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A Taxonomy for Goal Setting in the Care of Persons 
with Dementia

 

Sidney T. Bogardus, Jr., MD, Elizabeth H. Bradley, PhD, Mary E. Tinetti, MD

 

OBJECTIVE: 

 

Develop a taxonomy for understanding and clas-
sifying goals in the care of persons with dementia.

 

DESIGN: 

 

Qualitative study using open-ended interviews with
key informants and the constant comparative method of
qualitative data analysis.

 

SETTING: 

 

The geriatric assessment center at a large aca-
demic medical center in Connecticut.

 

PARTICIPANTS: 

 

Key informant interviews with 36 subjects:
consecutive patients receiving geriatric assessment at the
center and their primary family caregivers, case managers,
and physicians of patients.

 

MEASUREMENTS AND MAIN RESULTS: 

 

Goals, or desired out-
comes, for the patient’s care as described by patients, pri-
mary family caregivers, case managers, and physicians were
the main measurements. Participant interviews were con-
ducted until the point of theoretical saturation, i.e., until
further interviews no longer provided new concepts. All par-
ticipants articulated at least one goal. Specific goals were
characterized by a limited number of goal attributes resulting
in a taxonomy, or consistent classification system, for re-
ported goals. These attributes include domain (or content),
specificity, time frame, and level of challenge.

 

CONCLUSIONS: 

 

The findings suggested that patients, primary
family caregivers, and clinicians can articulate goals of care
and may bring differing perspectives to the goal-setting pro-
cess. The research identified a taxonomy that may facilitate
negotiation of goals by revealing important, and perhaps
overlooked, aspects of goals and the goal-setting process.
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A

 

n effective clinician must know what she or he is try-
ing to accomplish and would find it difficult to deliver

appropriate health care without knowing the goals of care.
Similarly, patients and their families may be unable to par-
ticipate meaningfully in their own health care without un-
derstanding the goals of care. Goals are particularly im-
portant in the care of persons with dementia for several
reasons. As in the care of patients with other chronic con-
ditions, the predominant objective in the care of persons

with dementia is adaptation to the condition rather than
cure of the disease. Because the meaning of adaptation to
dementia and related disability is multifaceted and subjec-
tive, goals of care may be less clear and less well articu-
lated than for cases in which curing disease is an option.
Further, because dementia deprives many patients of their
cognitive ability to participate meaningfully in decision
making, family members and clinicians often must develop
plans of care without explicit knowledge of the patient’s
goals. The involvement of multiple caregivers adds com-
plexity and the potential for conflicts in goals. Unless goals
are made explicit, caregivers and clinicians may be unable
to negotiate shared goals and lack the guidance of specific
targets for their actions.

Previous work has demonstrated the theoretical impor-
tance of goals as pervasive organizing and motivating forces
for human behavior,

 

1–6

 

 and practical work using the spe-
cific technique of goal attainment scaling has demonstrated
the clinical relevance of goal setting.
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 Several articles
have discussed caregiving goals in the setting of dementia,
from the perspective of family caregivers,

 

13,14

 

 or nurses,

 

15,16

 

and one recent article emphasized the central importance of
goal setting in the collaborative management of chronic ill-
ness.
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 Nonetheless, there has been relatively little discus-
sion of theoretical frameworks for describing and classifying
goals in clinical medicine or in the specific setting of demen-
tia. The aim of the current study was to examine goals in
the care of persons with dementia, with attention to the
varying perspectives of patients, caregivers, and clinicians,
in order to develop a taxonomy that might help clinicians
articulate and communicate goals and establish appropri-
ate plans of care. The article presents the language in
which people describe goals and identifies organizing char-
acteristics or attributes of goals. The resulting taxonomy is
a system for classifying goals into natural, related groups
based on factors common to each.

 

METHODS

Design

 

This was a qualitative study using interviews with pa-
tients, primary caregivers, case managers, and physicians
at the outpatient geriatric assessment center of a major
teaching hospital. Given the lack of an existing framework
for goals in relation to dementia, we approached the study
using qualitative research techniques that rely on in-depth,
open-ended interviews and rigorous qualitative analysis.
Such techniques are particularly useful in exploring com-
plex and previously unstudied phenomena for which tradi-
tional epidemiologic data are not readily obtainable. Pa-
tients and primary caregivers were interviewed after the
assessment on the day of their initial visit to the center.
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Case managers and physicians were interviewed within 48
hours of the completed assessment.

 

Study Site

 

The study was a geriatric assessment center affiliated
with Yale–New Haven Hospital in New Haven, Connecticut.
The center evaluates approximately 50 new patients each
month and receives referrals from a wide geographical area,
although the majority come from New Haven and Fairfield
counties. Currently, approximately 30% of new patients
are referred by their physicians, 30% are referred by a
community-based agency (such as a home care agency or
an adult day care center) or other institution, and 40%
come at the direct request of their families. The majority of
assessments involve evaluation of cognitive impairment of
varying degrees; therefore, the center was an appropriate
site for the study of persons with dementia.

 

Participants

 

The participants were patients, family caregivers, case
managers, and physicians at the assessment center. Con-
secutive patients presenting to the center for assessment of
memory loss or cognitive impairment were enrolled in the
study and interviewed. The primary family caregivers, case
managers, and physicians for these patients were also en-
rolled in the study and interviewed. Thus, for every patient
enrolled, four interviews (with patient, primary family care-
giver, case manager, and clinician) were attempted. The
study protocol was approved by the Human Investigation
Committee of Yale School of Medicine, and written consent
was obtained from the patient or primary caregiver prior to
the interviews. In accordance with standard sampling tech-
niques of qualitative methodology, interviews were con-
ducted until no new concepts were elicited, i.e., until the
point of theoretical saturation.

 

18

 

 Ten sets of participants
(patient, primary family caregivers, case manager, and phy-
sician) were enrolled; two patients could not be interviewed
owing to the severity of their cognitive impairment, one fam-
ily caregiver refused interview, and one physician was un-
available for interview. Thus, 36 interviews were completed
in total.

 

Data Collection

 

Data were collected using open-ended interviews, with
two or three investigators present at the interview and sub-
sequent analysis of interview data. The investigators had
backgrounds in health services research, medicine, and
public health. Interviews generally required 10 to 30 min-
utes to complete and were audiotaped and transcribed for
accuracy. Patient data, including the Folstein Mini-Mental
State score and other clinical and demographic informa-
tion, were abstracted from outpatient medical records.

Interviews included several open-ended questions to
elicit goals for each patient’s health care. Because little is

known about the language that patients, caregivers, and
clinicians use to describe goals, a more structured interview
might lead or constrain response, limiting the accuracy and
depth of the inquiry. An interview guide consisting of three
open-ended questions was used. Each interview began with
the broad question, “What are your goals for the patient’s
(or your) care?” If participants appeared to have difficulty
understanding the term “goal,” alternative terms were of-
fered, such as, “desired outcomes . . . what you’d like to
achieve.” In addition, participants were asked how such
goals were formulated and about their optimism toward
achieving the goals. Standardized probes were used to
prompt the discussion of both global goals (such as mainte-
nance of independence, enhanced safety, or reduced family
burden) and more specific goals (such as homemaker assis-
tance, assessment of driving skills, or use of adult day
care). In all cases, participants were encouraged to expand
their responses with examples and detailed stories that il-
lustrated their statements. Data concerning body language,
tone, and emotional responses were noted by the interview-
ers to enhance the direct quotations from the audiotape.

 

Data Analysis

 

Data were analyzed using the constant comparative
method of qualitative data analysis.
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 Consistent with quali-
tative research methodology, interviews were conducted
without a priori themes or categories for classifying data.
The investigators jointly reviewed each transcript line by
line, coding comments and quotations with similar con-
cepts into a list of distinct categories. During the process of
coding, new interview data were constantly compared with
previous quotations in the same category. Transcripts were
reviewed several times to ensure all relevant data were ac-
counted for and properly assembled under defined catego-
ries. As is standard in qualitative research, interviews were
analyzed soon after each interview was completed and be-
fore completing all interviews. As new concepts were identi-
fied, probes regarding these concepts were added to future
interviews until no new concepts emerged. As the coding
and comparison processes continued, the full range of prop-
erties and the dimensions of each distinct conceptual cate-
gory were identified. Categories and their properties were
then integrated by the investigators through a series of
group meetings to discuss the relation among various cate-
gories and their properties. The goal of this process was to
reach consensus about how quotations were integrated,
what each of the categories meant, and how they were in-
terrelated. This consensual process provided the basis of
the taxonomy of goals for persons with dementia.

 

RESULTS

Participant Characteristics

 

Of nine family interviews (one family caregiver having
refused interview), three included two family members,
and all nine included the primary family caregiver. The 10
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case manager interviews were performed among three ge-
riatric case managers, and the nine physician interviews
(one physician having been unavailable for interview) were
performed among six geriatric physicians. The clinician re-
spondents included all medical staff at the study site and
therefore reflect the scope of geriatric assessment at the
study site. The 10 patients displayed a broad range of cog-
nitive and functional status (Table 1).

 

Taxonomy of Goals

 

Analysis of the interviews identified four basic axes in
the taxonomy of goals (Table 2): goal domain, goal specific-
ity, the time frame of the goal, and goal challenge. Each axis
contains various categories; for the axis of goal domain,
sample items are provided for the various categories.

 

Goal Domain. 

 

Interviews revealed that a limited number
of domains broadly characterized goals. By domain, we
mean a field or sphere of activity; in other words, domains
describe the basic nature and content of the target condi-
tion or state. Domains of goals mentioned included safety;
independence and day-to-day functioning; social and
family relationships; diagnosis and management of medi-
cal, behavioral, or emotional issues; financial issues; au-
tonomy; and general well-being. A striking finding was
that every participant, including every patient, was able
to articulate at least one goal, although in some cases the
term “goal” required further definition. The articulated
goals of different sets of participants clustered noticeably
around a limited set of domains; however, given the qual-
itative nature of the study, we are unable to estimate the
true prevalence of various goals for patients, family care-
givers, case managers, or physicians.

The most common goal domain expressed by family
members, mentioned by five families, was patient safety.

Goals pertaining to patient safety arose from concerns re-
lated to either the patient’s current living arrangement or
ability to perform day-to-day activities fundamental to liv-
ing independently, such as cooking, shopping, and driving.
Referring to her mother-in-law and father-in-law, one
daughter-in-law expressed her goals,

 

I would like to see them safely taken care of. I want
someone to be sure they are safe. They are not eating
right, not cooking . . . She couldn’t follow a recipe if she
had to. They cover for each other. . . I am just afraid they
are going to get lost, but we haven’t wanted to limit them,
especially their mobility [referring to driving]. 

 

(Caregiver 1)

 

A second domain of goals involved social and family
relationships. Goals of this type were mentioned in 9 of
the 10 case manager interviews, but by only three physi-
cians, one family member, and no patients. For instance,
a case manager described the goals for a patient’s care as
follows

 

The goal was to help her [the wife] get some relief or sup-
port in relation to her great emotional distress of seeing
this guy who she, I think, has had a mad love affair with
for 50 years, and she is finding it . . . incredibly difficult
to watch him change.

 

 (Case manager 9)

 

In contrast to the goal domain of safety often ex-
pressed by family members and the goal domains of social
relationships and caregiver stress often expressed by case
managers, physicians in this study typically expressed
goals in terms of diagnosing medical or behavioral prob-
lems or both. As a representative example of these expres-
sions, one physician stated,

 

The overall goals for her are to establish whether she
has an isolated memory impairment or whether or not
she has dementia, to further monitor her to confirm our
initial impression that she does not have a depression,
and to make sure she doesn’t lose any more weight.

 

(Physician 4)

 

Table 1. Patient Characteristics

 

Patient Age Gender Marital Status Referral Source MMSE

 

*

 

Functional Status

 

†

 

IADL

 

‡

 

BADL

 

§

 

1 78 F Married Son 13/30 9 14
2 77 M Married Wife 8/30 1 10
3 69 F Widowed Daughter 20/30 14 14
4 84 F Married Physician 24/30 11 14
5 76 F Widowed Case manager 23/30 8 13
6 76 F Married Son 19/29 7 13
7 79 M Widowed Physician 16/30 0 9
8 82 F Single Nephew 28/30 9 13
9 79 M Married Home care agency 10/30 0 6

10 82 F Widowed Subacute nursing home 17/30 2 10

*

 

Folstein Mini-Mental State Exam score.

 

†

 

Based on modified Older Americans Resource Survey (OARS) score.

 

‡

 

Instrumental Activities of Daily Living; scored 0–14 with higher numbers reflecting higher function. Items measured include telephone use,
transportation, shopping, meal preparation, housework, ability to take medicines, and management of finances.

 

§

 

Basic Activities of Daily Living; scored 0–14, with higher numbers reflecting higher function. Items measured include eating, dressing,
grooming, walking, transferring, bathing, and continence.
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Finally, five of the eight patients who were interviewed
expressed the goal of remaining as they were, i.e., maintain-
ing current general well-being. One patient, when asked
about goals for her health, chuckled as if she had been
asked a very silly question,

 

Are you kidding? What is there? I’m alive and kicking, and
that’s that. I would like to continue like this. 

 

(Patient 4)

 

Goal Specificity.  

 

Goal specificity refers to the degree of
detail with which goals are articulated. Data suggested
there was a broad range of specificity, even after partici-
pants were asked to be as specific about goals as they
could be. Responses varied from the most general state-
ments of goals concerning overall well-being to extremely
specific goals such as assessing whether adult day care
services should be used. Exemplifying the most nonspe-
cific goals, one patient said,

 

I just want God to keep John [the husband] and I [sic] to-
gether as long as possible. 

 

(Patient 1)

 

In contrast, more specificity was apparent in this state-
ment from a clinician,

 

The grandnephews posed two questions, “Why was she
[the patient] so confused?” And “What kind of services
would she need in the present and perhaps in the fu-
ture?” My goals were to answer those questions. 

 

(Physi-
cian 8)

 

Time Frame.  

 

A third attribute of goals apparent from the
data was the time frame of the goal. Expressed goals
could be immediate, short term, or longer term. As an ex-
ample of immediate goals, one case manager said,

 

The goal is to deal with his agitated, paranoid, combat-
ive behavior tout-de-suite.

 

 (Case manager 2)

 

In contrast, case managers and physicians often fo-
cused on longer-term planning; for example,

 

Our goal was to begin to help the daughter think about
what was probably Alzheimer’s disease and what’s go-
ing to happen with her. We did not tell her to stop driving
but raised that as an issue that would need to be moni-
tored.

 

 (Case manager 3)

 

Goal Challenge.  

 

A fourth attribute of goals was the per-
ceived level of challenge related to the goal. Goals may be
difficult or demanding to achieve, calling for special effort,
or they may be easy to achieve; some goals may be unre-
alistically challenging. Among the informants, some were
optimistic about accomplishing goals, while others were
clearly pessimistic about accomplishing other goals. One
woman expressed her uncertainty about the chances of
meeting her goals for her mother-in-law’s safety, particu-
larly relating to driving a car, with a frustrated sigh, saying,

 

I don’t know. Ultimately, it comes down to how well my
husband can deal with it. 

 

(Caregiver 1)

 

The case manager for the same patient was “mildly
optimistic,” again noting that success hinged on the son’s
cooperation. The physician was more positive about the
chances of attaining the defined goal, saying,

 

Well, the driving will happen because we are going to
make it happen by calling the DMV [Department of Motor
Vehicles].

 

 (Physician 1)

 

In another case, the case manager described recom-
mendations to relieve caregiver stress, but then proceeded
to indicate that the goals were too challenging,

 

She is quite extraordinarily reluctant to be relieved of
that burden, as burdensome as it seems . . . She feels
that she needs to be there. So that is clearly a rather
complicated dance that the two of them do together, and

 

Table 2. Taxonomy of Patient-Centered Goals

 

Axis Category

 

Domain Safety (e.g., eliminate safety risks, obtain driving evaluation)
Independence and day-to-day functioning

(e.g., determine appropriate housing, maximize participation in activities, arrange for alternative transportation)
Social and family relationship (e.g., enhance social support, reduce caregiver stress)
Medical issues (e.g., establish diagnosis, manage medication)
Behavioral issues (e.g., reduce agitation, aggression, or wandering)
Emotional issues (e.g., treat depression or anxiety)
Financial issues (e.g., obtain insurance, begin financial planning)
Autonomy (e.g., maintain control in decision making)
General well-being (e.g., maintain current overall health and quality of life)

Specificity Global
Intermediate
Specific

Time frame Immediate
Short term
Long term

Challenge Difficult
Intermediate
Easy
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I don’t think that at this point in her life we are going to
change that much short of his death, and then she might
blossom. 

 

(Case manager 4)

 

DISCUSSION

 

This exploratory study revealed a defined set of at-
tributes that classify goals. Among patients, family caregiv-
ers, case managers, and physicians, the attributes of goals
described in Table 2 provide a classification system for
goals that is organized as a taxonomy, with major axes (goal
domain, specificity, time frame, and challenge) and catego-
ries (safety, behavior, etc.). All participants were able to
articulate goals, suggesting that the concept was compre-
hensible and relevant to patients, family caregivers, and
clinicians, even if the semantic term “goal” required further
definition. Furthermore, the data suggested that the taxon-
omy might provide a useful structure and language for dis-
cussing and setting goals in clinical practice.

The research indicated that, although specific goals
vary, they can be categorized broadly into goal domains.
These goal domains span areas of functioning (including do-
mains of safety, independence, and living arrangements),
and psychosocial concerns (such as caregiver relationships,
stress, and emotional health), as well as more traditional
medical concerns such as diagnosis, medications, and be-
havior. Although the goal frequently reported by patients of
stability appeared to represent a reasonable, positive goal
for some, for others it may have reflected lack of insight re-
sulting from the dementia, itself.

The other goal attributes identified in this study are
consistent with factors described in other settings and
shown to be predictive of goal attainment. For instance,
previous research has demonstrated that there is a hierar-
chy of goals, ranging from global or general to highly spe-
cific,

 

2

 

 and that the setting of specific, measurable goals
versus more general goals is associated with improved task
performance.

 

19

 

 In this study, we found a tendency for pa-
tients and family caregivers to describe global goals and
clinicians to state more specific goals. The establishment of
goals that are specific and measurable may be a critical
factor in promoting effective geriatric assessment. Our data
suggest that patients and their families may need substan-
tial assistance in formulating specific goals.

The time frame of goals was found to vary; within a
single domain, goals could be immediate, short term, or
longer term. In this study, an important facet of the geriat-
ric assessment was redirecting patient and family caregiver
time horizons, either to focus them on urgent, immediate
goals or to articulate future goals. Longer-term planning
was expressed more frequently by clinicians than by pa-
tients or their families. Although empirical work testing the
effect of goal time frames on task performance is inconclu-
sive,

 

2,20,21

 

 clinical judgment suggests that it can be an im-
portant determinant of goal achievement.

Yet another attribute of goals was the perceived lack of
challenge represented by the goal. The objective degree of

challenge posed by a particular goal may be closely linked to
the perceived degree of challenge, although other factors, in-
cluding self-efficacy and innate personality characteristics
such as optimism, may also influence the perceived chal-
lenge. Previous literature has identified goal challenge as a
key attribute determining performance toward goal attain-
ment; goals that are challenging but realistic tend to encour-
age higher levels of performance than easy goals.

 

2,22

 

Multidisciplinary teams representing differing back-
grounds and perspectives are the hallmark of geriatric as-
sessment models. This research suggests that those differ-
ing perspectives persist even in the fundamental task of
goal setting. An advantage of these differing perspectives is
the consideration of both global and specific goals, as well
as the discussion of goals across a variety of medical, so-
cial, and psychological domains. The interviews revealed
that different participants often held different goals for care
of the same patient. To the extent that these different goals
simply reflect the different skills that people bring to a clin-
ical setting, these differences may enhance care. If, how-
ever, the different people involved do not share goals for a
particular patient, the disagreement could significantly im-
pair the patient’s care. Such conflict could be particularly
damaging in a “team” setting involving the care of a patient
who lacks decision-making capacity. The taxonomy reveals
key goal attributes on which disagreement may arise;
awareness of these attributes may help clinicians negotiate
shared or complementary goals when necessary and ap-
propriate to patient care.

As with most qualitative research, this study was con-
ducted with a relatively small group of select participants
at a single clinical site, limiting the generalizability of the
results to other clinical (or nonclinical) settings or condi-
tions. It is possible that research with other groups of pa-
tients, family caregivers, and clinicians would identify new
goal attributes, or new goal domains. As an exploratory
qualitative study, however, the research serves primarily to
generate hypotheses regarding goals of clinical care. The
current results have the strengths of being grounded in
clinical experience, possessing strong face validity, and
resonating with studies of goals and goal setting in non-
clinical research.

We postulate that the goal attributes and taxonomy
described here will be broadly applicable in other clinical
settings involving dementia, and perhaps also for other
clinical conditions. Clinicians might use these results to
consider what their goals of care are, when and in what
ways their goals are convergent or divergent with the goals
of patients and families, whether or not aspects of diver-
gence are problematic, and what they should discuss with
patients and families in order to arrive at shared goals.
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