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Abstract
This study explored differential symptom endorsement on the Patient Health Questionnaire-9 (PHQ-9), associated item
severity ratings, and assessed the impact of item complexity on caregiver responses between two samples of family
dementia caregivers: an African-American (n = 8) and a non-Hispanic White comparison group (n = 6). Semi-structured
interviews were performed to explore patterns of endorsement and symptom interpretation. The two groups responded
in substantially different ways on three of the nine PHQ-9 items. The implications of both the qualitative and quantitative
findings on assessing caregiver depression are discussed. Future directions for research on evaluation of family caregiver
depression and instrument use/restructuring are also addressed.
Keywords: Caregiving; Dementia; Depression; Symptom Endorsement; PHQ-9

Introduction

Providing regular assistance for a loved one with progressive
dementia, such as Alzheimer’s disease, has been associated
with perceived emotional and social burden and diminished
health in family caregivers. Previous research has found significant associations between family caregiving distress and
declines in emotional, psychosocial and physical functioning [1-3]. One of the most highly investigated psychological
conditions among the family caregiver population is depression. The large and growing body of research in this area has
shown elevated depression scores in numerous samples of
caregivers compared with their non-caregiver counterparts.
In addition, several studies have found group differences
across ethnicities on stress reactions, appraisals of the caregiving role, overall physical health, and level of depression
[4-6]. Specifically, in comparison studies of African-American and non- Hispanic White caregivers, researchers have
reported better cognitive coping strategies, more positive
appraisal of caregiving role, and poorer overall physical
health for African-American caregivers than their non-Hispanic White counterparts [2,4, 5,7,8]. Note, however, that
this pattern has been inconsistent with regard to caregiver
depression [9-12]. Pinquart and Sorensen [7] have argued

that discrepancies in sampling and measurement methods
across caregiver studies have rendered differences in the
severity of depression among ethnic groups difficult to interpret.

Studies in the general adult population have found differences in depressive symptom endorsement between African-Americans and non-Hispanic Whites, with African-Americans predominantly endorsing somatic symptoms such as
weight changes or body aches and non-Hispanic Whites predominantly endorsing emotional depressive symptoms such
as pessimism, self-blame, or suicidal ideation [13-16]. However, the empirical research examining this phenomenon
is limited and does not address how and under what conditions such differential endorsement patterns occur. This
lack of exploration into symptom interpretation precludes
meaningful interpretation of depression scores on standardized instruments within and between ethnic groups.
Several “gold standard” instruments have been used to measure depression and depression treatment response over
time. These include the Beck Depression Inventory [17,18],
the Center for Epidemiological Studies Depression Scale
[19], the Hamilton Rating Scale for Depression [20,21], and
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the Zung Depression Rating Scale [22]. However, most of these
measures are time-consuming, require a skilled mental health
professional to administer, or were developed prior to the latest DSM revision and thus, do not measure aspects of criteria
for depression found in the DSM-V or ICD-9 classifications.

More recently, both in clinical practice and research, the PHQ9 has been used to assess depression in primary care settings
and in persons with co-morbid physical health conditions. The
PHQ-9, a self-report instrument, has 9 items that are based on
the DSM-V diagnostic criteria for depression [23]. Each of the
9 items can be scored from 0 (not at all) to 3 (nearly every
day). The instrument’s validity and reliability as a diagnostic
measure, utility in assessing depression severity, and ability to
detect change over time have been reported in several studies [24,25]. Although the original validation study appeared
to have a representative sample of African-American participants, the overall mean age of the participants (not specifically
identified by race in the study results) was disproportionately
younger than those typically found in the dementia caregiving
population [26]. Thus, it is unclear whether the cutoff score
for depression (PHQ-9 score > 9) is generalizable to the population of older dementia caregivers or, even more specifically,
to older African-American adult caregivers. Limited analyses
have been performed to better understand how individuals
rate severity and assign meaning to items on the PHQ-9. In a
previous study investigating differential item functioning (DIF;
also known as differences in item endorsement) and mean depression scores on the PHQ-9, researchers reported no significant differences in mean PHQ-9 scores or item endorsement
between African-Americans and non-Hispanic Whites [27,28].
Here again, this study’s sample was significantly younger in
age than the typical dementia caregiver and failed to address
interpretive meaning of items across the two ethnic groups.
Although the aforementioned studies have underscored the
importance of examining depression across races and ethnicities, the validity of their findings has been limited by the use
of disparate measures of depression, perceived cultural uniformity of item interpretation, and wide variation in age and education of participants, as well as the language of test administration [29,30]. Failure to systematically test for differences
on these factors may lead to erroneous conclusions about the
nature and severity of depressive syndromes and inaccurate
estimates of the prevalence of depression between and within
target populations [30].

There are two primary reasons that item endorsement differences are found between racial and ethnic groups. The first
is related to how one group may interpret an item’s wording
differently from another group. This typically results when
an item’s wording has different cultural relevance across
ethnic/racial groups, or if an instrument has been translated inadequately. The second reason is related to differences
in symptom expressions of a disorder across racial and

ethnic group[16]. For example and as noted earlier, previous
research has suggested that when screened for depression, African Americans are more likely to endorse somatic symptoms
as compared to non-Hispanic Whites, who tend to endorse
more emotional symptoms [13,15]. Previous research also has
shown that item complexity can affect participants’ ratings on
psychological assessment instruments. For example, the use of
double- or triple-barreled items in depression inventories is
especially problematic, rendering the overall meaning of such
items difficult to interpret and in turn, potentially lowering the
reliability and validity of results. In the case of the PHQ-9, this
instrumentation artifact may lead participants to endorse responses that do not correspond to their actual feelings. It may
also lead participants to ignore or fail to respond to an item if
they feel that no valid response alternative is provided [31].
The primary objectives of this pilot study were to: (a) conduct
a preliminary evaluation of differences in depression symptom interpretation (using the PHQ-9 items) across two samples of dementia caregivers, an African-American group and a
non-Hispanic White comparison group; (b) perform item analyses examining differential symptom endorsement patterns
(e.g., somatic versus cognitive) and severity ratings on items
of the PHQ-9 within and between the two samples; and (c) assess the impact of item complexity on African-American and
non-Hispanic White caregivers’ item severity ratings.
Method

Participants
The present study included 14 participants (8 African-Americans and 6 non-Hispanic Whites), who were drawn from a
grant-funded project evaluating the effects of cognitive-behavioral therapy on changes in depression and health status in
African-American and non-Hispanic White caregivers [32,33].
Caregivers enrolled in the study met the following inclusionary
criteria: (1) providing care for a family relative or significant
other who met criteria for progressive dementia as specified
by the National Institute of Neurological and Communicative
Disorders and Stroke and the Alzheimer’s Disease and Related Disorders Association [34]; (2) caring for a relative with
progressive dementia who is 60 years of age or older; (3) being the primary care provider for the care recipient (CR); (4)
spending a minimum of 6 hours per week in the provision of
direct care to the person with progressive dementia; (5) scoring a minimum of 10 on the PHQ-9 [23]; and (6) being 18 years
of age or older.
Caregivers were excluded from the study if they (1) endorsed
fewer than 3 problems on the depression and disruptive behaviors factors of the modified version of the Revised Memory
and Behavior Problem Checklist [35,36], (2) met criteria for
psychotic disorder on the Mini-International Neuropsychiatric
Interview [37] (3) met criteria for moderate or high suicide
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risk on the M.I.N.I 5.0.0 (4) provided care for a person with
dementia with a terminal diagnosis (six months as defined by
hospice care); or (5) had a terminal diagnosis themselves.

The sample consisted of 1 male and 13 female caregivers with
an average age of 65.14 (SD= 15.5) and an average education
level of 14.14 years (SD = 4.7). Of the caregivers, 93% were
married and on average had been providing care for their care
recipient for 36.14 months (SD = 26.2)
Primary Dependent Measure: PHQ-9

The PHQ-9 was developed to screen for depression in primary
care settings [23]. It scores each of the nine DSM-V symptoms
for depression on a scale of 0 (not at all) to 3 (nearly every day)
over a two-week interval. A PHQ-9 score ≥ 10 has been found
to have 88% sensitivity and 88% specificity for a diagnosis of
major depressive disorder. PHQ-9 scores of 5, 10, 15, and
20 represent mild, moderate, moderately severe, and severe
depression, respectively [24].

The nine global items on the PHQ-9 are introduced with the
common stem, “over the last two weeks, how often have you
been bothered by any of the following problems?” The symptoms queried (from here forward referred to as global items)
are as follows:
1) Little interest or pleasure in doing things; 2) Feeling down,
depressed, or hopeless; 3) Trouble falling or staying asleep, or
sleeping too much; 4) Feeling tired or having little energy; 5)
Poor appetite or overeating; 6) Feeling bad about yourself—or
that you are a failure or have let yourself or your family down;
7) Trouble concentrating on things, such as reading the newspaper or watching television; 8) Moving or speaking so slowly that other people could have noticed, or the opposite being
so fidgety or restless that you have been moving around a lot
more than usual; and 9) Thoughts that you would be better off
dead, or of hurting yourself in some way.
Procedures

All caregivers were recruited from memory disorder clinics
in Northern and Central Florida. Participants were informed
of the purpose of the study and consented to participate in
accordance with the research protocols approved by Florida
State University Institutional Review Board. The current study
was divided into two phases: initial screening for depression
using the PHQ-9 (Phase I), and a repeat depression screening
and semi-structured interview (Phase II). In Phase I, caregivers were “screened in” or “screened out” based on depression
scores on the PHQ-9. Within two weeks of the initial screening,
one of the authors contacted the caregivers over the telephone
to complete a second structured interview in which the PHQ-9
was re-administered. The second interview followed the typ-

ical format and ordering of PHQ-9 items, but also used a cognitive interviewing approach [38] to collect additional information about participant responses. Cognitive interviewing is
used to investigate how a targeted group understands, mentally processes, and responds to the materials presented (e.g.,
PHQ-9). Thus, during the second administration of the PHQ9: (1) participants were asked about the personal meanings
of each item (e.g. Do the words down, depressed, or hopeless
have the same meaning to you? What does down/depressed/
hopeless mean to you?); (2) participants made severity ratings
of each item stem (e.g., Now having explored your meaning of
down, depressed, and hopeless, how often over the last few
weeks have you experienced them individually? Which would
you rate as being worst: feeling down, feeling depressed, or
feeling hopeless?); (3) participants were asked to provide illustrative examples of each item stem (e.g., what might cause
you to feel down/depressed/hopeless? What might you look
like when you are down/depressed/hopeless?); and (4) Participants were asked about perceived causes (e.g., what might
cause you to feel down/depressed/hopeless?). This further inquiry allowed participants and the interviewer to explore the
meaning and rationale for the severity rating of each item.
Data Analysis

Semi-structured interviews were analyzed using the qualitative method techniques described by Huberman and Miles
[39] to identify content themes by question and caregiver
group. NVivo-8 qualitative analysis software was used for this
purpose. The first author and two graduate assistants transcribed the digital interview recordings verbatim. After each
interview was transcribed and entered into the NVivo-8 software, two coders (author and graduate assistant) analyzed
the transcripts independently using the constant comparative
method, open coding, and notating comments for each code
[39]. The primary units of analysis were the African-American
and non-Hispanic White caregiver’s verbal responses to each
question. The first author and the graduate assistant then met
and discussed each code until they reached consensus. Following the coding process, the first author and graduate assistant
analyzed the manuscripts for latent themes by reading one
manuscript simultaneously, asking questions about the coded
data, and identifying themes as they emerged. The first author
then examined the dimensions of each theme. Themes occurring across all cases (i.e., occurring in each case) were identified as major themes [39] .

While coding the team found that there were no real qualitative differences in six of the nine items (items 1, 3, 4, 7-9), but
on the remaining three (items 2, 5, & 6) the qualitative differences were unambiguous, the team explored if there were any
quantitative differences in the way the two groups responded
on these items. We used Mann-Whitney U tests to ascertain if
there were quantitative differences in the responses between
the two groups on the three remaining items that we identified
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as having qualitative differences in meaning and rating. The
Mann-Whitney U is a robust, non-parametric test that calculates the differences in distributions between two independent samples. Mann-Whitney U’s null hypothesis is that there
is no difference between group distributions. Our data met
the four assumptions of the Mann-Whitney U test (ordinal or
continuous dependent variable, independent group/two category independent variable, independence of observations, and
the two variables were not normally distributed). A significant Mann-Whitney U coefficient would be indicative of group
differences on the 3 specific PHQ-9 global items (e.g. feeling
down, depressed, or hopeless, poor appetite or overeating, and
feeling bad about yourself…).
Results

Summary of Differences between Groups
Global Item 2
Global item 2 of the PHQ-9 consists of three different item
stems (down, depressed, and hopeless) and in administering
the PHQ-9 initially, all of the non-Hispanic Whites endorsed
this item as at least “more than half of the days” whereas only
half of the African Americans participants endorsed this item
and for those who did endorse the item all rated it as “several
days.” In a structured interview re-administration format, the
global item was broken down into its stemmed parts and the
caregivers were asked to re-rate each stem separately. During
this re-administration, African-American dementia caregivers
tended to endorse feeling down “nearly every day” and to endorse feeling depressed or hopeless “not at all.” In contrast,
non-Hispanic White caregivers endorsed feeling down and
feeling depressed “nearly every day,” and feeling hopeless “several days.”
Major themes for global item 2: Differences between
groups. “Lacking energy and can’t escape” vs. “Sadness.”
The theme “lacking energy” emerged as the meaning of feeling down within the African-American caregiver group. African-American caregivers tended to describe feeling down as
“being tired (from a 58 year-old female caregiver),” “sinking
(from another 58 year-old female caregiver),” “can’t get up (
from a 62 year-old female caregiver),” “real tired (from a 65
year-old caregiver),” “don’t have energy (from a 44 year-old female caregiver),” “giving up at that time, not able to get it going
(from a 48 year-old female caregiver),” and “can’t get up but
an opportunity to get better (from a 57 year-old female caregiver).”
The theme “can’t escape” emerged for the meaning of feeling
depressed among the African-American caregivers. Most African-American caregivers tended to describe depression as
being locked in a situation from which they could not extricate
themselves. For example, a 58 year-old caregiver stated, “De-

pressed to me is a mental state in which one feels trapped.”
Likewise, a 62 year-old caregiver said, “When I feel like I am
going further and further down and just cannot get out of prison,” and a 65 year-old caregiver said, “not being able to feel, no
matter how hard you try.” Other examples of this come from
a 59 year-old caregiver who felt that feeling depressed meant,
“Everything is a hassle, nothing can be done,” from a 44 yearold caregiver who said, “I feel like I can’t change it [the situation] physically or mentally,” and from a 48 year-old caregiver
who said, “No energy to figure it out.” A 57 year-old caregiver
similarly noted about feeling depressed: “In a state, it may be
temporary, but it feels permanent.”

In contrast to the themes of “lacking energy” and “can’t escape”
that emerged for the African- American caregivers, the theme
of “sadness” emerged as a description of down and depressed
for non-Hispanic White caregivers. When exploring the overall
meaning of the item stems of global item 2 (down, depressed,
and hopeless), the non-Hispanic White caregivers indicated
meanings such as: “feeling glum (from a 52 year-old caregiver),” “sad (from a 53 year-old caregiver),” “unhappy (from a
54 year-old caregiver),” and “sad with a heaviness (from a 55
year-old caregiver).”
“Giving up.” For African-American dementia caregivers (n
= 8), all except one answered that they never felt “hopeless.”
Based on discussions with these participants, the caregivers
attributed their absence of hopelessness to their faith in God.
When asking them to explore the meaning of the word “hopeless,” African-American caregivers indicated meanings such as,
“it is the dredges, being on the fringe of suicide…;” “complete
devastation;” “giving up on life itself;” “nothing can be done
about it: void;” “I give up;” and “absolutely no way.”
No consistent, overarching theme emerged for the non-Hispanic White caregiver group for the term “hopeless.” However, we
found some similarities between responses of the non-Hispanic White caregiver sample and responses of the African-American caregiver sample. Most notably, 50% of the non-Hispanic
White caregivers also described the term ‘hopeless,’ as “giving
up.” For example, a 54 year-old non-Hispanic White caregiver
defined hopeless as, “not being able to see beyond…no reason
to go on.” A 55 year-old non-Hispanic White caregiver thought
there was,” no solution;” “no light at the end of the tunnel.”
Finally, a 51 year-old caregiver described hopeless as, “don’t
believe in God, no faith in a supreme being.” This half of the
non-Hispanic White sample viewed hopelessness similarly to
the African-American caregivers.
However, the other half of the non-Hispanic White sample
seemed to describe hopeless as a form of “rejection or pain.”
Some examples of these non-Hispanic White caregiver descriptions of hopeless include, “completely rejected,” “feeling
unloved,” and “complete agony.”
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Differences in assigned meaning and impact of item complexity for global item 2. When item 2 was divided into its
three item stems (“how often have you felt down,” “how often
have you felt depressed,” and “how often have you felt hopeless”), all non-Hispanic White and African-American caregivers
positively endorsed feeling down more often than depressed
or hopeless.” Only one of eight (12.5%) African-American caregivers reported feeling hopeless several days a week, whereas
five of six (83%) non-Hispanic White caregivers reported feeling hopeless, with two endorsing feeling hopeless on several
days during the past two weeks and the others endorsing experiencing the item “nearly every day.”

When asked to describe what down, depressed and hopeless
mean, African-American caregivers tended to describe “down”
related to their energy level and “depressed” as an inability
to escape. For the non-Hispanic White caregiver group, the
terms down and depressed produced the item theme: ‘sadness.’ When we explored the meaning of “hopeless” with the
two groups, the African-American caregiver group tended to
describe this as “giving up.” Two themes emerged for the term,
hopeless, among the non-Hispanic White caregiver group,
largely because the group was split in their description of the
term. Due to this split in description we began to explore the
responses of the groups more carefully.

During this deeper exploratory examination, we found similarities and distinct differences between the groups. Several of
the non-Hispanic White group members, similar to their African-American counterparts, described hopeless as ‘giving up.’
Interestingly, the other half of the group described hopeless as
‘rejection or pain.’ We further explored whether their descriptions were related to their response patterns and found that
those who described hopeless as ‘giving up,’ regardless of their
group membership, tended not to endorse the item stem ‘feeling hopeless.’ In all cases, this was attributed to the caregivers’
belief in God. On the other hand, the non-Hispanic White caregivers who described hopeless as ‘rejection or pain’ tended to
positively endorse feeling hopeless and directly attributed this
feeling either to their loved one’s “medical condition” or due to
the “unrelenting course of the disease.”

Furthermore, in review of item response difference, a Mann
Whitney U analysis identified a significant difference in the
responses between African-American and non-Hispanic White
caregivers on item 2 (feeling down, depressed, or hopeless).
Non-Hispanic Whites demonstrated higher scores than African Americans, U = 2.03.5 (Z=-2.507), p =.012) and the difference between non-Hispanic Whites and African Americans
was moderate to large (r = .67). We used the Holm-Bonferroni
correction for multiple comparisons; alpha/m, [40,41] and the
alpha value associated with this score maintained significance.

Global Item 5

5

Global item 5 of a PHQ-9 consists of two item stems (poor appetite and overeating). The qualitative responses of the participants indicated some interesting qualitative differences.
In the initial administration of the PHQ-9, 75% of the African-American caregivers tended to endorse the item as “not at
all”. In the re-administration of the instrument, African Americans endorsed “overeating” as “more than half the days” and
poor appetite as “not at all” (75%; n=8). One African-American caregiver endorsed poor appetite, but he indicated that his
loss of appetite was related to alcoholic consumption patterns
that he used primarily to cope with his caregiving situation.
Conversely, non-Hispanic White caregivers overwhelmingly
endorsed the item in the first administration (100%). In the
re-administration of the instrument, non-Hispanic Whites
endorsed poor appetite (83%; n=6) “nearly every day” and
endorsed overeating as “not at all” (100%; n=6). Overeating
was not endorsed by any of the non-Hispanic White caregivers, whereas overeating was endorsed by almost all of the African-American caregiver participants.

Major Themes for Global Item 5: Differences between
groups. As with global item 2, caregivers were asked to explore the meaning of the individual item stems for global PHQ9 item 5 (poor appetite and overeating).
“No desire” vs. “No energy.” The theme, “no desire” materialized as a meaning of poor appetite within the African-American caregiver group. African-American caregivers described
poor appetite as “not wanting anything to eat” (African-American caregiver-female, age 58); “not wanting to eat correctly”
(African-American caregiver-female, age 62); “not wanting any
food” (African-American caregiver-male, age 65); and “don’t
want anything…” (African-American caregiver-female, age 57).
For non-Hispanic White caregivers, the theme “no energy”
emerged as a meaning for poor appetite. One non-Hispanic
White caregiver indicated that poor appetite means “someone
having a distaste for food because they are tired” (non-Hispanic White caregiver, age 53); “not eating because of no energy…
lazy” (non-Hispanic White caregiver, age 54); “no energy”
(non- Hispanic White caregiver, age 55); “not wanting to
cook...exhaustion because you are responsible for everything”
(non-Hispanic White caregiver, age 64); “not eating because
you are tired or distracted” (non-Hispanic White caregiver, age
51); and “not eating because of physical and emotional stress…
exhausted” (non-Hispanic White caregiver, age 52).
“Pleasure seeking” vs. “Stress-reducing.” The theme, “pleasure seeking,” emerged as one meaning of overeating among
the African-American caregivers. Six of eight African-American caregivers tended to describe overeating as pleasing oneself because they enjoyed eating (i.e., pleasure seeking). For
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example, a 58 year-old African-American caregiver said of the
motivation to overeat, “eating in abundance because the food
is good.” Other African-American caregivers described their
experiences of overeating as, “gorging on food…my husband
likes to eat, especially desserts;” “when someone eats way too
much because they like what they are eating;” “eating even after you have reached satisfaction;” “Everything I cook tastes
good that is often why I keep eating;” “eating beyond being full
usually because it is good;” and “eating an overdose of food…
it’s good.”
Comparatively, the theme, “stress-reducing,” emerged for
those non-Hispanic White caregivers who endorsed overeating, as all of them indicated that overeating is related to some
sort of stress. A 53 year-old non-Hispanic White caregiver
said of the link between eating and stress, “eating beyond a
point of satisfaction… typically because you are an emotional
wreck.” Other non- Hispanic White caregivers made similar
statements about stress and eating, including a 54 year- old
who answered, “gorging myself to relieve stress,” a 64 year-old
who said, “eating junk and snack after meals for comfort,” a 51
year-old who answered, “eating too much due to stress related
issues,” and a 52 year-old who said, “always feeling hungry and
never satisfied because you need relief.”
Differences in assigned meaning and impact of item complexity for global item 5. A review of responses to Item 5
suggests that both non-Hispanic White and African-American
caregivers had a tendency to express the stress of caregiving
through dietary changes. However, when separating the parts
of the mutually exclusive components of the item, the non-Hispanic White group was more likely to experience poor appetite, whereas the African-American caregiver group tended to
experience overeating.

When asked to describe their meaning associated with “poor
appetite or overeating” non- Hispanic White caregivers described overeating in terms of stress reduction, whereas African- American caregivers tended to use descriptors related
to their physical desire. Interestingly, while all of the non-Hispanic White caregivers linked changes in eating habits to emotional distress, only one African-American caregiver even mentioned stress when probed about eating patterns.
There was also significant difference in the response patterns on item 5 (Poor appetite or Overeating) between African-American and non- Hispanic White caregivers, with
non-Hispanic Whites scoring lower than African Americans, U
= 1.0 (Z=2.803), p =.005) and the difference between non-Hispanic Whites and African Americans was large (r = .75). Again,
even after corrections for multiple comparisons this item remained significant [40,41].

Global Item 6

6

Global item 6, consists of four item stems: “Feeling bad about
yourself,” ”feeling that you are a failure,” and “feel that you have
let yourself or feeling you have let your family down.” In the
initial administration of the PHQ-9, 37.5% (n = 3) of the African-American caregiver sample endorsed the item, whereas
almost all (83%, n = 5) of the non-Hispanic White caregivers
endorsed experiencing the global item at least several days a
week since they began caregiving. In the PHQ-9 re-administration in a structured interview format, only three of the African-American caregivers endorsed any of the item stems. The
only item stem endorsed by these African-American caregivers
was “feeling like you let your family down.” In comparison, the
non-Hispanic White caregivers all endorsed one of two item
stems as ‘several days a week’ during the PHQ-9 re-administration: either feeling bad about yourself (67.7%; ns = 4) or
letting yourself down (33.3%; ns = 2). No member in the nonHispanic White group endorsed “feeling like you let your family down.”
Major themes for global item 6: Differences between
groups. When the dementia caregivers were asked to explore
the meaning of the individual item stems of PHQ-9 item 6
(Feeling bad about yourself, feeling that you are a failure, feeling like you have let yourself down, or feeling like you have let
your family down), we were able to identify several interesting
thematic patterns.

“External self-disappointment” vs. “Internal self-disappointment.” In both the (African-American) and the non-Hispanic White caregiver groups, the themes of ‘external disappointment’ and ‘internal disappointment’ emerged for
responses to the item stems “feeling bad about yourself,” and
“letting yourself down.” There were several similarities in the
descriptors used across the groups representing these themes.
There were also some interesting differences in responses,
particularly regarding the theme of external self-disappointment.
The African-American caregivers’ descriptions of ‘external disappointment’ were as follows: “not doing something I should
have;” “struggling with our finances;” “not fulfilling my obligations;” “doing nothing;” “not completing what was planned;”
and “not doing my best.” In contrast, non-Hispanic White caregiver descriptors of ‘external self-disappointment’ included
such things as: “seeing wrinkles all over my body;” “looking
old;” “aging;” “external beauty fading;” and “not being able to
make a success out of what you wish for.”
In these descriptors of ‘external self-disappointment,’ we observed that the African American participants’ statements related to the lack of performance or success. However, within
the non- Hispanic White participants we find ‘external self-disappointment’ in reference to feeling bad about self that is pure-
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ly based on physical features (e.g. “seeing wrinkles all over my
body;” “looking old;” “aging;” and “external beauty fading”).

Examples of the ‘internal self-disappointment’ descriptors
within the African-American caregiver group were statements
like: “low self-esteem;” “self-disapproval;” and “disappointed
in myself.” Non-Hispanic White caregiver descriptors of this
same theme included remarks like: “being disappointed in my
conduct;” “being to blame for what is going wrong;” “feeling
you are to blame or that it is your fault;” “things not ending up
the way I envisioned;” “extreme lack of performance;” “an inability to turn things into what you wish;” “giving up;” “my life
not going the way I thought it would;” and “disappointment.”
Limited descriptions were provided by both the African-American and the non-Hispanic White groups with regard to the item
“feeling like you have let your family down.” African-American
caregivers made statements such as, “my family being disappointed in my performance;” “trying to make someone feel
better but you can’t;” and “knowing that I should have done
better by my loved ones.” Only one descriptor was provided
by the non-Hispanic White group for this item. This was, “not
measuring up to my family’s expectations of my performance.”
Based on this limited description of the stem by the non-Hispanic White group, no theme could be generated.

Differences in assigned meaning and impact of item complexity for global item 6. Item 6, “feeling bad about yourself
or that you are a failure, or feeling that you have let yourself or
your family down,” was positively endorsed by approximately
half of the African-American caregiver sample, whereas almost
all of the non-Hispanic White caregivers positively endorsed
this item. During the structured interview and separating out
the item stems, 75% (n = 6) of the African-American caregivers did not endorse any of the item stems, and of the two
who did, each solely endorsed “feeling like you let your family down.” Conversely, almost the entire non-Hispanic White
caregiver group endorsed “feeling bad about yourself,” and one
endorsed “letting yourself down.” None of the non-Hispanic
White group members endorsed “feeling like you let your family down.” When asked to state in their own words what these
item stems meant, non-Hispanic White caregivers again reported internalizing language in their definitions of the words,
whereas African-American caregivers tended to use externalizing language. This may further highlight differences in how
this symptom might be expressed between the groups.
We also found differences in responses between the two
groups in global item 6. The Mann-Whitney U showed that
non-Hispanic Whites scored higher on global item six (feeling bad about yourself…) than did African Americans, U = 4.5
(Z=1.979), p =.048) and the difference between non-Hispanic Whites and African Americans was moderate (r = .53); this
difference remained significant after corrections for multiple

comparisons.
Limitations

As with any study using a small sample and participants from
one particular region of the country, there were limitations
regarding the generalizability of the findings. The sample
primarily included residents of Northern and Central Florida, and thus might not be representative of African-American
and non-Hispanic White dementia caregivers in other regions
of the U.S. Additionally, the use of non-probability sampling
makes it possible that the groups of caregivers differed on important characteristics other than their racial and ethnic heritage. Therefore, the findings of this study must be interpreted
with caution. Another limitation is that participants reported
and rated their symptoms of depression over the telephone.
Inherent to this format is that interviewers could not incorporate participant nonverbal responses about their depressive symptoms, particularly affect and/or other body language indicators often used in the assessment of depressive
symptoms.
Discussion and Implications

The purpose of this study was to explore qualitative differences in item meaning on the PHQ-9 between African-American
and non-Hispanic White caregivers, as well as to ascertain item
complexity effects on rating strategies, and to explore if there
were item response differences associated with qualitative
meaning. Despite the associated limitations outlined in the
previous section, the findings suggest potential cultural patterns in depressive symptoms and PHQ-9 responses that warrant further investigation of their generalizability and impact
on clinical practice with diverse caregivers. In the three items
that demonstrated qualitative differences in meaning, we also
demonstrated quantitative response differences as well as
changes in scoring when singularly submitting items stems to
participants. However, the fact that 6 of the nine items demonstrated no significant qualitative differences, could possibly
mean that there is error in our findings or that these results
could have happened by chance, and given our sample size this
is a realistic possibility. Yet, one could also argue the opposite, that our sample size just was not large enough to capture
the true differences that are found in the other six items, and
given the endorsement changes when items were separated
out, coupled with the quantitative differences, and associated strength of the relationships even after corrections were
made; this position also has support. Lastly, one could argue
that there truly are no differences between the two groups on
item meaning of the remaining items. No matter which position you take, these findings do warrant further investigation
in larger sample sizes. If these findings, (item meaning differences, item endorsement changes, and item response differences), were to be replicated in a larger sample, such would
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have implications for the future use of the PHQ-9 for screening
and assessment as well as the potential need to restructure
the instrument, particularly for continued implementation
with diverse groups. If reconstructing were warranted, the
PHQ-9 could be restructured similar to how the authors in this
study broke a part the global items down into the item stems
and presented them individually to the participants. For example, global item 2 in the PHQ-9, “Feeling down, depressed,
or hopeless” would become 3 global items: 1. Feeling down;
2. Feeling depressed; and 3. Feeling hopeless. This will allow
the respondent to rate symptoms individually and minimize
item complexity. We found that this may be important particularly due to endorsement patterns of certain groups (e.g. African Americans not ascribing hopelessness and non-Hispanic
Whites not ascribing overeating). Since, as practitioners we
are still only interested in identifying if the 9 items associated
with the DSM-5 are measured, the developers could instruct
the scorer to recombine previously separated items (Feeling
down, depressed, hopeless) and assign the highest rating of
the 3 items that all measure sad mood. For example, if the respondent rated down as a 3, depressed as a 1, and hopeless
as a 0, the scorer would give the respondent a 3 for sad mood.
The differences in item responses observed in this study also
appear to be related to assigned meaning. Major themes for
the sample were the differential roles of internal and external
concerns, as well as the roles of stress and pleasure in coping
behaviors and depressive symptoms for African-American and
non-Hispanic White caregivers. Again, future research should
explore these themes with larger samples of caregivers as
well as differences that may be found in racial/ethnic groups
from different geographical regions; as well as explore measurement invariance in depression screeners among diverse
groups of dementia caregivers.

Some might wonder what difference it makes if people differentially endorse symptoms or intend to only endorse one
aspect of the item (e.g. overeating rather than poor appetite).
The problem lies in meaning and decision-making approaches.
If combining “down, depressed, and hopelessness” together in
one item causes individuals not to endorse the item because
they would never say that they are hopeless, but when you
separate out the stems of the item they endorse feeling down
and depressed more than half the days, then there is a fundamental problem with the item and the overall measurement of
the construct for these individuals and potentially the group.
For example, in our study African-American caregivers were
less likely than their non-Hispanic White counterparts to endorse symptoms of feeling down, depressed, or hopeless when
these items were assessed together. However, when these item
stems were separated into individual items, the African-American caregiver group endorsed “feeling down” much more often and rated the item more negatively. Thus, it would appear
that coupling the items “feeling down, depressed, or hope-

less” in the same global item impacted the likelihood of African-American caregivers’ endorsement of the item and rating
the item as severe. Additionally, despite the fact that non-Hispanic White caregivers tended to endorse this same item more
often than their African-American counterparts, we found that
when the item stems were separated, non-Hispanic White
caregivers were also more likely to endorse feelings of down or
depressed over hopelessness, and when they did express feelings of hopelessness, it was exclusively related to a reaction to
their loved ones medical condition and disease burden.

Focusing on the overall score and minimum endorsement of
the first two items (little interest and feeling depressed) as
a requirement for a diagnosis of major depression becomes
problematic when endorsement of those items are strongly influenced by the interpretation of the item stems and the complexity of the items. In this study, we found that there are differences in item endorsement on the PHQ-9 among different
dementia caregiver groups when the items are administered
globally compared to when they are administered by individual item stems. If the caregiver is less likely to endorse feeling
down if it is coupled with feeling hopeless then it is likely that
at least one of the main criteria for depression will not be met
and recognition of depression in the caregiver could be missed.
Whether this endorsement pattern is due to socio-cultural factors could not be determined based on this study, but it is clear
that hopelessness was not readily endorsed by African-American caregivers and that this item coupled with down or depressed decreased the likelihood that the item would be endorsed and rated as severe.
There were also differences in which symptoms each group
identified as more detrimental to their everyday functioning.
For one group having even low levels of overeating was more
functionally disabling than having high levels of mood disturbances. This finding draws attention to diagnostic criteria and
differential application across groups. Again, for an individual
to warrant treatment at least one of two symptoms must be
positively endorsed at least half of the days – anhedonia and/
or sadness. This criterion assumes that all groups are functionally impacted the same by the presence of certain symptoms. However, this study’s findings suggest potential criterion differences across groups. For instance, although both the
African-American and non-Hispanic White caregivers agreed
that experiencing overeating would be more detrimental to
their functioning, only African-American caregivers positively
endorsed overeating as a symptom. This may suggest the presence of this symptom as a unique criterion indicator for depression in this group. Further research is needed to examine
overeating as a symptom of depression among African-American caregivers, as the small sample size of this study allows
for the possibility that this finding is an artifact of a shared
trait among the African-American caregivers that is not culture-specific, such as weight (weight not being culture bound
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and may just be coincidental).

Additionally and as mentioned in the literature review, previous research has shown that populations of color are more
likely to positively endorse somatic symptoms of depression
such as overeating over affective symptoms of depression
such as depressed mood or hopelessness [13-16] . Our study’s
findings seem to support these findings but seem to add some
meaning to the differences found. For instance, African American caregivers were less likely to endorse feeling down when it
was in a combined item stem with feeling hopeless. This might
add some explanation as to why African Americans are less
likely to endorse affective symptoms of depression as a product of item complexity and ascribed meaning.
Conclusion

Concern for the cultural appropriateness and sensitivity of instruments and practices is a trademark feature of social work
research and practice. It is imperative that measurement instruments address the complexity of culture in their development. Depression among dementia caregivers is a great
burden on their functioning which can impair their caregiving
abilities and overall health. For some groups, particularly African Americans, caregiving is almost exclusively provided by
the loved ones of the dementia patient and they are less likely to have resources available to aid them [42-44] . Findings
of previous studies highlight the need to assess depression
among dementia caregivers. The current study’s exploratory results provide some indication that non-Hispanic White
and African-American caregivers of family members with dementia express depressive symptomatology in different ways.
When assessing depressive symptoms in dementia caregiving
groups, it is important to note the possibility of meaning interpretation and ratings differences not only between groups,
but also based on item complexity. For example, several items
in the PHQ-9 contain stems of opposite meaning, such as poor
appetite and overeating. If one participant had a poor appetite
nearly every day, yet never overate, they could possibly average their score seeing that the two options are opposite and
rate their global score as more than half the days rather than
rating it as nearly every day. Thus, this type of item complexity
has the potential to cause considerable variation both within
and between caregiving groups on their use of strategies in arriving at a global item rating.
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