia, confidence in caregiving abilities,
communication strategies, emotional well-being, support
system, planning for the future, enjoying life, and confidence
facing future challenges (see items in Appendix A). The
questions for the COPE were derived by identifying common
themes in clinical experiences working with adult caregivers
that were not addressed in currently available assessments.
Important considerations included developing a person-
centered (vs. health system-centered) and resilience-based
(vs. deficit-based) measurement that aligned with the goals
of capturing what matters most to caregivers. The scale was
developed by three clinical social workers (A.A.,J.A., A.F.)
and refined with input from clinic team members. The initial
version of the questionnaire included three open-ended ques-
tions, which were ultimately discontinued to reduce survey
fatigue and to keep the survey as brief as possible for appli-
cation in clinical settings.

All questions are rated on a Likert scale that ranges from
1 (strongly agree) to 5 (strongly disagree), with lower scores
indicating better functioning. A total score (8—40) was also
calculated by summing the individual item scores. Conver-
gent validity was examined via administration of the Zarit
Burden Inventory 4 Item Short form (ZBI-4; Bédard et al.,
2001) and the Geriatric Depression Scale 15 Item Version
(GDS-15; Sheikh & Yesavage, 1986).

Statistical Analysis

Descriptive statistics were used to characterize item
responses of the COPE and to summarize total scores of the
COPE, ZBI-4, and GDS-15. Internal consistency and inter-
item reliability of the COPE were evaluated by Cronbach’s

alpha and inter-item Pearson correlations. Convergent and
divergent validity between the COPE and its constituent
items and the ZBI-4 and GDS-15 were evaluated with Pear-
son correlations. These measures were used because burden
and depression can be important markers of psychosocial
impacts of caregiving and thus some individual items should
correlate with these (convergent validity), but the COPE was
intended to also capture aspects of care beyond these con-
cepts and thus other items particularly related to knowledge
of dementia and planning needs may not correlate demon-
strating divergent validity. Finally, an initial exploration of
the responsiveness of the scale to psychotherapeutic inter-
vention was evaluated by paired sample #-tests. Significance
was set at p=0.05 for all analyses.

Results

Descriptive information for the COPE from the baseline
sample as well as criterion measures of depression and car-
egiver burden are presented in Table 2.

Internal Consistency and Inter-Item Correlations

Internal consistency (Cronbach’s alpha) of the COPE was
0.73 overall, falling in the acceptable to good range (Gliem
& Gliem, 2003). Alpha with any given item excluded ranged
from 0.68 to 0.74. Inter-item correlations are presented in
Table 3.

Convergent and Divergent Validity
Convergent validity of the COPE with caregiver reported

burden as well as depressive features is found in Table 4.
As would be expected, items designed to capture overall

Table 2 Descriptive data for

the caregiver outcomes of N Mean Std. Deviation

psychother;.lpy evaluation and Psychotherapy Outcomes Items

other caregiver reports Dementia Knowledge 85 2.65 0.95
Confidence in Caregiving Skills 85 2.62 0.89
Communication Strategies 85 2.60 0.92
Able to Manage Emotional Well Being 85 2.58 0.81
Supportive Network 85 2.19 1.02
Equipped About Future Decision Making 85 2.34 0.99
Enjoy Life 85 2.07 0.88
Confidence in Facing Challenges Ahead 85 2.48 0.98
Total Caregiver Counseling Measure Score 85 19.53 4.39

Other Caregiver Reports

Zarit Burden Inventory 4 Item Short Form 49 7.53 3.29
Geriatric Depression Scale 15 Item Short Form 30 3.63 3.34

For Psychotherapy Outcomes Scale Items, 1 =Strongly Agree and 5= Strongly Disagree
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Table 3 Inter-item correlations of the caregiver outcomes of psychotherapy evaluation items

Dementia Confidence Communica- Able to manage Supportive Equipped about Enjoying life
knowl- in caregiving  tion strate-  emotional well networked future decision
edge skills gies being making
Confidence in Caregiving 279™
Skills
Communication Strategies 0.192 355"
Able to Manage Emotional ~ 0.098 0.141 396"
Well Being
Supportive Network 0.156 0.198 388" 402"
Equipped About Future Deci- 0.129 0.147 0.112 0.093 0.171
sion Making
Enjoy Life 0.073 0.141 0.212 443" 5817 257"
Confidence in Facing Chal-  0.147 0.170 0.111 .380™ 432" 341 618"
lenges Ahead
“p<.05; #p<.01
Table 4 .Convergent validity Zarit 4 item total score Geriatric depres-
of caregiver outcomes .Of . (n=49) sion scale-short form
psychAotherapy evaluation w1t.h (n=30)
caregiver burden and depressive
symptoms Dementia Knowledge 0.249 0.074
Confidence in Caregiving Skills 0.218 0.056
Communication Strategies 0.193 - 0.072
Able to Manage Emotional Well Being 3417 6717
Supportive Network 0.014 0.118
Equipped About Future Decision Making 0.029 —0.041
Enjoy Life 381" 591"
Confidence in Facing Challenges Ahead 352 395"
COPE Total Scores 371% 0.338

“*Correlation is significant at the 0.01 level (2-tailed); *Correlation is significant at the 0.05 level (2-tailed)

emotional distress (i.e., emotional well-being, confidence,
and overall enjoyment of life) demonstrated statistically
positive significant correlations with measures of burden
and depression. Conversely, items tapping knowledge and
skills were unrelated to these constructs. Total score cor-
related modestly with caregiver burden and not depression.

Change in Response to Social Work Intervention

Caregivers completing the post-treatment questionnaires
did not differ significantly from the initial visit sample (see
Table 1) in terms of age, relationship to or years they had
known the person with ADRD, educational level, race/eth-
nicity, or clinical stage of the person with ADRD. However,
caregivers who completed the post-treatment questionnaire
were more likely to be male (Xz(l, N=62)=6.01, p=0.016)
than the baseline sample.

The results of paired sample ¢ tests between individuals
with pre-post ratings are found in Table 5. Four of the eight

items, confidence in caregiving, communication skills, sup-
portive social networks, and ability to manage emotional
well-being, demonstrated statistically significant improve-
ments post-therapeutic intervention. Total score improved
as well, with effect size (Cohen d=0.893) suggesting a large
effect of social work intervention as indexed by the COPE.

Discussion

The COPE is a potential solution to the call to action from
national caregiving organizations (Gaugler et al., 2019;
Zarit, 2017) highlighting the need for strength-based, per-
son-centered, outcome measurements that capture caregiver
needs in a simple, easy-to-use scale. To our knowledge, it is
the first tool of its kind that informs social workers and other
mental health professionals about specific areas to target for
tailored ADRD caregiver services, such as emotional sup-
port, psychoeducation, social support, and skills training that

@ Springer
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Table 5 Changes in caregiver outcomes of psychotherapy evaluation items after counseling (n = 22)

Item Pre-Counseling Post Counseling Difference
Mean Std. Deviation Mean Std. Deviation  t(21) Y4

Dementia knowledge 2.64 0.85 2.36 0.73 1.45 0.16
Confidence in caregiving skills 2.86 0.99 2.36 0.73 2.92 0.01
Communication strategies 3.00 0.87 2.18 0.73 4.83 <.001
Able to manage emotional well being 2.59 0.80 2.05 0.65 2.66 0.01
Supportive network 2.27 1.03 1.95 1.13 2.31 0.03
Equipped about future decision making 2.36 1.26 2.23 0.97 0.48 0.63
Enjoy life 1.86 0.83 1.91 0.68 -0.37 0.71
Confidence in facing challenges ahead 2.23 0.97 241 0.85 - 1.16 0.26
Caregiver counseling measure total score 19.82 0.44 17.45 4.47 4.19 <.001

can also serve as a counseling outcome measure. While car-
egivers seeking dementia specific counseling services often
desire to improve their own mental health, equally important
is addressing their goals of learning how to manage diffi-
cult behaviors, developing a support system, and learning
new strategies to communicate with their loved one who
is impacted by ADRD. This framework is emblematic of
social work values and the person-in-environment perspec-
tive, which highlights the importance of understanding an
individual in light of the environmental contexts in which
that person lives and acts (Kondrat, 2013). Because there are
adequate tools available to assess levels of burden and emo-
tional distress, the COPE fills a gap by evaluating areas that
can be built upon to tap into the caregiver’s inner strengths
and resources by addressing confidence, skills, and quality
of life. This manuscript describes the scale’s composition
and its initial psychometric properties. We summarize these
results below and provide an example of the instrument’s use
in clinical practice.

Internal Consistency of the COPE

The COPE demonstrates acceptable to good inter-item reli-
ability. In exploring inter-item correlations, it appeared that
items may be clustering together in addition to providing an
overall score. For example, items tapping confidence, emo-
tional well-being, supportive networks, and preparation for
future caregiving all were highly intercorrelated. Given the
relatively limited sample size of this pilot study, we could
not explore the structure of items in more detail, but future
studies with larger sample sizes will help identify if an inter-
pretable subscale structure will improve utilization of this
instrument from a psychometric standpoint.

Convergent and Divergent Validity of the COPE

In contrast to existing measures, the COPE is intended to
capture several facets of caregiving at baseline and as an
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outcome measure. Thus, one would expect specific items
to correlate more strongly with gold-standard outcome
measures, such as burden and depression. Exact criteria for
establishing convergent and divergent validity statistically
are noted to be somewhat arbitrary, but correlations > 0.5
are generally thought to indicate convergent validity (see
review in Abma et al, 2016). However, given that the COPE
instrument also taps additional domains (i.e., confidence,
education, and well-being) correlations for these items in
particular with measures of burden and depression may be
modest. Overall, the results from our analyses conformed to
this pattern. Items measuring a caregivers ability to man-
age their emotional well-being and enjoying life all corre-
lated > 0.5 with the GDS-15 signifying that items designed
to capture emotional distress and well-being correlated in
the expected direction with criterion measures of burden
and depression, while skill-based items did not. This pat-
tern of findings supports the idea that the COPE captures
the additional, multi-faceted experience of caregiving rather
than unidimensional negative psychosocial ramifications.
This is perhaps best illustrated by the limited correlation
of the COPE total score with a measure of depression, in
contrast to the individual COPE items tapping emotional
well-being which correlate relatively strongly with caregiver
depression.

Does this correlation mean the COPE is not a valid
measure? We would argue that is not the case, as overall
changes in the COPE score tracked well with use as an out-
come measure for social work counselling, where changes
in COPE scores result in a large effect size (Cohen’s D of
0.89). We argue this effect is preliminary evidence that the
COPE is capturing the work of social work interventions
which often expands much more broadly into areas such as
education and community resources, beyond measures of
burden and depression which were used as our comparator
measures.

Overall, we believe these findings also provide initial sup-
port for the convergent and divergent validity of the measure,
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although further work is needed to describe these properties.
Further work evaluating the potential utility and psychomet-
ric properties of subscales from the COPE may also warrant
future exploration.

Response to Intervention with the COPE

Though preliminary given the small sample size, initial
results suggest the COPE is responsive to changes in car-
egiver-focused intervention, with total scores suggesting
large effects from participation in social work services. The
COPE showed responsiveness in the expected direction with
items addressing confidence in caregiving, communication
skills, having supportive social networks, and being able
to manage emotional well-being; critical skills to be devel-
oped in caregiver therapy. Larger, more diverse sample sizes
and use in more controlled clinical trial settings are needed
to identify important additional psychometric considera-
tions, such as meaningfully important change and overall
test—retest reliability, but initial results are promising for the
instrument’s use in this setting.

Intersection with Social Work Values

Providing care to an individual with a neurodegenerative
condition is not without challenges; and a review of the lit-
erature validates the physical and emotional consequences
of caregiving (Alzheimer’s Association, 2023; Cheng, 2017;
Gaugler et al., 2019; Nikzad-Terhune et al., 2019). While
much of the attention in dementia research around outcome
measures has been focused on the negative aspects of car-
egiving, there are recommendations to shift our attention to
develop measures that capture strengths, well-being, resil-
ience and the positive effects (Gaugler et al., 2019). Meas-
uring outcomes such as depression, anxiety and burden are
important, but it should not overshadow our responsibility to
also measure strengths. Person-centered (vs. health-system
centered) and resilience-based (vs. deficit-based) measure-
ments align with social work values, including the impor-
tance of human relationships and promoting the dignity and
worth of the person. A strength-based, ecological approach
to measurement considers the individual and the environ-
ment in which the individual resides. Social work philos-
ophy views clients as inherently resourceful and resilient
in the face of challenging circumstances; assessment and
outcome measurements with caregivers should reflect these
values (National Association of Social Workers (NASW),
2021).

Examples of Use in Health Settings

The two case examples below highlight how the COPE can
be used in clinical practice. In both cases, the care partner

completed the COPE prior to their first counseling session,
and the counselor, in this case a clinical social worker (SW),
used a strength-based, motivational interviewing approach
to ask scaling questions.

Case Example 1

Mrs. M.’s husband (J.M.) was diagnosed with moder-
ate dementia due to Alzheimer disease. Mrs. M. indi-
cated that she felt ‘neutral’ regarding “I have com-
munication strategies that are effective with my loved

ER)

one .

SW: I see that you indicated you felt ‘neutral’ about
having effective communication strategies. Why did
you choose ‘neutral’ instead of ‘disagree’?

Mrs. M: Most of the time I know how to respond to
J.M., but during the afternoons he gets more confused,
and I get very frustrated with repetitive questions.

SW: Tell me more about what strategies you are using
in the morning to help you stay calm when he asks
repetitive questions.

Mrs. M: In the morning I go sit outside on the patio
when I’m feeling frustrated, which helps me calm
down. In the afternoon it’s too hot outside so I have
nowhere to escape.

SW: Let’s come up with a plan together to identify
solutions and find alternative ways to find time to your-
self to reset in the afternoon.

Case Example 2

L.B.’s mother (P.J.) was diagnosed with mild Lewy
Body dementia. L.B. indicated that he ‘disagreed’
regarding “I am knowledgeable about dementia”.

SW: I noticed that you indicated that you don’t feel
knowledgeable about dementia. How do you feel I can
best support you in this area?

L.B: I've read about Alzheimer’s disease, but I’ve
never heard of Lewy Body dementia.

SW: Tell me more about your preferences in receiving
information. For example, do you prefer online oral
classes, written materials such as books, or scientific
articles?

L.B.: Tused to attend a support group for adult children
when my mother was diagnosed with cancer. Meeting
with others helped me learn more about her diagnosis
and also was a source of emotional support.

@ Springer
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SW: Are you interested in hearing about support
groups for family members of Lewy Body Dementia?

These vignettes demonstrate that in addition to being a
psychometrically promising measure, the tool also provides
an opportunity to explore the caregiver’s counseling goals
using evidence-based approaches from the initial session.
The COPE is a promising measure of ADRD caregiver
counseling needs and outcomes, with initial results indicat-
ing adequate internal consistency, convergent validity, and
responsiveness to intervention. While caregivers may be
physically present in initial diagnostic visits for ADRD, they
are rarely asked questions about their own health and well-
being (Gallagher-Thompson et al., 2020). The development
of the COPE was created with a desire to support caregivers
who identify as needing social work support before, during,
or after a significant other is diagnosed with ADRD. This
tool can be rapidly implemented into a medical setting by
social workers and mental health professionals or parapro-
fessionals, it can be completed online or on paper, and it is
simple to use and quick to complete.

Limitations and Future Directions

Caregiving is often described as a ‘journey’, ‘career’ or
‘pathway’ because many ADRD caregivers are in their role
for 4-20 years (Gallagher-Thompson et al., 2020). However,
caregiver interventions are usually time-limited, lasting an
average of 4 months (Cheng et al., 2020); counseling ses-
sions also conclude once therapeutic goals are reached. For
this reason, the availability of outcome measurements that
can be utilized longitudinally and at different points in a car-
egiver’s journey, including during significant transitions i.e.,
after diagnosis, hospitalization, patient behavior changes,
long-term care placement (Orsulic-Jeras et al., 2020; Whit-
latch & Orsulic-Jeras, 2018), is important. Future studies
with the COPE would benefit from exploring its utility to
capture outcomes at these critical junctures in care across
the dementia spectrum.

In addition, we note that more work is needed in larger
and more diverse samples to validate and refine the instru-
ment, as well as to explore additional psychometric proper-
ties such as divergent and incremental validity relative to
other outcome measures. We note the limitations of short
forms of the ZBI-4 (Yu et al., 2019), and believe future
studies of the COPE relative to a more diverse array of car-
egiving outcome measures would be beneficial. This is par-
ticularly true given the multi-domain nature of the COPE;
establishing the psychometric properties of the single item
measures versus more detailed constructs and evaluating
total score as a marker of outcomes in rigorous, multi-fac-
eted caregiver intervention trials is encouraged. Methods of
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expanding reliability, particularly by adding more items to
subscales focused on caregiving skills or positive aspects of
caregiving, as well as focusing more on individualized needs
and goals of caregivers scales could be additional areas to
expand this measurement set. However, these approaches
need to be weighed against the original purpose of the
COPE which was to create a brief measure and avoid survey
fatigue. Further work and development of this instrument
would also benefit from qualitative review of the measures
and wording with caregivers, to help maximize understand-
ability and relevance to caregivers. That being said, our hope
is that the COPE will help to fill a gap for social work clini-
cians seeking to incorporate a comprehensive, value-based
outcome measure of caregiver counseling needs and goals.

Appendix: Caregiver Outcomes
of Psychotherapy Evaluation Items

Answer the statements below by marking which option choice you
most agree with

1) I am knowledgeable about dementia (Symptoms, stages, behav-
iors)

Strongly Agree Agree Neutral Disagree Strongly Disagree

2) I am confident in my caregiving skills

Strongly Agree Agree Neutral Disagree Strongly Disagree

3) I have communication strategies that are effective with my loved

one
Strongly Agree Agree Neutral Disagree Strongly Disagree
4) I feel able to manage my emotional well-being

Strongly Agree Agree Neutral Disagree Strongly Disagree

5) I have a network of people who provide me with practical and

emotional support
Strongly Agree Agree Neutral Disagree Strongly Disagree

6) I am equipped to make a decision about keeping my loved one at
home or moving to a long-term care community

Strongly Agree Agree Neutral Disagree Strongly Disagree

7) L enjoy life

Strongly Agree Agree Neutral Disagree Strongly Disagree

8) I am confident in facing challenges ahead

Strongly Agree Agree Neutral Disagree Strongly Disagree
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