Figure 1. Procedural Flowchart
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CHAPTER 3: RESULTS

The Perceived Purpose, Tenacious Goal Pursuit, and Purpose in Life scales have
not been used with people with dementia, therefore reliability analyses for each of those
scales are presented first. Subsequently, results addressing the experimental portion of
the study are presented. Those results address the effect of goal condition on perceived
purpose and the moderating role of dementia severity. The last section includes results
addressing the relationship between goal pursuit and purpose in life and the moderating
effect of dementia severity.

Across all analyses there were no effects of age, gender, or ethnicity. Thus, these
variables were not included in the following analyses. In addition, prior to the analyses
univariate normality assumptions for each variable were tested and met.

Reliability Analyses

Reliability analyses were conducted to examine the internal consistency reliability
of these scales in this sample. Cronbach’s o for the Perceived Purpose scale was .87, and
the average inter-item correlation was .48 (SD = .13). All items correlated with the total
score (mean r = .64, SD = .10, range = .13 to .66), and Cronbach’s a did not increase
significantly with the removal of any one item from the scale (mean difference = .01, SD
=.01). Internal consistency was lower but still acceptable for the Tenacious Goal Pursuit
scale (Cronbach’s a =.70) compared with a previously reported value (.80; Brandtstadter
& Renner, 1990). The average inter-item correlation was .13 (SD = .13), and the mean
item correlation with the total score was .30 (SD = .12, range = -.13 to .49), though

Cronbach’s a did not increase much with the removal of any one item from the scale

(mean difference = .02, SD = .01). Cronbach’s o for the Purpose in Life scale was .73,
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which was also lower than a previously reported value (.90; Ryff, 1989a). The average
inter-item correlation was .17 (SD = .13), the mean item correlation with the total score
was .35 (SD = .12, range = -.12 to .49), and Cronbach’s a did not substantially increase
with the removal of any one item from the scale (mean difference = .02, SD = .01).
Further replication may reveal whether lower Cronbach’s a values for both of these
scales are the result of applying non-dementia scales to people with dementia.
Goal-directed Activity and Perceived Purpose

Groups in the experimental portion of the study were comparable in terms of
dementia severity (see Table 4; #(89) =-0.92, p > .05). To test Hypothesis 1 activity
condition was coded as a dichotomous variable (O for undirected, 1 for directed). A
linear regression was conducted in which the 8-item Perceived Purpose scale was the
dependent variable and activity condition was the independent variable. Goal condition
accounted for 59% of the variance in perceived purpose (r =.77, p <.001). As illustrated
by the means for the two groups shown in Table 4, participants who completed a goal-
directed activity were more likely to perceive purpose in the activity compared with

participants who completed a goal-undirected activity.
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Table 4. Means and Standard Deviations for Age, the TICS-m, and the Perceived Purpose

Scales by Goal Condition

Scale (total points) Goal directed Goal undirected
Mean SD Range Mean SD Range
Age 76.57 8.83 64-92 74.12 9.54 57-90
TICS-m (50) 19.26 6.17 6-32 18.04 6.43 7-33
Perceived Purpose (48) 40.46 6.21 26-48 25.38 6.44 10-42

Note. TICS-m = Telephone Interview for Cognitive Status — modified version.
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An item on the Perceived Purpose scale was considered endorsed if the
respondent selected strongly agree, somewhat agree, or slightly agree. Table 5 contains
the overall endorsement percentages, along with percentages of those who endosed
strongly agree for each item. Items in the table are organized by those that were
positively worded and those that were negatively worded. The endorsement of a positive
item produced a higher score on the Perceived Purpose scale, whereas the reverse was
true for the endorsement of a negative item. Higher scores reflect a greater sense of
perceived purpose.

Regardless of goal condition, most people agreed with item 1 ({ feel good when 1
think of what I've done with this drawing activity.; overall endorsement = 89%). Item 3
(I have a sense of direction and purpose for this drawing activity.) was the most highly
endorsed positive item by goal-directed participants. One hundred percent of participants
in the goal-directed activity endorsed this item, with 67% rating it strongly agree,
compared with 40% of participants in the goal-undirected activity who endorsed this
item, with 7% rating it strongly agree. The item that was least endorsed overall was item
4 (This drawing activity seems trivial and unimportant to me.). Most (89%) people in the
goal-directed condition did not agree with this item, whereas a majority (62%) of the

people in the goal-undirected condition agreed with this item.
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Table 5. Endorsement Percentages for Items on the Perceived Purpose Scale by Goal Condition

Item Overall endorsement Strong endorsement
Goal directed Goal Goal Goal-
undirected directed Undirected

Positive items

I feel good when I think of what I’ve done with this drawing activity. 98% 80% 76% 20%
I have a sense of direction and purpose for this drawing activity. 100% 40% 67% 7%
This activity has been more a source of satisfaction than frustration to 89% 76% 61% 22%
infei;ld it satisfying to think about what I have accomplished through 96% 64% 54% 18%

this drawing activity.

Negative items

I do not think about how this drawing activity will affect the future. 17% 78% 4% 47%
This drawing activity seems trivial and unimportant to me. 11% 62% 4% 29%
I don’t have a good sense of what it is I’'m trying to accomplish 37% 76% 15% 37%
through this drawing activity.

I’'m not so sure that my drawing adds up to much. 22% 69% 0% 13%

Note. Overall endorsement = Strongly, somewhat, or slightly agreed with the item. Strong endorsement = Strongly agreed with the
item. Data presented in percentages for ease of understanding. Statistical tests are based on interval-level Likert scores, not
percentages.
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The second regression tested whether the relationship between goal condition and
perceived purpose was moderated by dementia severity (see Table 6). There were
significant bivariate correlations between dementia severity and perceived purpose (r =
.27, p <.01) and goal condition and perceived purpose (r =.77, p <.001), but not
between dementia severity and goal condition (r = .10, p >.05). At Step 1 dementia
severity was a significant predictor of perceived purpose (R* = .07, p < .05). People with
higher TICS-m scores (i.e., more cognitively intact) showed greater perceived purpose.
After controlling for dementia severity in Step 2, goal condition contributed an additional
56% of explained variance in perceived purpose. Those in the goal-directed condition
reported greater perceived purpose than those in the control condition. Although
dementia severity was also significant at Step 2 (= .20, p < .01), there was no
interaction between goal condition and dementia severity at Step 3 (AR> = .01, p > .05).
In summary, there were main effects of dementia severity and goal condition on
perceived purpose, but there was no interaction. The relationship between goal condition

and perceived purpose was not moderated by dementia severity.
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Table 6. Hierarchical Regression Analysis Predicting Perceived Purpose by Dementia

Severity and Goal Condition

B SEB B AR
Step 1 07*
Dementia Severity 42 16 27%
Step 2 S6FFE
Dementia Severity 31 10 20%*
Goal Condition 7.35 .64 JISHEE
Step 3 01
Dementia Severity 31 10 20%*
Goal Condition 4.51 1.99 A46%
Dementia Severity x Goal 15 .10 31

Condition

*p < .05. *p < 01. *p < 00L.
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Though not originally planned, I asked participants whether they enjoyed the
activity (i.e., the drawing activity) at the end of each session. A yes or no was recorded.
Across both conditions, 74% of the sample enjoyed the activity; the remaining 26% did
not. An additional regression was performed to investigate the effect of this activity
preference (see Table 7). The nonsignificant interaction between dementia severity and
goal condition was omitted from the regression, adding activity preference at Step 3
instead. In addition to the main effects of dementia severity and goal condition, there
was a main effect of whether participants enjoyed the activity such that those who
enjoyed the activity were more likely to report a higher sense of perceived purpose,
controlling for dementia severity and goal condition. There were no significant

interactions.
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Table 7. Hierarchical Regression Analysis Predicting Perceived Purpose by

Dementia Severity, Goal Condition, and Enjoyment.

B SEB B AR’
Step 1 07*
Dementia Severity 42 16 27%
Step 2 S6FFE
Dementia Severity 31 10 20%*
Goal Condition 7.35 .64 JISHEE
Step 3 045%
Dementia Severity 23 10 15%
Goal Condition 7.19 .61 JI3EEE
Enjoyment 2.23 71 20%%*

*p < .05. *p< 0l. *%p < 001,
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Goal Pursuit and Purpose in Life

The results from the questionnaire portion of the study paralleled those of the
experimental part. All 91 participants completed measures of goal pursuit, purpose in
life, and dementia severity. Means and standard deviations of these measures are shown
in Table 8. As anticipated by Hypothesis 3, people who scored higher on goal pursuit
tended to score higher on purpose in life (r = .53, p < .001). There were also significant
correlations between goal pursuit and dementia severity (r = .42, p <.001) and between

dementia severity and purpose in life (r = .35, p <.001).

Table 8. Means and Standard Deviations for the Tenacious Goal Pursuit scale,

Purpose in Life scale, and the TICS-m.

Scale (total points) Mean SD Range
Tenacious Goal Pursuit (60) 38.78 8.75 19-57
Purpose in Life (84) 63.45 10.29 31-84
TICS-m (50) 18.66 6.29 6-33

In the last regression (Table 9) the role of dementia severity on the relationship
between goal pursuit and purpose in life was tested (Hypothesis 4). Dementia severity
was a significant predictor of purpose in life at Step 1 (R* =.12, p <.01). At Step 2, after
controlling for dementia severity, goal pursuit explained an additional 18% of the
variance in purpose in life (p <.001). At Step 3, however, there was not a significant

interaction between dementia severity and goal pursuit (AR = .00). This signifies that

48



the relationship between goal pursuit and purpose in life was not moderated by dementia
severity.

Note that the £ value for dementia severity becomes nonsignificant at Step 2 with
goal pursuit, which may indicate multicollinearity, although the magnitude of the
tolerance statistic (.89) would suggest otherwise. To summarize, people who scored
higher on the Tenacious Goal Pursuit scale were more likely to score higher on the

Purpose in Life scale, regardless of dementia severity.
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Table 9. Hierarchical Regression Analysis Predicting Purpose in Life by Dementia

Severity and Goal Directedness.

B SE B B AR’
Step 1 2%
Dementia Severity .58 .16 35%*
Step 2 A 8HFH
Dementia Severity .26 .16 16
Goal Pursuit .55 A2 ATHEE
Step 3 .00
Dementia Severity .59 12 .36
Goal Pursuit 1 .36 .60
Dementia Severity x Goal -.01 .02 -.28

Pursuit

Note. *p < .05, **p < .01, ***p < .001
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In the Tenacious Goal Pursuit questionnaire, higher scores reflect greater goal
pursuit tendencies. Greater endorsement of positively worded items leads to higher
scores, and endorsement of negatively worded items yields lower scores. Two items that
had the highest average ratings were the positively worded Item 5 (Even when things
seem hopeless I keep on fighting to reach my goals.) and Item 14 (I stick to my goals and
projects even in face of great difficulties.). On a Likert-scale ranging from O to 4, the
mean rating for Item 5 was 3.43 (SD = .87) and the mean for Item 14 was 3.31 (SD =
.88). Two items that were rated lowest were Item 4 (To avoid disappointment, I don’t set
my goals too high.) with a mean of 1.69 (SD = 1.48) and Item 9 (Life is much more
pleasurable when I don’t expect too much from it.) with a mean of 1.77 (§D = 1.59).
Overall, participants seemed to score higher on items relating to tenacity and lower on

items related to high expectations (see Table 10 for a summary).
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Table 10. Means and Standard Deviations for the Tenacious Goal Pursuit Scale

Items Mean SD
Positive items
The harder a goal is to achieve, the more appeal it has for me. 2.89 1.15
I can be very obstinate in pursuing my goals. 2.84 1.27
When faced with obstacles, I usually double my efforts. 2.99 1.07
Even when things seem hopeless, I keep on fighting to reach my goals. 343 .87
Even when a situation seems hopeless, I still try to master it. 3.00 1.23
I stick to my goals and projects even in face of great difficulties. 3.00 .88
Negative items
To avoid disappointments, I don’t set my goals too high. 1.69 1.48
I tend to lose interest in matters where I cannot keep up with the others. 2.59 1.41
I find it easy to give up on a goal if it seems difficult to achieve. 2.86 1.27
When I run up against insurmountable obstacles, I prefer to look for a new goal. 2.10 1.49
Life is much more pleasurable when I do not expect too much from it. 1.77 1.59
When I have tried hard but cannot solve a problem, I find it easy just to leave it unsolved. 2.14 1.47
I avoid grappling with problems for which I have no solutions. 2.31 1.51
If I find I cannot reach a goal, I'd prefer to change my goal than to keep struggling. 2.22 1.53
Faced with a serious problem, I sometimes simply pay no attention to it. 2.74 1.48

Note. The range of each item score is 0 — 4. For positive items, higher scores reflect greater goal pursuit. The negative
items have been reverse scored such that higher scores also reflect greater goal pursuit.
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With a scoring structure similar to the Tenacious Goal Pursuit scale, higher scores
on the Purpose in Life scale reflect a stronger sense of purpose in life, and negatively
worded items are reversed scored such that endorsement yields lower scores. Items 1 (/
feel good when I think of what I've done in the past and what I hope to do in the future.)
and 13 (I find it satisfying to think about what I have accomplished in life.) were both
strongly endorsed (M =5.23, SD =1.10, M =5.22, SD = 1.22, respectively). Most
participants also felt they had a sense of purpose in life (Item 4: M =5.01, SD =1.29)
and that they played an important role in carrying out the plans they set for themselves
(Item 9: M =5.04, SD = 1.24). Item 2 (I live life one day at a time and I don’t think
about the future.) had the lowest mean (M = 3.31, SD = 1.78). Participants tended to rate
higher items related to life review compared to items related to future plans (see Table 11

for summary).
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Table 11. Means and Standard Deviations for the Purpose in Life Scale

Items Mean SD
Positive items
I feel good when I think of what I’ve done in the past and what I hope to do in the future. 5.23 1.11
I have a sense of direction and purpose in life. 5.01 1.29
I enjoy making plans for the future and working to make them a reality. 4.79 1.43
I am an active person in carrying out the plans I set for myself. 5.04 1.24
Some people wander aimlessly through life, but I am not one of them. 3.81 1.96
My aims in life have been more a source of satisfaction than frustration to me. 4.90 1.54
I find it satisfying to think about what I have accomplished in life. 5.22 1.22
Negative items
I live life one day at a time and don’t really think about the future. 3.31 1.78
I tend to focus on the present, because the future nearly always brings me problems. 4.16 1.62
My daily activities often seem trivial and unimportant to me. 4.47 1.70
I don’t have a good sense of what it is I'm trying to accomplish in life. 3.75 1.87
I used to set goals for myself, but now that seems like a waste of time. 4.37 1.61
I sometimes feel as if I've done all there is to do in life. 4.68 1.83
In the final analysis, I'm not so sure that my life adds up to much. 4.69 1.52

Note. The range of each item score is 1 — 6. For positive items, higher scores reflect greater purpose in life. The negative items
have been reverse scored such that higher scores also reflect higher purpose in life.
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CHAPTER 4: DISCUSSION

The goal of this study was to determine whether a relationship exists between
goal pursuit and purpose in life in people with dementia, whether immediate sense of
purpose is greater after engaging in a goal-directed activity than a goal-undirected
activity, and whether dementia severity operates as a moderator in either case. In
nondemented populations, goal pursuit has been a good predictor of purpose in life
(Frazier et al., 2007), but it was unknown whether this relationship would replicate in a
dementia sample. As hypothesized, in this group of people with mild-moderate dementia
there was a significant relationship between goal pursuit and purpose in life such that
people who reported greater goal pursuit also reported greater purpose in life. Similarly,
people who completed a goal-directed activity perceived a greater sense of purpose than
those who completed a goal-undirected activity. Dementia severity did not influence this
relation.

Past studies looking at well-being in people with dementia have typically focused
on external indicators such as mood and behavioral disturbances in part to avoid dealing
with presumably unreliable self-report data (e.g., Lawton, Van Haitsma, et al., 1999;
Parpura-Gill & Cohen-Mansfield, 2006; Rabins et al., 1999). Although external
indicators of well-being are important, internal states, insofar as they can be measured,
are important as well. In Drdes et al. (2006) people with dementia defined well-being
with abstract concepts such as positive social relationships, freedom, and purpose in life,
all of which are challenging, if not impossible, to measure solely based on external
indicators. The results of this study show that people with significant cognitive

impairment are able to provide reliable information regarding their internal state. The
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average TICS-m score across 91 participants was 18.66, which suggests that the
participants had significant cognitive impairment (Moylan et al., 2004), but all of them
were able to complete the protocol and appeared to understand the questions they were
asked and the meaning of the activity they completed. Furthermore, they provided
internally consistent responses on both the Purpose in Life and Perceived Purpose scales,
lending more evidence to the Logsdon et al. (2002) finding that self-reported quality of
life is quantifiable in people with cognitive impairment.
The Relationship Between Goal Pursuit and Purpose in Life

The significant correlation between goal pursuit and purpose in life in the current
study of people with dementia replicates a portion of the model of psychosocial outcomes
in Frazier et al. (2007) using the same scales with a group of people without dementia.
The similarity in the magnitude of correlation between goal pursuit and purpose in life in
this study (r = .53) and Frazier and colleagues’ (r = .46) suggests that goal pursuit and
purpose in life are related in similar ways, whether or not a person has dementia, at least
within the spectrum of disease severity in this study. These findings counter the
assumption that people with dementia cannot meaningfully complete some scales
designed for people without dementia. More important, they suggest that aspects of well-
being beyond those that are observable still exist in people with dementia. It may be the
general case that people who are motivated to pursue goals may sense more purpose in
life regardless of dementia severity (within the boundaries tested in this study). Although
this result is tentative, as it has not been replicated, it does beg the question of whether
there are other aspects of well-being or other predictors of well-being that could be

measured quantitatively in people with dementia.
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The many ways in which well-being has been measured in people without
dementia could be explored in people with dementia. For example, the dichotomy of
subjective versus psychological well-being has never been investigated. Within
subjective well-being (i.e., mood and life satisfaction), dementia researchers have looked
at mood using observational methods (Lawton, Van Haitsma, et al., 1999), via proxy
(Albert et al., 1996), and via standard self-report (Brod et al., 1999), or using simplistic
happy or sad faces (Tappen & Barry, 1995); life satisfaction items have been included on
various quality of life measures that involve both self-report and proxy methods
(Logsdon et al., 2002; Ready et al., 2002). Yet aspects of psychological well-being (i.e.,
self-acceptance, positive relationships, personal growth, purpose in life, autonomy, and
environmental mastery) have been less studied in people with dementia, though there are
several scales that include related items. For example, the DQoL scale (Brod et al., 1999)
taps feelings of belonging and self-esteem, and the QoL-AD scale (Logsdon et al., 2002)
includes items regarding the quality of interpersonal relationships. Clearly there are still
many aspects of psychological well-being that have not been quantified in dementia, and
results from the current study suggest that it may be worthwhile to investigate a more
comprehensive model of well-being in people with dementia incorporating their own
self-reports.

To my knowledge, this is one of the only studies where the relationship between
goal pursuit and purpose in life has been quantitatively explored by self-report in people
with dementia. Successful replication of a portion of the Frazier et al. (2007) model of
psychosocial outcomes provides a foundation for the future study of how different

portions of their model operate in people with dementia. Formally testing scales made
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for people without dementia using people with dementia may help define the limits of
self-report in the latter population. Reliability and validity data may reveal what
structural or content-related adjustments would be needed for people with dementia. If
reliability and validity are achieved, existential aspects of well-being, such as purpose in
life, could be quantified and explored, with the additional benefit of cross-population
comparison (i.e., with older adults without dementia).
The Relationship Between Goal Condition and Perceived Purpose

Results from the experimental portion of my study also are consistent with the
finding that goal pursuit is related to sense of purpose. This portion of the study suggests
that a drawing activity can be manipulated to have different goal valences and that
participation in an activity with a stronger goal valence can affect a person’s immediate
sense of purpose. Half of the participants created a card that would benefit another
person while the other half was free to draw anything they wanted: one condition clearly
had a goal whereas the other did not. Using the same materials in both conditions, a
simple modification in the framing of the activity changed the way participants
experienced it. As a result, people who made a card for someone else felt a greater sense
of purpose after the activity than those who engaged in free drawing. Anecdotally, many
participants in the goal-directed condition expressed a sense of accomplishment after
doing something to help another person, whereas those in the control condition
questioned what the activity was meant to do. These results suggest it is possible to
enhance a person’s sense of purpose through a simple, goal-directed drawing activity.

The results of this study used self-reports to extend the observational findings of

Brooker and Duce (2000) in which they found enhanced well-being in people with
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dementia during goal-directed activities. In their study they used Dementia Care
Mapping (DCM; Kitwood & Bredin, 1994), which measures well-being using a trained
“mapper” who observes the participant during short intervals across a period of several
hours. Although DCM provides information regarding the participant’s general state
(e.g., number of positive events, well- or ill-being), including self-report measures of
more specific constructs whenever possible could capture the participant’s well-being
more comprehensively by incorporating the first-person perspective. The fact that
participants in this study were, on average, able to respond to a goal-directed activity
suggests that (a) people with dementia are sensitive to the types of activities they engage
in, and (b) the effect of activity on psychological well-being in dementia is quantifiable.
The Role of Dementia Severity

This study also investigated the role of dementia severity in the relationship
between goal pursuit and purpose in life. Contrary to prediction, dementia severity did
not moderate the relationship between goal pursuit and purpose in life. In other words,
level of cognitive impairment, at least in this sample, did not dampen or enhance the
relationship between goal pursuit and purpose in life. There is some evidence to suggest
that aspects of well-being do not differ dramatically between people with mild dementia
compared with those with more severe dementia (Ready & Ott, 2003); however, there are
also contradictory data that support both the decline (Albert et al., 1996) and incline
(Zank & Leipold, 2001) of well-being with the progression of dementia. There may be a
host of explanations for these discrepant results, including differences in operational
definitions of well-being and sampling. Additionally, none of these studies included a

goal pursuit variable as a predictor; they merely addressed levels of well-being at
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different stages of dementia. At the moment, there is not enough evidence to discount the
possibility that goal pursuit and purpose in life might operate similarly across a broad
spectrum of dementia severity.

In the current study it is also plausible that dementia severity did not moderate the
relationship between goal pursuit and purpose in life because of a multicollinearity
problem. In the current data dementia severity was a significant predictor of purpose in
life by itself, but when goal pursuit was added into the regression the beta weight for
dementia severity becomes nonsignificant. The bivariate correlation between goal
pursuit and dementia severity was significant (r = .42), as was the correlation between
goal pursuit and purpose in life (r = .53). Consequently, there may be overlap in the
proportion of explained variance in purpose of life as predicted by goal pursuit and
dementia severity. A relationship between these two latter variables has been
hypothesized in the past. Grigsby, Kaye and Robbins (1995) suggested that with the
progression of dementia comes the decline of executive functioning, which renders
people with dementia increasingly less able to set or pursue goals. Furthermore, Grigsby
and his colleagues suggested that behavioral disturbances in people with dementia occur
because they are unable to participate in goal-directed or meaningful activity. Despite the
plausibility of this explanation, the notion of a goal is very broad, and their findings do
not preclude the possibility that people with cognitive impairment could, if given the
opportunity, set manageable goals for themselves or engage in goal-related behaviors that
are fitting for their abilities.

Though purely speculative, it may be the case that the desire to pursue (or not

pursue) goals never disappears, but the ability to act upon it is impeded with the
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progression of dementia. Grigsby and colleagues (1995) suggest that with the decline of
executive functions, goal pursuit is hampered, but this does not address whether the
desire to pursue goals is gone. In fact, if it is true that the desire to pursue goals is
generally stable even as the ability to pursue goals becomes unstable with growing
cognitive impairment, this discrepancy may help explain why dementia severity did not
affect the relationship between goal pursuit and purpose in life. The self-reported
responses to the questionnaires may reflect desire rather than ability, and as long as
verbal comprehension of the questions is intact, it may be possible to detect a relationship
between goal pursuit and purpose in life using self-reports. In this study, administering
the questionnaires in an interview format and repeating questions as needed might have
facilitated the process of comprehension and response from participants. By contrast, in
a sample of people in whom verbal comprehension was more impaired, the relationship
between goal pursuit and purpose in life might have been weakened. Whether a
weakened relationship between goal pursuit and purpose in life is an artifact of verbal
comprehension problems or whether it is representative of the true state will be difficult,
but important, to answer.

The null moderating effect of dementia severity in the experimental portion of the
study is consistent with my speculation that responses of people with dementia may
function similarly to people without dementia if verbal comprehension still exists. It
seems that participants in this study were able to understand the setup of their activity and
respond accordingly. The participants did not appear to have severe communication
deficits, and though repetition of questions and comments was common, participants

demonstrated good comprehension of the directions for their respective activity. Those
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in the goal-directed condition would often provide feedback to indicate that they knew
their card would be sent to encourage someone or that they felt good to help someone.
Conversely, those in the goal-undirected condition would often question what the purpose
of their activity was. These observations suggest that if an activity has an obvious
enough goal, even people with significant cognitive impairment recognize that goal and
can benefit from the activity.
Individual Scale Items

In addition to looking at the relationships among the variables, closer examination
of the item performance on the Tenacious Goal Pursuit and the Purpose in Life scales
may provide interesting information about the sample because these scales have never
been used with people with dementia. In the Tenacious Goal Pursuit scale, the items
rated most highly, indicating greater goal pursuit, were all related to tenacity in times of
difficulty (e.g., Even when things seem hopeless, I keep on fighting to reach my goals.,
Even when a situation seems hopeless, I still try to master it., I stick to my goals and
projects even in face of great difficulties.). The items with the lowest means, indicating
lesser goal pursuit, carried the theme of avoiding high expectations (7o avoid
disappointments, I don’t set my goals too high., Life is much more pleasurable when I do
not expect too much from it.). The contrast between these groups of items may be related
to the stage of life the participants have reached. When they think about their tendencies
to get through great difficulties, they may draw upon past and present circumstances and
feel as if they have persevered and still continue to persevere. When asked whether they
should set high goals and expectations for their lives, however, they may feel the need to

be more realistic about their pursuits. Many disagreed with the need to have high
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expectations or difficult goals at this point in life. This may not indicate the lack of drive
in pursuing goals as much as it points to the process of goal adjustment, which works in
tandem with goal pursuit.

Brandtstddter and Renner (1996, p. 118) discussed the relationship between goal
pursuit and goal adjustment as “offensive and defensive.” They proposed that pursuing
goals may benefit one’s purpose in life, but there is the potential for harm if the goal is
unattainable. Though pursuing goals in general may enhance life satisfaction (Emmons,
1986), pursuing unrealistic goals may lead to repeated failures or slowed progress and
depression (Street, O’Connor, & Robinson, 2007). Goal adjustment is therefore
important in calibrating the fit between the person’s abilities and the goal. In the
psychosocial outcomes model of Frazier and colleagues (2007), goal adjustment was also
related to psychological well-being, though the magnitude of the relationship was lower
than that between goal pursuit and well-being. Based on the finding that items related to
tenacity were rated higher than items related to life expectations, a next step may be to
test both goal pursuit and goal adjustment as predictors for purpose in life. This result
also highlights the need for age-based norms for scales where performance might vary
depending on life stage.

In the Purpose in Life scale, items rated highest were those regarding life review
(I feel good when I think of what I've done in the past and what I hope to do in the
future., 1 find it satisfying to think about what I have accomplished in life.). It appears
that my sample had relatively positive evaluations of their life. This may be because
recruitment took place at adult day care centers where well-being might be higher than

among people who are in nursing homes or isolated at home (McKee, Harrison, & Lee,
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1999), or perhaps my sample was characterized by people high in optimism. In the case
of adult day services centers, reminiscence groups are frequently held to facilitate life
review and help participants recall positive experiences in their lives, as was the case at
the day care centers I visited. Even when negative experiences were discussed,
reminiscence group leaders usually helped participants restructure the way they thought
of that experience, for example, highlighting the wisdom gained from it. Especially in
late life, there may be health-related benefits to positive life review (Peck, 2001).

The themes of the lowest rated items were future planning (I live life one day at a
time and don’t really think about the future.) and purpose (I have a sense of direction and
purpose in life.). Low scores on these two items may reflect the shift towards a phase of
life when strenuous goal pursuit has tapered. When asked to think about their future,
most participants quickly responded that they did not think extensively about their future.
They expressed that they felt like they no longer needed to accomplish significant things
like they used to when they were younger. From my interactions with them it seemed
that the statement, “I have a sense of direction and purpose in life,” caused participants to
think of lofty goals and pursuits that were no longer relevant to them. Yet despite low
ratings on this item, it did not seem as if participants had little purpose in life. Ninety out
of 91 participants thought it was wonderful to be alive (GDS, item 11), which suggests
that most had some reason for living. I speculate that having a “direction and purpose in
life,” in a macro sense, may be less relevant to the participants in this sample. All of
them were retired and felt like this was their time to enjoy life. Though many were
parents and grandparents, it is unclear whether they defined these roles as a means for

having direction in their lives. Similarly, most participants also had active hobbies, but
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they did not consider these to provide life direction. In general, interpretations based on
both the Tenacious Goal Pursuit scale and the Purpose in Life scale would especially
benefit from developing population-specific norms and validity testing.
Application for Community Settings

The findings from this study may provide some helpful suggestions for adult day
programming. First, activities for people with dementia could be structured with a clear
goal. Based on the findings of this study, tasks that involve an unmistakable, altruistic
objective facilitate feelings of purpose and meaningfulness for participants. This is not
surprising as older adults who have regular altruistic involvement report high life
satisfaction (Dulin, Hill, Anderson, & Rasmussen, 2001). Even beyond altruistic
activities, it seems that activities with the objective of giving meaning to life and
facilitating personal growth contribute to well-being (Carpenter, Van Haitsma,
Ruckdeschel, & Lawton, 2000; Kalis, van Delden, & Schermer, 2004). Sometimes this
merely means participating in everyday activities. People with dementia have reported
that as long as activities are enjoyable and promote a sense of belonging, autonomy, and
identity, even very ordinary activities (e.g., cleaning the house, reminiscing, gardening)
can be meaningful (Phinney et al., 2007). Though this study would support the use of
goal-directed activity, it is apparent that this is only one among many effective methods
in providing purpose for people with dementia. Also important to keep in mind is that
any single activity usually involves more than one way of providing purpose for people
(e.g., social, goal-related, physical benefits). Within reason and depending on the
circumstances, it may possible to develop activities that can provide multiple benefits at

once.
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Second, the finding that the enjoyment of the drawing activity was related to
whether people had a higher sense of perceived purpose speaks to the importance of
tailoring activities towards the preference of the individual. Even though goal condition
played a significant role in determining perceived purpose, enjoyment of drawing also
predicted perceived purpose in the drawing activity (see Figure 2). Deci and Ryan (2000)
noted that “people will become more or less interested in activities as a function of the
degree to which they experience need satisfaction while engaging in those tasks” (p.
233). If a task does not seem fulfilling, it is likely that the person will either lose interest
or not benefit from participating. There are measures that specifically gauge the activity
preferences in older adults (e.g., Activity Card Sort, Baum, 1995; Preferences for
Everyday Living Inventory, Carpenter et al., 2000) and those of people with dementia
(e.g., Pleasant Events Schedule-Alzheimer’s Disease, Teri et al., 1991) that could be
completed together by caregivers and care recipients to identify activities that will
maximize enjoyment. In cases of severe dementia, researchers have systematically
assessed preferences for different types of sensory stimulation, like the brightness of
lights or types of smells and sounds, to provide a pleasing multisensory environment (see
Stahl, Pickney, & Roane, 2003, for a review). Taking preferences into account can
facilitate participation, enjoyment, and sense of purpose (LeBlanc, Cherup, Feliciano, &

Sidener, 2006).
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Limitations

There were some limitations in this study. Regardless of goal condition, the use
of drawing as the activity in the experimental portion benefited those who appreciated
that activity more than those who did not in terms of perceptions of purpose. The latter
group would report a lower sense of purpose, regardless of goal condition. Drawing
activities may not be for everyone, but the inclusion of one in this study provided some
ecological validity as many adult day service centers incorporate drawing into activity
programming.

Another limitation of this study is that the experimental portion only addressed
the benefits of an altruistic goal-directed activity. The manipulation used in this study
involved an altruistic goal, which was selected for its potential health and well-being
benefits (Post, 2005), but there are numerous ways of setting up a goal-directed activity
that could differentially affect well-being. For example, the majority of participants at
one of the day services centers looked forward to playing bingo everyday. Playing bingo
likely does not enhance one’s sense of purpose yet one could label it as a goal-directed
activity because it involves a clear end goal of winning. As I watched them play,
however, it was very clear that part of the enjoyment was derived from reaching the goal
but a larger part of it was derived from the social exchange that occurred during the
games. This observation was a reminder that, although factors like goal pursuit and
purpose in life might be related, they typically do not operate in isolation. In the case of
bingo, the social nature of the game seemed to trump the importance of the goal-
directedness of the game. Realistically, there are many variables that may function

within an activity that could alter outcome benefits.
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The generalizability of these results is also limited by the sample characteristics.
Presumably those who attend an adult day service center and are willing to participate in
a research study are more agreeable and perhaps higher functioning than those who do
not attend an adult day service center or those who are unwilling to participate. Also, the
characteristics of this sample may not necessarily reflect those living in nursing homes or
private residences. Like any other research study it is a challenge to include a fully
representative sample, but these results establish more reason to pursue this type of work
in the broader community.

Last, my results and interpretations are limited by the fact that little is known
regarding the functioning of self-report well-being scales in people with dementia. For
example, the limits of self-report in dementia are unknown. There is no definitive point
at which self-report is known to be invalid or unreliable. Furthermore, existential aspects
of well-being are rarely studied using quantitative methods. Given the general lack of
empirical evidence in the study of well-being in dementia, my conclusions should be
considered tentative until further replication.

Future directions

Well-being is a multifaceted construct, and we are far from understanding it in
dementia. A more complex and representative model of well-being may be developed by
expanding its definition, the methods of measurement, and the study of its predictors.
Expanding the definition may include more qualitative studies where people with
dementia are asked to define well-being. Equally important would be the translation of
these qualitative data into scales that could be empirically tested for reliability and

validity. Based on growing evidence that people with dementia are able to provide self-
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reports of their internal states (Brod et al., 1999; Logsdon et al., 2002; Ready et al.,
2002), our understanding of well-being in dementia may benefit from creating more self-
report measures along with using traditional methods (i.e., observational, proxy-
reported). This study also suggests that people with dementia are able to provide reliable
data on measures not specifically designed for people with dementia. Replication in a
sample with a broad spectrum of dementia severity would help define the boundaries of
using non-dementia specific measures and also the boundaries of self-report in dementia.
Certainly the findings in this study require replication; however, using existing measures
of well-being on people with dementia also may be a good step towards understanding
differences between people with and without dementia and what adjustments need to be
made on measures of well-being for the former group.

Establishing the relationship between goal pursuit and purpose in life is only a
starting point for understanding well-being and its predictors in people with dementia. In
this study, greater goal pursuit was associated with greater purpose in life, but an extreme
level of goal pursuit typically is not beneficial either. Setting unreasonable goals without
taking physical and cognitive constraints into account may prevent successful goal
achievement. A potential next step would be to investigate the tandem processes of goal
pursuit and goal adjustment (Brandstiddter & Renner, 1990) as it relates to purpose in life.
This type of study would provide a more multidimensional approach to understanding
how goal-related behavior is associated to purpose in life.

Also of interest is personality as a predictor of well-being in people with
dementia. In normal populations, personality has been tied to both subjective (Costa &

McCrae, 1980; Lyubomirsky & Tucker, 1998) and psychological well-being (Schmutte &
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Ryff, 1997). For example, Costa and McCrae (1980) found that greater extraversion was
associated with more positive affect and greater life satisfaction whereas greater
neuroticism was associated with more negative affect and lower life satisfaction.
Schmutte and Ryff (1997) found an inverse relationship between neuroticism and all six
aspects of psychological well-being (i.e., self-acceptance, environmental master, purpose
in life, personal growth, positive relations with others, autonomy). Extraversion and
conscientiousness were positively correlated with psychological well-being. Based on
these findings it would be interesting to see whether goal pursuit or goal-related activity
have additional benefits on well-being over and above that which is already accounted for
by personality. Given the evidence that people with dementia may score higher on
neuroticism and lower on conscientiousness, extraversion, and openness (Duchek, Balota,
Storandt, & Larsen, 2007; Siegler, Dawson, & Welsh, 1994; Strauss, Pasupathi, &
Chatterjee, 1993), those who have high levels of subjective and psychological well-being
may be the exception to this finding. Of note is also the fact that the results of Duchek et
al. (2007) are based on both self and informant reports, not just the latter.

Last, in regards to developing activities for people with dementia, social
interaction may be an important factor to consider. Many activities likely would not
provide the same amount of stimulation and enjoyment if they were done in isolation
(i.e., bingo). The drawing activity in this study was done individually to minimize noise
and isolate the effects of goal-directedness, but in a community setting activities done in
isolation are rare. It would be revealing to gauge the beneficial effects of social
interaction during activity participation to see whether there is a synergistic effect on

well-being when people are engaged in communal verses solitary activities. Group
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settings allow for the development of positive social relationships, which is part of
psychological well-being (Ryff, 1989a, 1989b, 1989¢c) and may reduce feelings of
loneliness and depression while increasing life satisfaction (Nezlek, Richardson, Green,
& Schatten-Jones, 2002). Despite the benefits of social activity, preferences for solitary
activity must be taken into consideration as well. Understanding how multiple factors
(e.g., goal pursuit, preferences, personality, social interaction) operate together during
activity participation to affect well-being may have the most useful implications for
clinical and community settings.
Conclusion

Being able to maintain a high level of purpose in life may alleviate some of the
challenges people with dementia experience as their cognitive or physical capacities are
compromised. Though this dissertation identifies one method of enhancing an immediate
sense of purpose in people with dementia, other methods are yet to be investigated. The
variance in purpose in life accounted for by goal pursuit indicates the latter is important,
but the remaining unexplained variance suggests that having a sense of purpose requires
more than just having strong goal pursuit tendencies or engaging in goal-directed
activities. Further development of a model of psychosocial outcomes in people with
dementia that accounts for the effect of dementia severity may provide a more
comprehensive understanding of their well-being and in turn help refine care and services

for this population.
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Appendix A: Demographic Questionnaire
1. When were you born? (Or what is your age?)

2. What is your gender?
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Appendix B: Telephone Interview for Cognitive Status-Modified (Welsh, Breitner,
& Magruder-Habib, 1993)

1. State full name.
What is your first name? =
What is your last name? =

2. Date
What is today’s date? Month =
Day __ =
Year =
What day of the week is it? =
What season are we in? Season =
3. Age.
What is your age? Age =
What is your telephone number? ( ) =
4. Counting backward.
Please count backwards from 20 to 1. (no mistakes) — (2pts.)
5. Word list learning.
I’m going to read you a list of 10 words.
Please listen carefully and try to remember them.
When I am done, tell me as many as you can in
any order. Ready?
Cabin — Theater =
Pipe — Watch =
Elephant — Whip =
Now, tell me all the words Chest _ Pillow —
you can remember. Silk — Giant

6. Subtractions.

Please count backwards from 100 by 7s. 93 =
86 =
79 =
72 =
65 =

7. Responsive naming.

What do people usually use to cut paper? Scissors =
What is the number in a dozen? 12 =
What is the prickly green plant found in

the desert? Cactus =

What is the animal that wool comes from? Sheep =
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8. Repetition.
Please repeat after me: NO IFS ANDS OR BUTS
Please repeat after me: Methodist Episcopal

9. President’s and Vice President’s full names.
What is the president’s first name?

What is the president’s last name?

What is the vice-president’s first name?

What is the vice-president’s last name?

10. Finger tapping.

Please tap five times on the phone. —(2pts.)

11.Word opposites.

What is the opposite of east? West =

What is the opposite of generous? Stingy/etc =

12. Delayed recall.

Please tell me as many words from the list

of 10 words I read earlier? Cabin _ Theater
Pipe — Watch =
Elephant — Whip =
Chest — Pillow =
Silk _ Giant
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Appendix C: Geriatric Depression Scale Short Form (15-item) (Sheikh & Yesavage,
1986)

Choose the best answer for how you have felt over the past week:

1. Are you basically satisfied with your life? YES / NO

2. Have you dropped many of your activities and interests? YES / NO

3. Do you feel that your life is empty? YES / NO

4. Do you often get bored? YES / NO

5. Are you in good spirits most of the time? YES / NO

6. Are you afraid that something bad is going to happen to you? YES / NO

7. Do you feel happy most of the time? YES / NO

8. Do you often feel helpless? YES / NO

9. Do you prefer to stay at home, rather than going out and doing new things? YES / NO
10. Do you feel you have more problems with memory than most? YES / NO
11. Do you think it is wonderful to be alive now? YES / NO

12. Do you feel pretty worthless the way you are now? YES / NO

13. Do you feel full of energy? YES / NO

14. Do you feel that your situation is hopeless? YES / NO

15. Do you think that most people are better off than you are? YES / NO
TOTAL: ______ /15

Answers in bold indicate depression. A score > 5 points is suggestive of depression.
Scores > 10 are almost always depression.
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Appendix D: Tenacious Goal Pursuit (Brandtstidter & Renner, 1990)

(+)
(+)
(+)
)
(+)

)
(+)

)
)

)
(+)
(+)

1.

2.

10.

1.

12.

13.

14.

15.

The harder a goal is to achieve, the more appeal it has to me.

I can be very obstinate in pursuing my goals.

When faced with obstacles, I usually double my efforts.

To avoid disappointments, I don’t set my goals too high.

Even when things seem hopeless, I keep on fighting to reach my goals.
I tend to lose interest in matters where I cannot keep up with others.

I find it easy to give up on a goal if it seems difficult to achieve.

When I run up against insurmountable obstacles, I prefer to look for a new
goal.

Life is much more pleasurable when I do not expect too much from it.

When I have tried hard but cannot solve a problem, I find it easy just to
leave it unsolved.

I avoid grappling with problems for which I have no solutions.

If I find I cannot reach a goal, I'd prefer to change my goal than to keep
struggling.

Faced with a serious problem, I sometimes simply pay no attention to it.
Even when a situation seems hopeless, I still try to master it.

I stick to my goals and projects even in face of great difficulties.

Response format: O=strongly disagree, 1=disagree, 2=neutral, 3=agree, 4=strongly agree

(+)
)

Total:

indicates positively scored items
indicates negatively scored items

/60
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Appendix E: Purpose in Life Scale (Ryff, 1989a)

+) 1. Ifeel good when I think of what I've done in the past and what I hope to do
in the future.

) 2. Tlive life one day at a time and don't really think about the future.

) 3. Itend to focus on the present, because the future nearly always brings me
problems.

+) 4.  Thave a sense of direction and purpose in life.

) 5. My daily activities often seem trivial and unimportant to me.

-) 6. Idon't have a good sense of what it is I'm trying to accomplish in life.

) 7. Tused to set goals for myself, but that now seems like a waste of time.

+) 8.  Ienjoy making plans for the future and working to make them a reality.

+) 9.  T'am an active person in carrying out the plans I set for myself.

+) 10.  Some people wander aimlessly through life, but I am not one of them.
-) 11. I sometimes feel as if I've done all there is to do in life.

+) 12. My aims in life have been more a source of satisfaction than frustration to
me.

(+) 13.  Ifind it satisfying to think about what I have accomplished in life.
) 14.  In the final analysis, I'm not so sure that my life adds up to much.

Response format: 1=strongly disagree, 2=disagree somewhat, 3=disagree slightly,
4=agree slightly, 5=agree somewhat, 6=strongly agree

(+)  indicates positively scored items
) indicates negatively scored items

Total: /84
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Appendix F: Perceived Purpose Scale

+) 1. Ifeel good when I think of what I've done with this drawing activity.

-) 2. Ido not think about how this drawing activity will affect the future.

+) 3. Thave a sense of direction and purpose for this drawing activity.

-) 4.  This drawing activity seems trivial and unimportant to me.

-) 5. Idon't have a good sense of what it is I'm trying to accomplish through this

drawing activity.
(+) 6.  This activity has been more a source of satisfaction than frustration to me.

(+) 7. Ifind it satisfying to think about what I have accomplished through this
drawing activity.

-) 8. I'm not so sure that my drawing adds up to much.

Response format: 1=strongly disagree, 2=disagree somewhat, 3=disagree slightly,
4=agree slightly, S=agree somewhat, 6=strongly agree

(+) indicates positively scored items
-) indicates negatively scored items

Total: /48
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Appendix G: Consent Script
[done while looking at the Informed Consent form]

First we are going to look at the consent form so that you know exactly what you will be
doing today. We would like to invite you to participate in this study titled, Activities for
Persons With Dementia. The overall purpose of this research is to explore the experience
of activity in people with dementia. During this study you may be asked to draw
something and answer some questions about the activity and yourself. This will take less
than 45 minutes, and you will receive $10 for your time.

Does this make sense? Do you have any questions?

There are no risks or benefits associated with this research. Your participation is
voluntary and you may choose to stop at any point. You will not be penalized in any
way, and you will still be compensated. Your privacy is important to us, so your identity
and information will be kept private.

Does this make sense? Do you have any questions?

At the bottom of this sheet are names of people you may contact if you have more
questions after you leave.

If you don’t have any questions, does this sound like something you’d like to participate
in?
[Yes] Ok, great. Go ahead and sign your name on this line [pointing].
[No] Ok, great. Thank you for your time today, and I will bring you back outside
to join the group.

[If the person seems not to fully understand what you have gone over, use these
additional questions to gauge what they understand.]

Q: Do you understand what we are asking you to do today?
Can you tell me a little bit about what you think you will do for this research?
Does this project have any risks? Benefits?
Will you have to answer some questions about yourself?
Will all of this information be kept private?

Q: Does this project sound like something you would like to participate in?

[If the person cannot fully verbalize what he/she will do for the study, you will
terminate their participation and move on to the next participant.]
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Appendix H: Activity Script

For this next activity, you’ll be creating a greeting card for someone else. As you may
know, receiving a greeting card from someone else is really nice. Have you ever gotten a
nice card from a friend a family member? How did it make you feel? Good. In this
case, you will be the one who will send a person some warm wishes. Does this make
sense so far?

Ok, now would you prefer sending your card to a child patient at Children’s Hospital or
would you prefer sending your card to a soldier stationed in the Middle East? Both of
them will equally appreciate and enjoy your card. Do you have a preference?

Ok.

This following information is real, and your card will be sent in the mail.

You will be creating a card for a soldier who has been stationed in the Middle East for
the last 10 months. He is in a town called Rustimayah, which is a few miles southwest of
Baghdad, Iraq. Being so far away from his family and friends has made him long for
things that remind him of home. Receiving this card would really bring a smile to his
face, and it’d be the best part of his day. He would really appreciate this card, because it
would remind him of home and all the people who care for him and are grateful for his
service. Do you understand what I just described?

Ok, please use these markers and crayons to decorate this card. Please know that the
soldier appreciates your sentiment over your artistic ability. Receiving your card will
really lift his spirits, because he will know you are supporting him from home. I will
leave you alone for about ten minutes to work on this project. Do you understand what

you have been asked to do?
st st sfe s sfe sfe sk sk sk sk sk st skt st st sie st sfe sk s sk sk sk sk sk skt sk st ste st sfe st sk sk sk sk sk sk stk stk st sk st sk seoske sk sk sk s stttk it sttt sk sk skoskoskokotokolkoioroioikokokokokoskokok

This following information is real, and your card will be sent in the mail.

You will be creating a card for a young girl, Ashley, who has been a patient at Children’s
Hospital for the last ten months. She has Hodgkin’s disease, which is a type of cancer
that spreads in the lymphatic system. The radiation and chemotherapy she has had to
endure has made her very tired and weak. Receiving a card from you would really make
her smile. It would be the highlight of her day. She would really appreciate this card
because it would remind her of all the people who care for her and are thinking about her.
Do you understand what I just described?

Ok, please use these markers and crayons to decorate this card. Please know that Ashley
will appreciate your sentiment over your artistic ability. Receiving your card will really
lift her spirits, because she will know you are supporting her. I will leave you alone for
about ten minutes to work on this project. Do you understand what you have been asked

to do?
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Ok, now I’'m going to give you a piece of paper and some drawing instruments. I will
leave you alone for 10 minutes, and you may draw whatever you choose.
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