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Research Article

Perceptions of Dementia
among Asian Indian Americans

Poorni G. Otilingam and Margaret Gatz

Abstract

We surveyed a convenience sample of 255 Asian Indian
Americans (AIAs) aged eighteen to eighty-one years that assessed
their perceptions of dementia etiology, help seeking, and treatment
and their knowledge of symptoms of Alzheimer’s disease (AD). In
response to a vignette describing the early stages of AD, partici-
pants indicated a substantial willingness to seek help. Most partici-
pants knew that memory loss was the key symptom of dementia,
yet most knowledge items were correctly answered by fewer than
half of the sample. Participants who had more knowledge of AD
were more likely than those with less knowledge of AD to state that
they would seek help for an elderly relative showing symptoms
of dementia. Relative to other psychosocial factors, loneliness was
highly rated as an etiological factor and keeping mentally active
was highly rated as a treatment. This study is the first to document
dementia beliefs among AIAs, illustrating the need for culturally
tailored dementia education and care for the AIA population.

Introduction

Despite enormous heterogeneity within the Asian American
population (U.S. Bureau of the Census, 2000a, 2000b), some ethnic
subgroups, including Asian Indian Americans (AIAs), referring to
people of Indian heritage either born and/or currently residing in
the United States, remain invisible in otherwise aggregated stud-
ies aimed at understanding “Asian Americans’” concepts of dis-
ease, diagnosis, and treatment (Srinivasan and Guillermo, 2000).
Specifically, there is a paucity of information about AIAs’ views
of dementia and its etiology, symptoms, help seeking, and treat-
ment, although such information exists for other Asian American
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subgroups (Braun, Takamura, and Mougeot, 1996; Elliot et al.,
1996; McBride and Parreno, 1996; Tempo and Saito, 1996; Hinton
and Levkoff, 1999). Studies that describe AIAs” dementia percep-
tions are sorely needed. Although at one time it was thought that
dementia had a particularly low prevalence among South Asian
Indians, it is likely that this finding is driven—at least in part—by
differences in life expectancy (Ferri et al., 2005). Importantly, prev-
alence of dementia among immigrant South Asian Indians tends to
be higher than among South Asian Indians in India (Ganguli et al.,
2000). This increased prevalence may reflect modifiable risk fac-
tors, an observation with clear public-health implications. Of par-
ticular concern is AIAs’ increased risk for diabetes and hyperten-
sion (risk factors for dementia) (Stewart, Prince, and Mann, 1999;
Jonnalagadda and Diwan, 2005).

It is well understood that culture influences disease percep-
tions (Kleinman, 1980; Cameron and Leventhal, 2003; Lawton,
2003), including health care beliefs (Kleinman 1980). As Kleinman
(1980) suggests, disease perceptions interact with individuals’ de-
cisions as to whether to seek a healer and, if so, which healer to
seek within local health care systems (e.g., folk, popular, profes-
sional). With regard to etiology, AIAs often do not distinguish be-
tween religious and medical beliefs when it comes to understand-
ing disease (Ramakrishna and Weiss, 1992). Landrine and Klonoff
(2001) suggest that an illness-attribution hierarchy also may exist,
with supernatural forces as the most proximal and biomedical fac-
tors as the most distal. Treatment principles emphasize the need to
restore emotional, bodily, interpersonal, and/or spiritual balance
(e.g., mind/body, person/environment) (Ramakrishna and Weiss,
1992). AIAs also may supplement medical beliefs with health and
illness principles obtained from a traditional Indian medical sys-
tem otherwise known as Ayurveda. Ayurveda advocates limited
means of treatment (e.g., dietary changes, herbal remedies us-
age) to restore a healthy balance in vital elements (Ghandi, 1965).
Although Ayurveda is the dominant traditional influence, other
influences on health beliefs exist, including folk cures, faith heal-
ers, rituals, tea consumption, and meditation (Ramakrishna and
Weiss, 1992; Landrine and Klonoff, 2001). Additionally, differences
have been found to exist when it comes to ethnic minorities seek-
ing help for mental health care as compared to Caucasians (Sue et
al., 1995). Dementia help seeking among AlIAs, in the United States
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or elsewhere, has rarely been studied (Bowes and Wilkinson, 2003);
however, it has been shown that among foreign-born AIAs, men-
tal help seeking is negatively associated with age at immigration
(Panganamala and Plummer, 1998).

Understanding perceptions of particular diseases, such as
dementia, by specific ethnic populations is critical to identifying
new ways to ensure timely dementia help seeking and to provide
culturally embedded treatment interventions. The aim of the pres-
ent study is to describe AIAs’ perceptions of dementia etiology,
help seeking, and treatment and their knowledge of symptoms of
Alzheimer’s disease (AD). Based on the data, we discuss implica-
tions for health care and social services and for public-health edu-
cation related to differences in dementia perceptions.

Methods

Data Collection

Study location. The San Francisco Bay Area was chosen as the
site of data collection for the following reasons. Asian Americans
and Pacific Islanders are the United States’ fastest-growing immi-
grant group (U.S. Bureau of the Census, 2000a, 2000b). The major-
ity live in the western United States (U.S. Bureau of the Census,
2000a). AIAs constitute the third-largest Asian subgroup in the
United States, with a population of more than 1.8 million (U.S. Bu-
reau of the Census, 2000c). California has the largest concentration
of AIAs (more than 314,000) (U.S. Bureau of the Census, 2000d).
Moreover, six of ten places in the United States with a population
of at least 100,000 that had the highest percentage of Asian Ameri-
cans were in the San Francisco Bay Area (U.S. Bureau of the Cen-
sus, 2000a).

Focus-group sample. A preliminary version of the measures
was pilot tested among a snowball sample of fourteen (8 male, 6
female) AIA focus-group participants in order to determine which
vignette better reflected the ambiguity families often report when
seeking a diagnosis. Focus-group participants were asked to read
two vignettes (Patel and Prince, 2001; modified and used with
permission) designed to ascertain whether a layperson is aware
that the hypothetical older adult relative with neurodegenerative
symptoms presented in the vignette has either early or later stage
dementia. Based on focus-group feedback, the early stage vignette
was chosen for inclusion in the questionnaire (see Appendix). The
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early stage vignette was modified to refer to a female relative rath-
er than to an unspecified older adult.

Members were asked to complete the draft questionnaire,
and based on feedback from focus-group participants, a “do not
know” (DNK) response option was provided for relevant ques-
tionnaire items. Focus-group members were excluded from par-
ticipating in the remaining portion of the study.

Survey sample. A convenience sample of 255 AIA adults was
administered the edited questionnaire. The sample size was deter-
mined by a robust test of power based on the number of variables
in the study. Recruitment was through flyers and discussions held
by the first author at the following five locations: two Indian res-
taurants (N = 196); a religious event (N = 28); a high-technology
corporation (N = 17); and an Indian senior community center (N
= 14). Indian restaurants were chosen because they often serve as
informal community-gathering centers.

Measures

Data collection entailed a self-administered cross-sectional
survey with open- and closed-ended questions. Questions en-
compassed dementia identification, etiology, help seeking, treat-
ment, and symptoms. We adapted existing scales and developed
scales where none were available. Each group of items was refined
through focus-group feedback and exploratory factor analysis,
with the resulting scales subjected to an item analysis in order to
obtain a Cronbach’s alpha estimate of internal consistency. Inclu-
sion of items on subscales was decided based on factor loadings.
Each survey consisted of 110 items and took up to thirty minutes
to complete. The survey was administered in English.

Demographic information. Items included age, sex, race, mar-
ital status, completed educational level (in home country, host
country, or elsewhere), birth country, amount of time spent living
in the United States, religious affiliation, and household income.
Level of education was grouped into two categories: college edu-
cation or less (n = 105) and some graduate education or more (n =
149). One participant did not report education. Sample size was
insufficient to delineate the educational subgroups further, par-
ticularly at the lower end (e.g., there were only 14 respondents
who had a technical or associate’s degree or less in terms of formal
education).
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Vignette. Participants were presented with a modified vi-
gnette (see Appendix) of a hypothetical case of early stage demen-
tia (Patel and Prince, 2001). To avoid cueing problems, the vignette
appeared as the first item in the questionnaire. Vignettes may be
used to elicit respondents” automatically generated beliefs and
meanings (Alexander and Becker, 1978). The vignette was immedi-
ately followed by two questions. First, participants were asked to
“describe what you believe is happening to this relative,” and sec-
ond, participants were asked to choose one of the following cate-
gories to describe what, if anything, the hypothetical older relative
is experiencing: “physical disorder,” “mental disorder,” “combina-
tion of physical and mental disorder,” “another type of disorder,”
and “not a disorder.” Open-ended responses to the vignette were
examined using emergent thematic analysis, in which themes were
created from emergent rather than a priori codes (Miles and Huber-
man, 1994). Responses were then cross-checked against the entire
dataset, and responses that clustered together were formed into
four different themes, which are presented in the results. Themes
and placement of responses into the four themes were confirmed
by a second rater. Themes are shown in Table 1.

The terms dementia and Alzheimer’s disease were not intro-
duced in the survey until participants had been administered the
vignette and its associated questions as well as items regarding
their beliefs about dementia etiology, help seeking, and treatment.
All of these items were asked in reference to “the problem that
your relative is experiencing”. The survey instructions then stated
that the next questions would be about participants” knowledge of
dementia. This instruction was followed by the items on general
knowledge of dementia, specific knowledge of dementia symp-
toms, and demographics.

Etiological beliefs about dementia were measured with thir-
teen items, prefaced by “how important do you believe the follow-
ing factors are in contributing to what your relative is experienc-
ing?” Items were answered on a five-point scale (1 = “not at all im-
portant” to 5 = “extremely important”). Original sources of these
items are indicated in Table 2. A DNK response option that did not
enter into subscale score calculation was added following focus-
group feedback. An exploratory factor analysis with orthogonal
rotation guided the creation of two subscales: “Western etiological
beliefs” (alpha = 0.84) and “Eastern etiological beliefs” (alpha =

i
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Table 1: Emergent Themes from Vignette Responses (N = 255)

Theme

Example responses

Frequency

AD or
dementia

N=123

Memory
problems

“she is getting old and senile”

“normal old age; she is just losing her memory because of
age”

“losing control over memory; not able to register new
information to the memory properly” “short term memory
loss w[ith] age (old age)”

"I think this relative is suffering from amnesia in which
there is loss of memory so she gets confuses with different
things & not able to remembr [sic] things properly”

“chittabrahm —forgetfulness, comes to many old people
but total forgetfulness as described above indicates
something wrong with memory cell in the brain”

Normal
aging

“age is catching up which is normal with age”

“I believe that its general, if people go above 75 it
happens”

“just becoming old; part of life”
“old age syndrome”

“| feel it’s a normal symptoms over 75 years . . . age and
health condition is the cause for it . . . keep a close eye of
her and take care of her”

“old age is the problem and a sense that she may be
coming towards the end of her life which is why she keeps
talking about her past more often”

Mental
health
concerns

“she must have some kind of psychological problem. In
past she must have some worry or shock”

“person is suffering from a progressing mental disorder”

“this is because of age and loneliness . . . there must
be no interaction for her with other people to make her
healthy”

“this relative is under heavy emotional stress . . . feels
insecure about her subsistence”

“mental stress”

“she is feeling lonely . . . she has nobody [in] the family to
talk [to]”
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Table 2: Response Percentages for Etiological Beliefs about Dementia

z @ m
S |z | 3 5 | 5 | o
= 3 L 2 3 >
= s g E] < ]

Item n 3 3 = S = >
3 3 3 g 3 2
g g 8 2 S g
s g =i = =
2 = 8 3

Stress™" 3 254 2.8 8.7 27.6 34.7 19.3 71

Exposure to toxic materials

(e.g., aluminum)'-3 251 6.8 9.2 24.3 18.3 10.0 315

Mental illness (e.g., clinical

depression)'® 254 2.8 4.7 28.0 29.6 24.0 11.0

Loneliness™* 253 2.0 6.3 21.7 352 | 27.3 7.5
Karma (past misdeeds)>* 251 49.0 13.6 104 4.4 4.0 18.7
God’s will>3 252 43.3 13.9 10.7 6.8 8.3 171
Genetics/heredity™® 251 5.9 14.7 26.7 24.7 16.3 12.0
Evil spirits 4 255 | 72.2 7.8 24 1.6 0.0 16.1
Supernatural forces? * 255 70.2 8.6 3.5 0.8 1.6 15.3
Drinking alcohol too much™3 252 16.3 11.9 19.1 19.4 17.5 15.9
Smoking too much™3 252 15.9 9.9 24.2 171 171 15.9
Head injury'? 252 8.7 6.4 21.8 274 | 25.0 10.7
Older age'? 253 0.8 4.0 20.2 32.0 | 395 3.6

"Western etiological beliefs subscale; range 1-5, where 1 = not at all important and 5 = extremely
important.
2Eastern etiological beliefs subscale; range 1-5, where 1 = not at all important and 5 = extremely
important.

3Source: Boston University Medical Center’s Alzheimer’s Disease Treatment and lliness Perceptions
Survey (Roberts et al., 2003; Roberts, unpublished survey used with permission).

“Source: Focus-group recommendation.

0.78). Notably, of four items generated from focus-group feedback,
three were categorized as Eastern beliefs.

Dementia help-seeking intentions were measured with six
items shown in Table 3 concerning when to seek treatment (alpha
=0.73). These items were developed for this study based on the so-
cial psychological literature about help seeking. Beliefs about help
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Table 3: Mean Scores and SDs for
Dementia Help-Seeking Belief ltems

ltem Mean SD

| believe that my relative needs
. 4.4 0.9

to seek help at some point.
| believe that my relative’s condition will 43 10
continue to worsen if no help is sought. ’ ’
| believe that my relative should 4.1 19
seek help within one year. ’ ’
| believe that my relative will 17 1.0
get better on her own (R). : :
It is important to get an early 45 08
diagnosis for whatever ails her. ’ ’
It is not necessary to seek help unless or 20 19
until the symptoms become more serious (R). ’ ’

Note: (R) indicates an item that was reverse coded before computing a total score.

seeking were chosen for inclusion because health-behavior litera-
ture identifies the intention to seek help as the most salient predic-
tor of actual help seeking (Ajzen and Madden, 1986; Ajzen, 1991;
Ajzen and Driver, 1991). Presented with the instruction “read each
statement about your relative and indicate the degree to which you
agree or disagree, remembering to keep in mind the relative in the
story from above,” each item was answered on a five-point scale (1
= “strongly disagree” to 5 = “strongly agree”).

Dementia treatment beliefs were measured with fourteen
items listing potential treatments for dementia based on Roberts
(Roberts et al., 2003; Roberts unpublished survey used with per-
mission) and Parekh (2000) and modified after focus-group discus-
sion to include the DNK response option and add items deemed
missing (as shown in Table 4). Participants were instructed: “if
your relative was to seek some sort of treatment or help, how ef-
fective do you believe the following are in reducing your relative’s
memory troubles?” Responses were recorded on a five-point scale
(1="noteffective” to 5 = "extremely effective”) or a DNK response
option that did not enter into the subscale score calculation. Ex-
ploratory factor analysis suggested three subscales: 1) traditional
treatments characteristic of Eastern philosophy (Cronbach’s alpha
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Table 4: Response Percentages for Dementia Treatment Beliefs

D m
> S =
g c @ & @ g
n ~ = = < 3
m o > m @ z
Item F m 8 = < S
o} g m 8 m x
s |2 |8 |5 | & | ¢
(0] % é
Medications (€.9., Aricept, 252 | 32 | 99 | 377 | 262 | 79 | 151
Exelon, Reminyl)
Vitamins (e.g., Vitamin E)® 249 2.8 141 28.1 10.8 3.6 40.6
Keeping physically active? 252 0.8 7.9 25.4 37.3 191 9.5
Keeping mentally active? 243 1.2 3.3 20.6 38.3 28.8 7.8
Prayer and/or religious 249 | 129 | 173 | 265 | 149 | 133 | 153
ceremonies, rituals
Estrogen replacement therapy?® 253 16.2 111 11.5 4.4 0.4 56.5
Herbal, natural, or dietary 252 | 99 | 127 | 254 | 91 | 44 | 385
supplements (e.g., gingko)®
Eating a proper, healthy diet? 254 2.8 9.1 24.4 37.0 18.1 8.7
Keeping emotional stress low? 254 1.2 6.3 20.9 35.4 29.1 71
Eating nuts (e.g., almonds)® 249 14.5 10.8 16.1 7.2 5.2 46.2
Eating a vegetarian diet' 253 17.4 11.9 17.0 15.8 12.7 25.3
Seeking the advice of aspiritual | 55 | 510 | 118 | 122 | 28 | 24 | 200
astrologer
A change of environment’ 255 10.2 15.7 31.0 15.3 10.6 17.3
Attending a place of worship 255 | 133 | 17.7 | 274 | 141 | 102 | 17.7

(e.g., a temple or church)’

"Traditional treatments characteristic of Eastern philosophy.
2Activity-based treatment.
3Nutrition-based treatment.

=0.81), 2) activity-based treatments (Cronbach’s alpha =0.85), and
3) nutrition-based treatments (Cronbach’s alpha = 0.75). Based on
the results of the factor analysis and item analysis, medication use
could not be included on any of the subscales.

Symptom knowledge. General knowledge of dementia and
specific knowledge of dementia symptoms were measured with
eighteen true/false items shown in Table 5 from the Boston Uni-
versity Medical Center’s Alzheimer’s Disease Treatment and Ill-
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Table 5: Percentage of Responses for Knowledge
of Dementia and Dementia Symptoms

ltern Correct Incorrect | Don’t know
(%) (%) (%)

General dementia knowledge

(correct answer)

The primary symptom of AD is memory

loss (true) (n = 252) 66.3 24 s1.4

Most people with AD live in nursing

homes (false) (n = 252) 353 1 536

The first signs of AD usually occur

before age 60 (false) (n = 251) 20.7 191 60.2

Men are more likely to develop AD

than women (false) (n = 251) 9.6 191 7.3

Scientists have discovered a gene that

causes most types of AD (false) (n = 8.0 13.2 78.8

250)

Drugs are available to treat the

symptoms of AD (true) (n = 252) 40.9 9.9 49.2

Drugs are available to prevent AD

(false) (n = 250) 28.4 9.6 62.0

There is no known cure for AD (true) 347 143 5.0

(n=251) ’ ’ ’

AD can be diagnosed by a blood test

(false) (n = 251) 18.7 5.2 76.1

The number of people with AD is now

higher than ever (true) (n = 247) 28.7 53 66.0

People with AD usually die within

a year or two after developing the 44.8 2.0 53.2

disease (false)

Dementia symptom knowledge

(correct answer)

Loss of memory (yes) (n = 252) 75.0 0.8 242

Increased physical pain (no) (n = 251) 28.7 13.9 57.4

Problems with sleep (yes) (n = 252) 38.5 6.0 55.6

Loss in initiative (less “get up and go”)

(ves) (n = 252) 46.4 6.0 47.6

Incontinence (losing control of

bathroom functions) (yes) (n = 251) 28.7 7.6 63.8

High blood pressure (no) (n = 251) 13.6 7.2 79.3
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ness Perceptions Survey (Roberts et al., 2003; Roberts unpublished
survey used with permission). The response scale was modified to
include a DNK category following focus-group discussion. Scale
scores were calculated as the number of correct items with DNK
responses included with incorrect responses. Two subscale scores
were computed: general AD knowledge (Cronbach’s alpha =0.79)
and specific AD symptom knowledge (Cronbach’s alpha = 0.79).
The latter were a group of symptoms prefaced by “which of the
following symptoms do you think are commonly seen in people
with Alzheimer’s disease.”

Analysis

The data were analyzed in SAS 9.0 (Statistical Analysis
Software 9.0, 2002). Coefficient alphas and orthogonally rotated
exploratory factor analyses were calculated for each study scale
prior to data analyses. Standard descriptive statistics were used
to summarize demographics and dementia perception character-
istics. T-tests and one-way analyses of variances (ANOVAs) were
used to compare groups that differed regarding age, gender, edu-
cation, and proportion of life spent in the United States. As there
were multiple comparisons, we adopted a 0.01 level of significance.
ANOVAs were used to investigate average level of dementia per-
ceptions and knowledge by type of vignette response theme.

Results

Sample Characteristics

All participants were AIAs. Participant age ranged from eigh-
teen to eighty-one (M = 33.7, SD = 11.5); however, the distribution
of age was negatively skewed, with 75 percent between ages eigh-
teen and thirty-six. Most participants self-reported as being male
(69.3%), born in India (97.6%), married (62.2%), religiously affili-
ated (86.1%), having a master’s degree or higher (55.7%), reported
annual income of $80,000 or above (58.4%), and one’s biological
mother (86.1%) or father (78.1%) alive. Only 8.0 percent reported
ever having a family member with dementia. Participants older
than thirty had lived in the United States for a smaller proportion
of their life compared to participants age thirty or younger, *(130,
N =219) =199.32, P < 0.0001.

Compared with national census data on the AIA population
(U.S. Bureau of the Census, 2000c), participants’ median age (30.0
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vs. 30.3) and marital status (62.2% vs. 67.4%) were similar. How-
ever, a higher percentage were born in India (97.6% vs. 75.4%) and
education was higher (93.0% vs. 63.9% with a bachelor’s degree
or greater). Of those foreign born, a larger proportion of the study
sample were more recent immigrants; 86.3 percent entered the
United States between the years 1990 and 2004, as compared to
54.0 percent from the U.S. Census’s 2000 report (U.S. Bureau of the
Census, 2000c). Conversely, there were fewer who immigrated in
earlier decades; 8.7 percent of the study sample entered the United
States between 1980 and 1989 (compared to 27.8% in the U.S. Cen-
sus), and 5.0 percent of the study sample entered the United States
before 1980 (in contrast to 18.2% in the U.S. Census).

Responses to Vignette

In response to the open-ended question, the most frequent
answer was that the hypothetical relative in the vignette was ex-
periencing AD or dementia (48.2%; n = 123). The next largest set
of answers specified memory problems (26.7%; n = 68). A smaller
proportion judged the vignette to portray normal aging (15.7%; n
=40). Finally, mental health concerns were indicated by 6.3 percent
(n = 16). Examples of responses coded for each theme are shown
in Table 1.

When given a closed-ended choice of categories for classify-
ing the hypothetical relative’s condition, “mental disorder” was
selected most frequently (39.5% of respondents), followed by
“combination of physical and mental disorder” (34.7%), “another
disorder” (5.6%), and “physical disorder” (4.8%). The other 13.3
percent chose “not a disorder.”

Perceptions of Dementia

Etiological beliefs about dementia. Old age, loneliness, stress,
mental illness, and head injury were seen as the most influential
etiological factors (Table 2). These factors were seen as more im-
portant than genetics as causes of the condition described in the
vignette. The Eastern etiological belief items— on average—were
seen as not important or only a little important. The most DNK
answers were given to exposure to toxic materials.

Dementia help-seeking intentions. Respondents strongly en-
dorsed the importance of an early diagnosis and the need to seek
help for the condition described in the vignette (Table 3).
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Dementia treatment beliefs. Treatments regarded as the most ef-
fective included keeping mentally active, keeping emotional stress
low, keeping physically active, and eating a healthy diet (Table 4).
The approved dementia medications were rated below these in ef-
fectiveness. Estrogen-replacement therapy, eating nuts, vitamins,
and herbal supplements received the most DNK responses.

General knowledge of dementia and specific knowledge of dementia
symptoms. Most of the items were answered correctly by fewer than
half of the respondents (Table 5). The mean number correct was 3.3
(SD = 2.7) out of the 11 general dementia knowledge items, and
2.9 (SD =2.1) out of the 7 items describing AD-specific symptoms.
There was an accurate appreciation that AD entailed memory loss,
and the majority correctly recognized getting lost or wandering
as an AD symptom. A high rate of DNK answers occurred rather
than outright incorrect responses. There was a moderately high
correlation (Pearson » = 0.72; P < 0.0001) between the two knowl-
edge scales.

Demographic Differences in Perceptions

Participants older than thirty had higher levels of general
(t,, =-4.38, P <0.0001) and symptom-specific (t,,, =-3.99, P <
0.0001) knowledge. Those who had spent a greater proportion of
their lives in the United States scored higher on both knowledge
scales, F(1,156) =24.82, P <0.0001 and F(1, 156) =9.81, P <0.0002,
respectively. Female participants were more likely to endorse be-
lief in activity-based treatments compared to male participants (t,,
=-3.11, P <0.0021). No other statistically significant differences by
demographic characteristics were observed.

Differences in Perceptions According to Vignette Response

Responses to subscales were compared across the four themes
(AD or dementia, memory issues, normal aging, and mental health
concerns) that emerged from the open-ended responses to the vi-
gnettes.

There were no statistically significant group differences with
respect to etiological beliefs.

There were significant differences across the different vignette
themes regarding how likely participants indicated that they were
to seek help, F(3,236) =9.53, P < 0.0001. Post-hoc comparisons using
a Scheffe procedure indicated that those who said that the problem

57



aapi nexus

58

in the vignette was AD or dementia (M =26.92, SD =3.60) were sta-
tistically more likely to seek help than those who saw the problem
as normal aging (M =23.48, SD =4.14). No other vignette response
groups differed significantly from one another.

Participants who interpreted the vignette according to dif-
ferent themes differed in their endorsement of traditional Eastern
treatment beliefs F(3,234) = 6.35, P < 0.0004. Post-hoc comparisons
using a Scheffe procedure indicated that those who interpreted the
vignette as a mental health concern (M = 16.21, SD = 5.09) were
more likely to endorse traditional Eastern treatment beliefs than
those who saw the vignette as AD or dementia (M = 9.84, SD =
5.62), memory issues (M = 10.65, SD = 5.36), or normal aging (M
=12.28, SD = 6.34). No statistically significant differences among
vignette response groups were found for either endorsement of
activity-based treatment beliefs or nutrition-based treatments.

There were significant differences among vignette response
groups regarding general and specific AD knowledge, F(3, 242) =
27.02, P < 0.0001 and F(3, 242) =29.96, P < 0.0001, respectively. In
both instances, post-hoc comparisons using a Scheffe procedure
indicated that those who saw the vignette as AD or dementia were
more likely to have greater general (M =4.59, SD = 2.26) or specific
(M =3.98, SD = 1.46) AD knowledge than those who reported the
vignette depiction as memory issues (M =2.68, SD =2.60; M =2.29,
SD = 2.13, respectively), normal aging (M = 1.15, SD = 1.87, M =
1.18, SD = 1.66), or mental health concerns (M = 2.00, SD = 2.62; M
=2.33,SD =2.87).

Discussion

This study addresses the absence of descriptive research
about AIAs’ perceptions of dementia. Close to half of the study’s
sample responded that the relative described in the vignette had
AD or dementia, while slightly more than a quarter of the sam-
ple described that the condition was memory loss due to aging
or other unspecified reasons. AIAs in this sample accurately en-
dorse that AD involves memory loss and is a disease of old age,
although loneliness and mental illness are reported as more im-
portant than genetics as causes of dementia. In general, these per-
ceptions would appear to underestimate the role of genetics and
give more credence to the role of social engagement than current
epidemiological research findings generally suggest (Fratiglioni,
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Paillard-Borg, and Winblad, 2004). There generally was a greater
reliance on keeping mentally and physically active and keeping
emotional stress low as treatments than there was on approved
prescription medications. The endorsed treatments reflect tenets
of Ayurvedic medicine (Fleischman, 1976-77) with its emphasis on
restoring holistic balance (Landrine and Klonoff, 2001).

Fewer than half of the sample correctly answered most knowl-
edge items. Knowledge was associated with age. Despite living in
the United States for a briefer amount of time, those older than thir-
ty had higher amounts of general dementia and symptom-specific
knowledge, which may be attributable to the disease’s age of onset
well into adulthood.

The paucity of other studies in this area of research creates
a challenge when attempting to compare our findings with oth-
ers. In a small qualitative study of health care needs among Indian
and Pakistani Scots, Bowes and Wilkinson (2003) evaluated those
caring for a family member with a diagnosis of dementia. Partici-
pants had several different explanations for the disease, includ-
ing an “evil eye” was cast, regression to childhood, normal aging,
and as a problem associated with an unspecific condition (Bowes
and Wilkinson, 2003, 388). Help-seeking beliefs and practices were
found to be grounded in filial piety, cultural tradition, and reli-
gious obligation (Bowes and Wilkinson, 2003). Additionally, many
of the family members eschewed readily available health care ser-
vices for potential fear of appearing to relinquish their familial and
cultural responsibilities (Bowes and Wilkinson, 2003). In contrast,
our help-seeking belief results suggested substantial willingness to
seek professional help for mild dementia symptoms as described
in the vignette.

The present study has several limitations. First is the limited
generalizability of the study’s findings to the broader AIA popula-
tion. For example, the sample was all from the San Francisco Bay
Area and was quite educated compared to national census data
for AIAs. Moreover, dining in an Indian restaurant may denote a
certain acculturative bias. Additionally, several scales used in this
study have not yet been psychometrically evaluated. Furthermore,
there was a high percent of DNK responses. The DNK option was
added at the request of the focus groups. We did not expect such
a high frequency of DNK answers as occurred, but it is plausible
that participants truly were unsure of the answer for many of these
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items. Survey research has found that DNK survey responses have
low face validity, given the variability associated with the rationale
of respondents endorsing this answer choice (e.g., not knowing the
answer, unclear item, believing that data are not available to give
a final answer to the item) (Beatty et al., 1998). Given the pace of
research about AD, it is accurate that scientists have not finally re-
solved some questions about etiology and treatment; thus, an un-
known proportion of DNK responses may reflect the uncertainty
of the science. Finally, pegging the scales to the vignette entailed
a trade-off in that responses to subsequent items may have been
influenced by the construction of the vignette.

This study’s strengths also bear mention. This is the first study,
to our knowledge, that investigates AIAs” dementia perceptions.
Further, to the extent possible, we employed measures that have
been used in other populations.

Implications

The association between knowledge of dementia and help
seeking evident in our findings is consistent with results from oth-
ers (Sarkisian, 2002) to the effect that associating dementia with
normal aging creates a barrier to early assessment. Taken together,
these results argue for the importance of public education about
AD and dementia.

Once care is sought, those providing health care and social ser-
vices to AIA families facing a diagnosis of dementia must be ready
to offer education about the disease and its course. Care providers
are encouraged to consider the family structure when disclosing a
dementia diagnosis and determining a treatment plan, that is, de-
pending on a patient’s acculturative level, the unit of autonomy in
an AIA family may consist not only of the patient but also of one or
more key family members (Periyakoil, 2006). Especially for families
unfamiliar with dementia, there may be insufficient appreciation
of the fact that the behaviors of the person with dementia reflect
a progressive neurological disease. Given the preference for non-
medical activity-based treatments, families should be encouraged
to keep their loved one with dementia engaged. However, it should
be made clear that AD has no known cure.

With respect to public health, the Healthy Brain Initiative of
the Centers for Disease Control and Prevention and the Alzheim-
er’s Association (2007) emphasizes that a first step must be to de-
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termine how diverse audiences perceive and understand cogni-
tive health and its association with lifestyle factors. Our findings
provide a reminder that public-health efforts need to be firmly
grounded in science, as participants’ beliefs sometimes matched
and other times did not match available scientific evidence. In par-
ticular, there is room for increased awareness that cognitive chang-
es similar to those in the vignette likely signify dementia rather
than normal aging. Moreover, participants showed greater reliance
on the role of mental activity and loneliness but less reliance on the
role of physical activity than current data about determinants of
cognitive health might suggest.

Future research should continue to assess dementia knowl-
edge to gain more understanding of how AIAs’ dementia percep-
tions map onto dementia help-seeking behavior in clinical and
nonclinical samples, including AIA dementia caregivers as com-
pared to noncaregivers. Furthermore, it would be intriguing, par-
ticularly from a public-health educational perspective, to measure
participants” exposure to and retention of dementia awareness
campaigns in their home country prior to immigration, if they had
emigrated.

Future replication of these findings will help to shape out-
reach efforts in micro- (e.g., clinical settings, with clinicians inquir-
ing and assessing the feasibility of incorporating dementia beliefs
held by patients and their families) and macro- (e.g., public-health
educational efforts) venues to cast light on AIAs” knowledge about
dementia. With a quickly growing AIA population in the United
States, this is the first step to document AIAs’ dementia percep-
tions within one sample with the hope that future studies delve
into this area to further delineate AIAs’ dementia beliefs so as to
continue to inform and improve culturally tailored dementia edu-
cation and care for AIAs and their families affected by dementia.

Appendix

An older adult relative close to you is seventy-five years old and
lives in the United States. Recently she has begun to be forgetful. She con-
fuses peoples’ names, even those she knows well. She often seems not to
be able to remember things from one moment to the next. One example
was when she went to the market to buy food and came back with noth-
ing, having forgotten what she went out for. She repeats herself in conver-
sation, and always seems to talk about the past. Your family first noticed
the problem one year ago. Since then it has been getting steadily worse.
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