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Abstract
This report presents a conceptual approach to assessing skills of family caregivers for persons with
Alzheimer’s disease and recommends next steps for development of this science. Researchers used
multiple methods to develop a conceptual strategy for assessing family caregiver skills. Study
participants included clinical/outreach staff from an Alzheimer’s Disease Center, nursing faculty
with expertise in dementia care, and family caregivers. Mixed methods contributed to the conceptual
clarification of caregiving skill and to the development of three approaches to assessing caregiver
skill: caregiver self report, clinician assessment, and direct observational assessment. Caregiver
effectiveness has the potential to affect the process of caregiving and outcomes for the person with
dementia and caregiver.
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Introduction
Maintaining family caregiver function has major implications for the person with Alzheimer’s
disease (AD), the caregiver, and society as a whole. When family caregivers function well,
care receivers experience decreased behavioral symptoms of dementia, improved care and
quality of life 1, 2. Family caregivers stand to benefit by experiencing less strain and higher
levels of mental and physical health 3, 4. When caregivers appraise their situation more
positively, they are less likely to institutionalize their relative and more likely to continue
providing in-home care 5. This can translate into lower long-term care costs to society, as
nursing home placement constitutes a major component of public health care costs attributed
to AD 6 ; and because our current long term care system is unable to absorb the value of unpaid
care provided by family members, which approaches 350 billion dollars annually 7.
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Family caregiver research has primarily focused on the relationship between care-related
demands (disease symptoms and severity) and caregiver psychological and physical health.
Surprisingly little is known about caregiver skills in responding to the care recipient’s disease-
related disabilities. Behavioral skills of caregivers are particularly important in providing care
for people with a dementia syndrome like AD. By the middle stages of the disease, most
affected persons require substantial assistance with instrumental and physical activities of daily
living, and experience behavioral and emotional symptoms.

Research on family caregiver skills is in its infancy, as there are few known measures of
caregiver skill. Gitlin and colleagues used the caregiver self-report Task Management Strategy
Index (TMSI) to test the effectiveness of a Home Environmental Skill-building Program (ESP).
Desired skills focused on problem-solving and technical skills (task simplification,
communication) and home modifications 8–10. At six months caregivers in the treatment
intervention reported significantly improved skills, less need for help providing assistance and
fewer care receiver problem behaviors; at twelve months caregiver affect improved, with a
trend toward maintenance of caregiver skills and reduced care recipient behavioral occurrences
9. A number of other studies tested skill training interventions in which they used proxy
measures to assess caregiver skill. One intervention focused on caregiver behavior
management skills, problem solving skills and cognitive restructuring. Assessment focused on
caregiver self-reported frequency of and distress with behavioral symptoms associated with
dementia and positive aspects of caregiving 11. Another intervention focused on anger and
depression management skills and used measures of anger, hostility and depression as
outcomes 12.

In our own research we initially developed and tested a 60-item assessment of caregiver skill
in dealing with behavioral symptoms of dementia 13. This measure was shortened to a 30-item
measure and subsequently used in a clinical trial 14. To minimize future participant burden and
focus on behavioral symptoms of agitation and aggression, an abbreviated measure of skill
building items was developed (Behavior Management Scale Revised [BMS-R]) (15 items)
14–16. Findings suggested that caregivers were able to complete a self-report measure of
caregiving skill; that both the 30- and 15-item versions of this measure had acceptable
psychometric characteristics; and caregiver skill as a construct appeared to be multidimensional
and sensitive to change over time. Limitations of this measure were that it focused on selected
behavioral symptoms of dementia and the response format focused on level of agreement with
items as opposed to caregiver assessment of their own behavioral skill. Collectively these
studies support the growing body of literature which suggests that skill building interventions
are effective in improving caregiver appraisal, coping strategies and mental health outcomes
17.

Several other methods of assessing skill are also reported and include: clinician assessment
and direct observation. Qualitative research conducted with caregivers of persons with
dementia and caregivers of persons with cancer suggest that clinicians are well-equipped to
identify the complex processes involved in assessing caregiver skill 18–20. A major limitation
of the existing literature is that no known clinician assessment measures of dementia family
caregiver skill exist.

Real-time behavioral observations are often viewed as the “gold standard” for understanding
behavior. They are designed to capture qualitative information about a situation and also
include a rating scale that summarizes strengths and weaknesses of the participant 21.
Limitations include time and costs, as the behaviors of interest may not occur during the
observational period; intrusiveness, and the potential for modifying behaviors of interest when
an observer is present 22. Real-time observations in dementia care have most commonly been
used to assess resident and/or staff behaviors and interactions in long term care settings 23,
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24. No known direct behavioral observations have been used with dementia family caregivers
who provide home-based care.

The purpose of this study was to further refine the concept of family caregiver skill and develop
conceptually-based assessments for use with dementia family caregivers using three
approaches – caregiver self-report, clinician rating, and direct behavioral observation.

Design and Methods
Study methods included focus groups and ongoing feedback from professionals and family
caregivers. Study participants included clinical and outreach staff from a large Midwestern
Alzheimer’s Disease Center, nursing faculty who have expertise in dementia care and research,
and caregiver support group participants.

Conceptual clarification of family caregiver skill
A series of focus groups and individual interviews were conducted with clinical and outreach
staff for the purpose of refining the concept of caregiver skill with a major focus on caregiver
skills concerning behavioral symptoms of dementia. Behavioral symptoms of dementia were
selected because these symptoms have consistently been shown to create greatest distress for
family caregivers and if unabated, lead to earlier nursing home placement 25–27. Six
professional females participated in three focus groups and/or individual follow-up interviews.
The majority of participants ranged in age from 40–59 years (83%) and were Caucasian (67%).
They represented three areas of practice: nurse practitioner (33%), social worker (33%), and
multicultural outreach worker/ community educator (33%). The majority had from 10–25 years
of clinical experience with family caregivers of persons with dementia (83%).

Two co-investigators conducted the focus groups, one serving as the group facilitator and the
other as recorder. In the initial focus group comments were recorded on a flip-chart throughout
the discussion and were summarized in a typed transcript. A transcript that included the initial
focus group discussion was reviewed and coded by one co-investigator for common themes,
using qualitative content analysis 28 , and verified by the second co-investigator. Once data
were integrated they supported a model of Caregiver Skill Building/Effectiveness. Researchers
shared the proposed model in another focus group with original focus group participants and
nursing faculty who were involved in family caregiver research. Both groups made suggestions
to further refine this model.

Development/refinement of caregiver skill measures
Three alternative approaches to assessing family caregiver skill/effectiveness were developed:
caregiver self-report, clinician rating, and in-person direct observational assessment. Focus
group data, existing literature and measures were used to draft content and specify approaches
for each measure. Ongoing individual interviews and a third focus group was conducted with
clinical staff. Using their input, measures were refined over a period of four months. Proposed
measures and procedures were validated with family caregiver researchers.

Results
Conceptual clarification of caregiver skill

Focus group data and follow-up interviews with staff suggested that a Model of Caregiver Skill
Building/Effectiveness included seven central constructs (Figure 1). Prerequisites to caregiver
skill focused on: Knowledge, Caregiver Qualities, Caregiver Relationships and General
Approaches to Caregiving.
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Knowledge about dementia, behavioral symptoms of dementia, activities of daily living
function, and positive attitudes toward learning about caregiving responsibilities were viewed
as being essential to skill development.

Caregiver Qualities such as insight, commitment, honesty with themselves, creativity,
flexibility, persistence, patience, sense of humor, ability to reframe experiences or
circumstances, ability to make decisions, and analytical abilities were viewed as being readily
apparent with skilled caregivers. Skilled caregivers were described as having a broad repertoire
of qualities that assist them in dealing with caregiving activities; are goal directed, and integrate
their personal style in their caregiving approaches. They have intuition, introspective abilities,
insight and observe when “things are not right.” They are flexible in approaching life and their
changing caregiving responsibilities throughout the disease process. They are able to “roll with
the punches.” Skilled caregivers are able to reframe their experience and talk more about
“blessings than burdens.” They analyze situations carefully, are creative problem solvers, and
modify their behavior or the situation accordingly. Less skilled caregivers have a limited
repertoire of qualities and may be more rigid or inconsistent in capitalizing on their own
strengths. Less skilled caregivers have more difficulty seeing options, changing their roles as
impaired family member needs change, are less flexible, more inconsistent and more rigid in
their expectations and interpretations. They are more resistant to trying new approaches and
are more likely to get “bogged down” by caregiving responsibilities.

Caregiver Relationships including the past and current relationship between the caregiver and
impaired family member, and other family members were also viewed as prerequisites to
caregiving effectiveness. Skilled caregivers are more likely to have “received something
positive” from their impaired family member in the past. Skilled caregivers capitalize on past
family relationships, maintain open communication with family members, are creative in
getting their help, and flexible in negotiating alternatives. Less skilled caregivers have often
had a “stormier” past relationship with their impaired family member or one that negatively
affects how they perceive, interact and/or intervene with their family member (i.e., experiences
with alcoholism). As a result, their extended family may be less supportive with poorer patterns
of communication. Less skilled caregivers have more difficulty negotiating their personal and
family needs, along with their caregiving responsibilities.

General approaches to caregiving referred to the caregiver’s ability to handle the day to day
tasks required to take care of a person with dementia. These approaches included: knowing the
family member’s strengths and limitations, focusing on the family member’s current needs,
knowing how to make basic requests to the family member, and in general assisting the family
member to have a fulfilling quality of life. Skilled caregivers are more likely to be proactive
in the care of their family member, focusing on their cognitive and physical strengths rather
than their weaknesses. These caregivers have a vast collection of creative ideas for day-to-day
care which incorporate the well-being of the family member, rather than the caregiver’s needs
or wants. They also allow their family member to make choices and remain engaged when
appropriate, rather than always instructing the family member on the “right” way. Skilled
caregivers focus on those things their family can still do, rather than what they have lost. They
also do not focus on the past, but rather the current environment. Unskilled caregivers are more
likely to be strict with their actions and behaviors and tend to view the day as something to
“get through”.

The determining factors to identifying skilled versus less skilled caregivers focused on whether
caregivers provide Person Centered Care, Manage their own Emotions, and Manage Family
and Community Resources. Person Centered Care (PCC) was described as focusing on the
impaired family member’s needs rather than the disease or the task, strengths rather than
limitations, and the process rather than the outcome. PCC could be provided by the family
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caregiver or others and involves a broad repertoire of philosophical approaches and
interventions. It addresses not only Maslow’s hierarchy of needs 29 but focuses on the
“actualization in the moment.” The implication was that PCC would avert and prevent difficult
behaviors associated with dementia. Interventions that supported PCC included a broad
repertoire of approaches such as: behavioral, activity, environmental, provision of direct
physical care, and attention to medical needs. Focus group participants suggested that skilled
caregivers “know their impaired family member,” are more likely to draw upon positive
caregiver qualities, provide “just right challenges” for the impaired family member, function
as a “detective,” have certain standards, and accept the impaired family member “as is.” They
assess their impaired family members’ strengths, set realistic expectations, and work around
their limitations. They know when to “step in” and do not create “excess disability.” They think
of care as an activity versus a task; they normalize activities and involve their family member
in daily life. Less skilled caregivers are more likely to focus on the disease rather than the
person, what their family member “can’t do” rather than what they “can do.” They are more
likely to provide task-centered, scheduled care, and have more difficulty setting appropriate
limits. They have more difficulty understanding the connections between the disease, behavior,
and caregiver interactions, and have fewer interventions in their repertoire.

Focus group participants suggested that management of Caregiver Emotions was another
component of caregiver skill and that current emotional status could influence effectiveness
but didn’t necessarily mean caregivers had less potential for skill development. They readily
identified that caregiving was stressful, using descriptors commonly seen in the caregiver
literature such as burdened, overwhelmed, depressed, grieving and angry 30. They suggested
that skilled caregivers use “higher order” skills and perceptions, build upon character strengths
developed through prior difficult experiences, accept their life situation at some level and
integrate these experiences into their “life platter.” They have the ability to reframe life
experiences, are more likely to balance the caregiving process with their own self-care needs;
and “move on” at some level to transform this difficult experience into something that is
manageable and positive by drawing upon their sense of spirituality, finding meaning, or
investing in others. Less skilled caregivers have more difficulty accepting “what is,” are more
overwhelmed, tend to get “more bogged down” by emotions, resist adapting their attitudes and
vigorously “resist the inevitable.” Their feelings and past history may interfere with the care
they provide. For example, one staff member described a situation where the impaired husband
and caregiver wife had frequently ‘bickered’ in the past. The wife expected this type of
relationship to continue in the present and kept ‘badgering’ the husband. When he was more
apathetic and did not respond as he had in the past she continued trying to ‘provoke’ him..
After a support group meeting when she said, “I finally realized it’s me who has to change”
staff found that she became less confrontational in the relationship with her husband.

Management of Family and Community Resources was identified as an additional needed skill.
Skilled caregivers are successful in “marshalling” resources, open to resource possibilities,
receptive to seeking out support and input from others, know how to get information about
available resources, navigate the system, and how to negotiate what they need from outside
resources. They view other family members and service providers as potential collaborators
rather than competitors and understand that care provided by others may be the “best care.”
They use multiple resources and approaches and may have to make a “leap of faith” in using
resources such as adult day care. Less skilled caregivers may have had ‘stormier’ past family
relationships, are more closed to exploring resources, less receptive to seeking out and
accepting help from others, less knowledgeable about how to acquire information about
resources, and have more difficulty negotiating with family members and/or service providers.
They may feel they are the only one who can provide care and may be tied to past promises
“never to place their family member in adult day care or in a nursing home.”
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The outcomes of this proposed model are multidimensional, including potential Care receiver,
Caregiver, and Societal Outcomes. These proposed outcomes have been identified in the
existing dementia family caregiving literature 1, 3, 7, 30, 31

Development of a conceptual model to guide measurement strategies
Using our conceptual model seen in Figure 1, we identified key conceptual categories that
should be reflected in skill building measures (See Table 1).

Development/refinement of caregiver self report skill measure
The Caregiver Assessment of Behavioral Skill—Self Report measure (CABS—SR) was
developed by using selected items from the Caregiver Skill Building measure used in our prior
study 14 ; identifying additional items that represented skill prerequisites and characteristics of
skilled caregivers (Figure 1); and using existing literature on behavioral symptoms of dementia
(i.e., memory-related, affective/depressive, psychotic, aggressive/agitated, approaches during
personal care) 21, 32, 33. The following challenges were faced in constructing the proposed
measure: 1) the need to convey both the context of a care receiver’s symptom and identify
potential skilled/ less skilled caregiver responses to these symptoms (i.e., If my relative
becomes anxious or worried I reassure him/her that everything will be okay; If my relative
threatens to hurt him/herself or others, I put him/her in a locked room); 2) the need to identify
a range of response formats that caregivers find realistic (i.e., 1=’I do not do this very well’ to
4=’I do this very well’ and 0=’Seldom true’ to 2=’True most of the time’); and 3) the realization
that the proposed measure was best suited for caregivers of moderately impaired persons with
dementia who have a range of cognitive, behavioral, and physical symptoms associated with
dementia. Clinical staff and researchers reviewed multiple drafts of the proposed measure,
resulting in refined item content and response format.

Five family caregivers also reviewed the proposed measure and responded by mail. Their
comments suggested that the form was readable and easy to complete. The majority of these
caregivers were male (60%), all were Caucasian and spouses ranging in age from 50–79 years,
and had provided care from 5 months to 4 years. They described their family member as mildly
impaired and rated themselves as having somewhat to moderately effective skills. Caregivers
who had provided care for a longer time identified fewer items as ‘not relevant’ to their
situation. A final bank of 76 conceptually based items, thought to represent the scope of
caregiver skills, was created (Table 1, Column 1).

Development of a clinician skill measure
Two nurse practitioners worked with the nurse co-investigator to develop the Caregiver
Assessment of Behavioral Skill—Professional Long version (CABS—PRL). The nurse co-
investigator initially developed a 28-item assessment (CABS—PRL; Table 1, Column 2) that
reflected the six major concepts reflected in Figure 1. Responses to these items ranged from
1=Extremely limited to 4=Exceptionally effective. The major challenge reported by nurse
practitioners in a busy clinical research setting was the length of the form and amount of time
it would take to be knowledgeable about each content area. Over a 4-month period the group
worked collaboratively to develop a 9-item professional short measure (CABS—PRS; Table
1, Column 3) that included 3 open-ended questions that identify behavioral symptoms of
dementia that caregivers find most challenging and approaches caregivers use in responding
to these behaviors. Six additional quantitative items determine clinicians’ assessment of skill
level concerning caregiver: personal qualities, relationships, person centered care, management
of caregiver emotions, management of family and community resources, and overall
effectiveness. Response format to these items ranges from 1–4 (1= ‘Extremely limited
effectiveness’ to 4=’Exceptional effectiveness’). It is recommended that the CABS—PRL long
form be used in home care or other settings where professionals have extended contact with a
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family caregiver and the CABS—PRS short form be used when professionals have limited
clinical time or contact with family caregivers.

Development of a direct observational assessment of caregiver behavioral skill
While the “gold standard” of measurement is often viewed as real-time behavioral observations
we faced a number of challenges in developing the Caregiver Assessment of Behavioral Skill:
Direct Observation version (CABS—DO). Namely: 1) would the behaviors of interest occur
during a limited period of observation, 2) how would observers’ presence affect the impaired
family member and their caregiver, and 3) did we have personnel and the budget to support
this costly effort? We reviewed simulation literature 22, 34 to determine if this would be a
reasonable alternative. Initially we used a DVD of 19 clinical scenarios extracted from a video
series designed to teach family and professional caregivers how to manage behavioral
symptoms of dementia 35. Seven family caregivers viewed these scenarios to rate the relevance
to their own caregiving situation. The majority of these participants were female (86%), ranged
in age from 50–69 years (86%), Caucasian (57%), adult child caregivers (71%), had provided
care for 5–6 years (57%), and reported that these scenarios rarely occurred (M=1.82, Range
1=’not at all’ to 5=’almost all the time’). Several professionals also viewed these scenarios and
concurred with family caregivers that these scenes were not relevant in home-based settings.
In summary, major limitations of the video simulation approach included: lack of relevance of
clinical situations to family caregivers, the need to have a television monitor and DVD
capability readily available, and length of administration time. An important missing element
was how to observe the actual interaction between the caregiver and impaired family member
as portrayed by one clinician who said, “I learn a lot about a family by just seeing how they
interact when they come to or leave the clinic.”

The proposed CABS—DO focuses on moderately impaired persons with probable/possible
Alzheimer’s disease, those who require some assistance with activities of daily living (ADLs),
but are still communicative and able to participate in their own care. This approach would not
be appropriate for impaired family members with physical impairments such as blindness,
stroke, paralysis or marked upper body tremors, or who have difficulty swallowing. With this
version, family caregivers were asked to provide their impaired family member with
instructions to perform three simple ADL tasks: drink from a cup, comb their hair, and put on
a sweater or jacket. This is a modified approach to assessing impaired family member ADL
function 36. We decided to focus on ADL function rather than behavioral symptoms for the
following reasons: the difficulties of presenting behavioral symptoms in a simulated setting;
the ease of presenting simple ADL tasks in a busy clinical setting; and this approach allowed
us to examine a sample of impaired family member/caregiver interaction. Our guidelines called
for two raters to assess the family member and caregiver using a 6-item scale (Table 1, Column
4). Family caregiver skill was assessed by using identical quantitative items and response
format proposed in the CABS—PRS short assessment (1=’Extremely limited effectiveness’
to 4=’Exceptional effectiveness’). Impaired family member ADL function was assessed using
a 3 separate items with a rating scale from 1–4 (1=‘Unable to do’ to 4=’Independently
completes task’), that are not part of the 6 items noted on Table 1, Column 4.

Discussion
Caregiver skills with persons who have Alzheimer’s disease can be broadly defined as a set of
learned cognitive, behavioral, and emotional response strategies to disease symptoms of the
affected individual. This definition has two key features. First, learning is specified as the basis
for skill acquisition, highlighting the importance of caregiver experience with disease
symptoms and the potential for modification. Second, the definition includes three
interconnected response modalities: cognitive, behavioral and emotional response strategies.
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Caregiving skills have been described as going beyond mere information acquisition or
knowledge building; as involving goal directed and well-organized behaviors that are a
combination of an art, craft and science; and including complex behaviors that are well
integrated, acquired over time and vary depending upon the caregiver 20.

The overall short-term measurement objectives were to obtain a clinically valid sample of
caregiver responses that were indicative of family caregiver skill; and to develop multiple
methods to assess family caregiver skill: Caregiver Self Report, Professional Assessment
(Long and Short Forms), and Direct Observation. The caregiver self-report assessment focuses
on typical patterns of caregiver response to behavioral symptoms in the home environment
during the past month (CABS—SR). This method is inexpensive to implement and captures
current skill levels in the most clinically meaningful setting, but can only be interpreted in the
context of current behavioral symptom frequency and intensity. The two clinician rating
methods can be used in different settings. The long professional measure (CABS—PRL) can
be used in home care settings where professionals have extended contact with family
caregivers. The short professional measure (CABS—PRS) can be used in busy clinical settings
where nurse practitioners and/or social workers have limited caregiver contact. The direct
observation assessment (CABS—DO) focuses on caregiver communication and responses to
care receiver activities of daily living and potential behavioral responses. Although costly to
implement, this method has the advantage of providing a standardized presentation of
behavioral stimuli. Increased knowledge about these assessment methods will lay the
foundation for more effective interventions that address family caregiver clinical needs over
the course of the disease.

If caregiving skill can be improved it is likely that caregivers will function more effectively in
their caregiving role. Improved caregiver function has the potential to improve care for the
impaired family member, including such outcomes as decreasing behavioral symptoms of
dementia and improving quality of life 1. Improved caregiver function may also reduce
caregiver strain and improve caregiver mental and physical health 3, 4. These combined effects
have the potential to increase length of time to care receiver nursing home placement 31 and
decrease the long-term costs to society of providing this care 7.

Short-term research goals focused on determining if these three methods of assessing caregiver
skill had content validity and were feasible. Long range research aims focus on: 1) Determining
to what extent these three measures of caregiver skill are associated with: a) care receiver
disease severity (cognitive impairment, behavioral symptoms of dementia, and activity of daily
living impairment); b) caregiver characteristics such as: demographic variables, knowledge,
personal qualities, and relationships with the care receiver and family members; and c) level
of caregiver skill in providing person centered care, managing their emotions, and managing
family and community resources. 2) Evaluating whether these measures have predictive
validity and are able to predict care receiver and caregiver criterion measures such as care
receiver behavioral symptoms of dementia, care and quality of life; caregiver perceived strain,
and mental and physical health; and society costs related to care receiver institutionalization.
It is hypothesized that caregivers with higher levels of skill development will express improved
care receiver symptoms, care and quality of life; decreased caregiver strain and improved
mental and physical health; and decreased health care costs, particularly related to
institutionalization 7, 31. The next phase of our research will assess psychometric properties
of these three skill building measures and degree of predictive validity of potential care receiver
and caregiver outcomes.

The studies in this report contribute to the growing body of literature which suggest that the
quality of caregiving, caregiver effectiveness, and caregiver skills ‘matter’ 9, 20, 37. It is
hypothesized that caregiver effectiveness affects not only the process of caregiving but
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outcomes for both the impaired family member and caregiver 2, 38, 39 and may reduce long
term care costs to society as a whole 7. A major limitation to moving this work forward has
been the absence of standardized methods to assess family caregiver skill.
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Figure 1.
Model for Caregiver Skill Building/Effectiveness
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Table 1

Blueprint of Conceptual Categories by Assessment Method and Number of Proposed Items

Conceptual Categories in Each Measure
Number of Proposed Items by Assessment Method

CABS-SRa CABS-PRLb CABS-PRSc CABS—DOd

Knowledge and Attitudes toward Learning 5 4

Caregiver Personal Qualities 6 7 1 1

Caregiver Relationships 2 2 1 1

General Approaches to Caregiving 11

Providing Person Centered Care 45 7 4 1

Managing Caregiver Emotions 4 5 1 1

Managing Family and Community Resources 1 2

Overall Effectiveness 1 1 2 2

Total Items 75 28 9 6

a
CABS—SR: Caregiver Assessment of Behavioral Skill-Self Report

b
CABS—PRL: Caregiver Assessment of Behavioral Skill-Professional Long Form

c
CABS—PRS: Caregiver Assessment of Behavioral Skill-Professional Short Form

d
CABS—DO: Caregiver Assessment of Behavioral Skill-Direct Observation
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