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Abstract

Objectives—Efforts to describe depression have relied on top-down methods in which theory
and clinical experience define depression but may not reflect the individuals’ experiences with
depression. We assessed the degree of overlap between academic descriptions of depression and
patient-reported symptoms as conceptualized in the Patient-Reported Outcomes Measurement
Information System® (PROMIS®). By extension, this work assesses the degree of overlap
between current clinical descriptions of depression and patient-reported symptoms.

Design—In this content analysis study, four focus groups were conducted across two sites to
elicit symptoms and the experience of depression from depressed and medically ill patients.

Methods—Depressed and medically ill patients were asked to describe symptoms that
characterize depression. Data were transcribed and then coded using an a priori list of 43 facets of
depression derived from extant depression measures.

Results—Participants described 93% of the symptoms from the a priori list, supporting the
validity of current depression measures. Interpersonal difficulties were underscored as was anger.
In general, results from the focus groups did not require the generation of new items for
depression and supported the content validity of the PROMIS hierarchical framework and item
pool created originally.
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Conclusions—This work supports the validity of current depression assessment, but suggests
further investigation of interpersonal functioning and anger may add to the depth and breadth of
depression assessment.

Study aims

Methods

Conventionally, nosologies such as the Diagnostic and Statistical Manual of Mental
Disorders, 4th ed., text revision (DSM-1V-TR; American Psychiatric Association, 2000)
have been developed by expert researchers and clinicians in diverse areas of mental health
practice (Blashfield, 1998). Although informed by extensive research and clinical
experience, the generation and selection of symptoms that describe depression and direct its
assessment have been driven by theoretical, top-down approaches. The extent to which the
resultant symptoms and constructs of depression overlap with individuals’ experience of
depression has yet to be formally validated. Without a bottom-up confirmation of the field’s
understanding and assessment of depression, it is impossible to know if some symptoms are
overemphasized, underrepresented, or overlooked entirely. The present paper aims to
explore the degree to which the patient experience and clinical assessment of depressive
symptoms overlap.

With diagnostic criteria changing over the past 25 years (American Psychiatric Association,
1952, 1968, 1980, 1987, 1994, 2000), there is considerable diversity in the symptoms
included across depression assessments. Table 1 illustrates the varying depressive symptoms
included in commonly used interviews and self-report measures. Given this variability, it is
valuable to assess which aspects of depression are most salient from the patient’s
perspective. Individuals who have suffered from or are prone to depression are important
resources regarding the types of symptoms that serve as prodromal signs of the onset of
depression and have the greatest impact on individual functioning. The patient perspective
may provide researchers and clinicians with improved assessments that more fully capture
patients’ experiences and offer new inroads to effective treatment and prevention of
depressive episodes, and might provide insight into the relationship between specific
symptoms and recovery.

The current study was part of the Patient-Reported Outcomes Measurement Information
System® (PROMIS®) project, an ongoing National Institutes of Health (NIH) Roadmap
Initiative. PROMIS seeks to develop brief assessments of patient-oriented outcomes for use
in clinical research that cross several domains of well-being that are applicable across
diagnostic categories (see www.nihpromis.org; Cella et al., 2007; DeWalt, Rothrock, Yount,
Stone, & PROMIS Cooperative Group, 2007; Reeve et al., 2007). One focus area for
PROMIS is negative affect, including depression. Because of the emphasis on patient
reports, PROMIS is collecting patient feedback on assessment development through several
avenues including the use of focus groups. We conducted patient focus groups on depression
in order to achieve three aims: (1) to capture a wide range of the spectrum of depression
experience from lower to high threshold depression symptoms; (2) to perform content
analysis to describe the degree to which current theoretical and clinical assessments of
depression overlap with patient-reported symptoms; and (3) to assess the content validity of
the PROMIS depression item bank from a patient perspective.

Dimensional nature of depressive symptoms

Sample—One PROMIS goal is to develop patient-reported outcome measures that are
relevant across the normal to pathological spectrum. The PROMIS assessments are intended
to provide health status profiles applicable across a wide range of health conditions rather
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than being disease specific. PROMIS item banks provide a dimensional assessment of the
severity of health conditions and are not intended to be a screening or diagnostic tool. Scores
across all 11 PROMIS item banks currently available — physical functioning, pain, fatigue,
emotional distress, sleep and wake disturbance, and social participation — can be derived
with the administration of just a few items (in most cases, 4—6 items using computerized
adaptive testing), making them practical to implement in both clinical and epidemiological
contexts.

Because of our interest in capturing depression across the spectrum of experience, we sought
focus group participants who would likely vary in the severity of their depressive symptoms.
In order to capture our intended dimensional range of depressive symptoms (mild to severe),
we conducted focus groups with individuals receiving speciality mental health treatment and
a sample of medically ill individuals (Barrett, Barrett, Oxman, & Gerber, 1988; Kirmayer,
Robbins, Dworkind, & Yaffe, 1993; Lépine & Briley, 2004; Patten, 2001). Rates of
depression and depressive symptoms increase as one moves from community-based
populations to primary care and speciality medical populations. For example, in clinical
epidemiologic studies of patient populations seen in speciality medical settings (e.g.,
patients receiving care for cancer, lung disease, heart disease, etc.), the point prevalence
rates of major depression range up to 60% (Dew, 1998; Katon, 2003). Thus, we felt that
including medically ill individuals would provide a sample likely to have mild to moderate
depressive symptoms and would afford us the opportunity to characterize symptoms of
depression as they occur across the normative to pathological spectrum.

Twenty-nine adults participated in the study across four focus groups. Participants included
13 psychiatric out-patients diagnosed with major depression and 16 general medical
patients. The sample was 48% women (N = 14), 48% minority (N = 14), and 45% married
(N = 13). Forty-five per cent of the sample had at least a college degree (N = 13), and the
sample mean age was 54.6 years (SD = 11.4). Focus groups ranged in size from 6 to 8
participants. Participant demographic information can be found in Table 2. The local
Institutional Review Boards approved this research. Participants signed informed consent
forms at the respective institution.

Psychiatric participants: Two groups of depressed individuals were recruited from an adult
out-patient psychiatric clinic at Western Psychiatric Institute and Clinic in Pitts-burgh,
Pennsylvania, USA. Individuals were recruited through a research registry of clinic out-
patients who consented to be contacted for research participation. We queried the registry
database to identify individuals with a depressive diagnosis confirmed through medical
records who did not have active substance dependence, schizophrenia, or bipolar disorder.
Of the 384 individuals meeting these criteria, a sample of approximately 50 registry
participants was selected for balanced demographic characteristics. These individuals were
mailed a recruitment letter. Respondents were screened to confirm that they were currently
receiving mental health treatment, had experienced symptoms in the past month, and were
not diagnosed with schizophrenia, bipolar disorder, or active substance dependence. Just
prior to focus group participation, a second medical record review confirmed that all
participants in the depression groups were diagnosed with major depression. Moderator
summaries following the focus groups indicated that participants also mentioned having the
following chronic medical conditions: sleep apnea, high blood pressure, heart transplant
recipient, arthritis, fibromyalgia, and cancer.

Medical participants: The two groups of medical out-patients were recruited from clinics
treating cardiovascular and mixed general medical patients at the Duke University Medical
Center, Durham, North Carolina, USA. Data collection for the Durham groups was
performed by Johnston, Zabor, McManus, Inc. (JZM). JZM, a marketing research firm
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located in North Carolina, is a member of the Council of American Survey Research
Organizations and adheres to the Council’s Code of Standards for confidentiality in research
(see http://www.casro.org/codeofstandards.cfm). The company has extensive experience
identifying, enrolling, and interviewing populations across the USA.

JZM identified potential participants via an existing database of 4,000 medical patients who
had consented to be contacted by JZM to participate in research. JZM queried the consumer
registry database to identify individuals who reported a medical condition and recruited a
representative sample of individuals based on age, gender, race, income level, and
education. Eligibility screens were completed to obtain background information and confirm
active treatment for a medical condition in the past month. Medically ill participants in the
Durham groups were not required to have a specific psychiatric diagnosis and were not
required to be in psychiatric treatment. However, moderator summaries indicated that all
members of the medical condition groups endorsed state-like feelings of sadness and
frustration. Ten of the sixteen also endorsed more chronic negative affect including
worthlessness and hopelessness.

Measures—nParticipants completed the Center for Epidemiologic Studies Depression Scale
(Radloff, 1977), a brief, self-report scale assessing depression. The Center for
Epidemiological Studies — Depression Scale (CES-D) was developed as an epidemiologic
assessment of depressive symptom severity for use in the general population (Radloff,
1977). Item content includes depressed mood, hopelessness, worthlessness, disturbed sleep,
poor appetite, and difficulty concentrating among others. Since its development, the CES-D
has been widely used to assess depressive symptom severity among both the general
population and among psychiatric populations. The CES-D also has a significant record of
use among individuals with medical problems such as chronic pain, cancer, and epilepsy,
where it demonstrates good psychometric properties including specificity and sensitivity
(see Hann, Winter, & Jacobsen, 1999; Jones et al., 2005; Turk & Okifuji, 1994). The
measure consists of 20 items scored on a 0-3 scale with a possible range of 0-60. Higher
scores indicate greater depressive symptom severity. CES-D total scores of 16 or more are
considered indicative of clinically significant symptoms of depression (Ensel, 1986;
Wellisch & Lindberg, 2001). The mean CES-D score in the psychiatric group was 20.5 (SD
= 11.99), indicating moderate depression. The mean for the medical condition group was
10.3 (SD =9.1), reflecting more mild symptoms of depression and supporting our goal to
include individuals across the depression spectrum.

Focus groups—In an effort to limit the idiosyncrasies that might emerge in terms of
regional differences, differences in psychiatric or medical diagnosis, depression level, and
facilitator style, we conducted two focus groups at each of two sites. Our overall goal was to
select a diverse sample of medical and psychiatric patients in which to compare our a priori
hierarchical structure of depression with patient-reported symptoms.

After a review of the literature and consultation with both content and qualitative
methodology experts across the PROMIS network, semi-structured scripts were written for
the focus groups. Moderators used these scripts to elicit group participation and discussion
of specific topics. Open-ended probes focused on: general depressive symptoms; describing
depression to others; recent symptoms experienced; symptoms that most impacted function;
and how depression affected relationships (see Appendix). Participants largely spoke of their
own depression but occasionally commented on their experiences with depressed loved
ones. Facilitators adopted a supportive, non-directive, and non-evaluative stance. They
emphasized group confidentiality and explicitly stated that group consensus was not
required and that individual contributions were valued. Focus group sessions were recorded,
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transcribed and de-identified. The transcripts were coded and analysed using ATLAS.ti
(Muhr & Friese, 2004).

Qualitative data analysis

Code development: As part of the larger PROMIS study, an extensive survey of extant
measures of depression was conducted. The measures were reviewed by experts who sorted
and categorized them into key themes, resulting in 43 distinct categories of depression
symptoms (see Table 3). This hierarchical structure represented an a priori set of codes that
were fully defined and were used to categorize focus group data. The construction of the
item banks and hierarchical structure is described in greater detail elsewhere (DeWalt et al.,
2007).

The University of Pittsburgh’s Qualitative Data Analysis Program (QDAP) assisted with
data analysis. Two investigators, each with over 5 years of clinical experience assessing and
working with depressed individuals, served as coders (M. A. R. K. and T. H.). Using the
PROMIS hierarchical structure as a framework, coders assigned appropriate conceptual
categories to the fewest number of complete sentences that captured the each thematic
concept or symptom being described. Coders were instructed not to infer participants’
meaning or intent. On some occasions, the unit of text coded was one word (e.g., ‘hopeless’)
but more often it was one or more sentences (e.g., ‘But a lot of anxiety. It’s like waiting for
the other shoe to fall”). Coders were permitted to assign more than one code to each sentence
or passage if more than one concept was described. Examples include: ‘sadness and anger’
(coded ‘sadness/depressed affect” and ‘anger’), ‘It depends, sometimes too much sleep,
sometimes not enough’ (coded ‘general sleep disturbance’ and “‘excessive sleep’).

Data coding was performed using an iterative approach. After preliminary coding of the first
transcript, weekly consensus meetings were convened to add or revise codes, clarify code
definitions, and review rater agreement. The consensus group consisted of two coders, two
members of the PROMIS research staff (one of whom is a trained clinical psychologist) and
a data analysis technician from QDAP. Preliminary estimates of inter-rater agreement were
generated for each conceptual category. For consensus purposes, we considered k = .60 to
be acceptable. For conceptual categories with suboptimal agreement (k < .60) discrepancies
were resolved through consensus. In this process, each passage which was ascribed to a
category with low agreement was reviewed by the group. Where discrepancies in coding
were discovered, each coder discussed her rationale for assigning the code or codes she
assigned. Members of the consensus team then discussed coding options and arrived at a
consensus for the passage in question. Coders occasionally agreed to disagree following
discussion. This most often occurred when one coder wanted to include supplementary
codes beyond the principal or secondary codes while the other did not.

Coders also discussed how to rate text that was salient to the experience of depression but
did not fit into existing conceptual categories. If a symptom could not be appropriately
coded into one or more of the conceptual categories, coders were instructed to assign a code
labelled “other’. These ‘other’ code quotations later served as a check of the
comprehensiveness of the hierarchical structure, that is, if patients mentioned novel
symptoms, the conceptual category structure could be expanded.

Transcript review was an iterative process, in that text previously reviewed could be re-
coded as needed so that all coding conventions were uniformly applied across the four
transcripts. Coding decisions were transferred to each coder’s individual documents either
during or soon after each consensus meeting. Once final coding decisions were documented
on all four transcripts, files from each coder were merged into a single document. Redundant
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codes (text where both coders applied the same code) were removed, resulting in a single
file for final analyses.

This iterative consensus approach was similar to coding approaches used in psychology and
psychiatry, whereby an individual or individuals code information and then present it to a
group, which then adjudicates until a consensus code is obtained. For example, consensus
approaches are commonly used to rate life-events in the Bedford life-events and difficulties
schedule (Brown & Harris, 1978) and to make comprehensive clinical judgments using best
estimate decision making (Spitzer, 1983). Further, this style of coding and code revision via
consensus is commonplace with focus group analyses. While it is not as amenable to
traditional replication and reporting of inter-rater reliabilities, it allows for more
comprehensive and dynamic description of the data collected than would a static,
independent data analysis plan.

To confirm the code assignments that were made, a third coder was recruited to
independently code all four transcripts. Brief training, consisting of 1 h in person, 30 min via
phone and brief written instruction, was conducted so that the third coder would be familiar
with the coding conventions used in the first coding effort. The coder (E. B.) was a doctoral
student in clinical psychology with significant experience in depression assessment.
Transcripts were provided indicating the passages that were previously coded by the
consensus group but with codes omitted. These transcripts were then recoded by the third
coder so that we could assess reliability. Kappa statistics were calculated for codes that were
assigned at least 10 times across transcripts in the initial coding effort (excluding the ‘other’
code) and an overall kappa score was calculated.

structure and endorsement

The vast majority (93%) of conceptual categories in the a priori hierarchical structure were
mentioned by participants. The three conceptual categories not mentioned by participants
were ‘poor mood distinct from grief or loss’, ‘troubling dreams’, and ‘somatic arousal’. In
several instances, participants reported broad concepts associated with these symptoms, but
did not endorse the specific conceptual category. For instance, many participants described
feelings of grief, but did not explicitly describe their feelings of depression as distinct from
grief. Similarly, with regard to somatic arousal, some participants endorsed anxiety,
nervousness, or worry about the future but did not report specific somatic symptoms (e.g.,
sweating, increased heart rate). Of interest, this is in line with the tripartite model of anxiety
and depression which allocates somatic arousal exclusively to anxiety while the emotional
experience of anxiety shares variance with depression (Watson et al., 1995).

The most frequently endorsed a priori conceptual categories were ‘sadness/depressed
affect’, ‘interpersonal alienation or sensitivity’, ‘interpersonal conflict’, and “social
withdrawal’ (see Table 2). While most quotes (64%) only had a single conceptual category
assigned to them, 36% were assigned to two or more conceptual categories. The average
number of conceptual categories assigned to each quote was 1.53 (SD = 1.03).

A posteriori conceptual categories

To capture emerging symptom-related themes that were not well accounted for in the a
priori hierarchical structure, nine conceptual categories were added during the consensus
coding process: ‘anger’, ‘anxiety’, ‘paranoia’, ‘regretful rumination’, ‘substance use’,
‘alexithymia’, “avoidance’, ‘emotional pain’, and ‘amotivation’. Table 4 presents example
quotes from each of these a posteriori conceptual categories.
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Although ‘irritability’ was an a priori conceptual category, the concept often failed to
characterize the intensity of anger that participants expressed. Of the a posteriori symptom-
related conceptual categories, ‘anger’ (including any reference to anger, rage, or violence)
was the most frequently mentioned (60 occurrences). Notably, anger was reported more
often than any of the symptoms included in the DSM diagnosis of major depressive disorder,
with the exception of sadness.

Anxiety was added to cover symptoms such as worry, anxiety, and nervousness. Anxiety
symptoms are commonly known to co-occur with depression (Sartorius, Ustun, Lecrubier, &
Wittchen, 1996; Watson et al., 1995) and are included in several prominent measures of
depression (Hamilton, 1960). However, a goal of the parent study was to establish separate,
mutually exclusive hierarchical structures for anxiety and depression in an attempt to
differentiate between the conditions. As such, anxiety had been excluded from the
depression hierarchical structure.

The final symptom-related conceptual categories captured references to paranoia, regretful
rumination, substance use, alexithymia, avoidance, amotivation, and emotional pain. Though
there was an a priori conceptual category for rumination, participants described the concept
differently than common research or clinical definitions, which relate to the negative over-
interpretation of symptoms and interpersonal slights (Nolen-Hoeksema & Morrow, 1991).
Patients described intrusive thoughts of regret and self-blame about past mistakes that were
conceptually distinct from the a priori conceptual categories (e.g., self-criticism,
worthlessness, and guilt); we labelled these ‘regretful rumination’ (see Watkins, 2008).
Although paranoia, alexithymia, and amotivation were infrequently endorsed, several
participants described each of these symptoms as clearly associated with depression.
However, their descriptions were more general than any symptom conceptual category in the
a priori hierarchical structure. To appropriately categorize these experiences, we added
conceptual categories for each. Lastly, we added conceptual categories for ‘substance use’ in
order to capture references to alcohol or substance use in response to depression and
‘emotional pain’ in order to capture participants’ descriptions of non-physical but marked
pain that was distinct from depressed, labile, or irritable mood.

Three additional conceptual categories captured contextual facets of depression. References
to the death of a loved one, relative, or, on a few occasions, a pet, were coded ‘grief’.
Usually, grief was mentioned as a cause of depression. Participants also repeatedly
discussed methods they used to remediate their depression, which were coded as ‘coping’.
Participants’ idiosyncratic descriptions of the causes of their depression were coded ‘causal
attribution’ regardless of the evidence base for such assertions. Causal attributions ranged
from comments regarding familial transmission of depression to weather as a cause of
depression (see Table 5).

In addition to the aforementioned conceptual categories with specific content, a catch-all
‘other’ code was added to identify salient but infrequently mentioned experiences. Included
were experiences of stigma associated with depression and idiosyncratic comments. After
removing quotes assigned to an a posteriori conceptual category, quotes remaining in the
‘other’ code category typically did not pertain to the symptoms of depression and were
idiosyncratic enough not to merit separate categories or additional codes.

Inter-rater reliability of coding

As stated above, a third coder reviewed the transcripts and independently applied codes.
These codes were then compared using a kappa calculator developed by QDAP scientists
(available at http://cat.ucsur.pitt.edu). Calculated across transcripts including codes assigned
at least 10 times in the primary coding process, k = .56.
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Discussion

To our knowledge, the present work represents the first attempt to determine the degree to
which individuals with personal experience with depression (whether of clinical or
subclinical severity) spontaneously identify the same symptoms and constructs that
researchers and clinicians use to describe, assess, and diagnose depression. Frank et al.
(2007) conducted a similar focus group study with depressed individuals, but used a
discussion guide based on specific diagnostic symptoms. In contrast, our probes were open-
ended allowing participants to describe their symptoms in a more naturalistic way. Thus, we
hoped to capture patient experiences of depression without biasing them towards symptoms
that are considered diagnostically important.

We found that individuals with mild to severe depression do report the vast majority of
symptoms that clinical researchers have identified as diagnostic indicators of depression and
depressive symptom severity. Over 90% of the a priori hierarchical structure was generated
by participants in response to open-ended probes, including cognitive, behavioural, social/
interpersonal, somatic, and affective components of depression. In contrast, only three a
priori conceptual categories were not mentioned by focus group participants, while nine
concepts mentioned by participants were not included in our a priori codes. Of these, anger
and anxiety were most frequently discussed (see Table 4) while the remaining a posteriori
conceptual categories were mentioned 10 or fewer times. Interestingly, Frank et al. (2007)
also identified anger and anxiety as key components of depression that emerged among their
focus group participants. Our results (and those of Frank et al., 2007) provide reassuring
evidence that depression, as described by patients across the depressive spectrum, is
generally well characterized by existing assessment tools and methods. Focus groups
generally did not require the generation of new items for depression and supported the
content validity of the original PROMIS conceptual framework and item pool.

In addition to confirming existing methods, our focus group findings highlight several
promising avenues for future inquiry. One area is the centrality of strained interpersonal
relationships in major depressive disorder. Of the a priori conceptual categories, we found
that interpersonal concepts (loneliness, interpersonal alienation, interpersonal conflict, and
social withdrawal and isolation) were the most commonly endorsed [175 unique occurrences
out of 744 quotes (24%)] and were among the 10 most frequently used codes. Although
there was a specific probe asking about the interpersonal impact of depression included in
the focus group guide, interpersonal conflicts were spontaneously mentioned quite early in
discussion. In 3 out of the 4 of the focus groups, the moderator omitted the specific
interpersonal impact probe because the topic had already been thoroughly discussed. This
speaks to the weight and importance that participants gave to the interpersonal consequences
of depression. One possibility is that the interpersonal conflicts mentioned by participants,
particularly in the depression group, are a function of personality disorders. Certainly,
depression and personality disorders are often comorbid (Dunayevich et al., 2000;
Leibbrand, Hiller, & Fichter, 1999; O’Brien & Vincent, 2003; Starcevic, Bogojevic,
Marinkovic, & Kelin, 1999; Verheul, 2001) and interpersonal difficulties have been used to
screen for personality disorders (Pilkonis, Kim, Proietti, & Barkham, 1996; Scarpa et al.,
1999; Stern, Kim, Trull, Scarpa, & Pilkonis, 2000). However, there was no screening for or
diagnosis of personality disorders completed as part of this study and this idea will need
further research.

The centrality of interpersonal comments in our groups is consistent with a large body of
research demonstrating the negative effects of depression on interpersonal relationships.
There is theoretical and clinical support that points to negative interpersonal function as both
a propagator and perpetuator of depression (see Joiner, 2000). Similarly, interpersonal
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stressors are often associated with the onset of depression in psychotherapy theory,
providing inroads for treating depression. This can be seen in the interpersonal
psychotherapy (IPT) model (Klerman, Weissman, Rounsaville, & Chevron, 1984) for
depression, which has demonstrated effectiveness in the treatment of mild to moderate
depression. IPT conceptualizes disturbed social relationships as both a possible cause and
consequence of depression and seeks to remediate depression by rebuilding interpersonal
strengths. Other approaches also focus on interpersonal function as a means of alleviating
depressive symptoms. Our findings suggest that interpersonal consequences should be
examined in conjunction with the assessment of major depressive disorder in order to fully
capture a participant’s experience of depression. Our findings also broadly support overlap
between the World Health Organization’s (2007) tripartite framework of physical,
emotional, and social health and participants’ conceptualizations of what it means to be a
‘healthy’ individual, and supports Joiner’s (2000) focus on the importance of interpersonal
function on the initiation and maintenance of depression.

Research in psychiatric nosology (Krueger, 1999) suggests that the ‘structure of common
mental disorders’ (excluding psychosis) can be captured at a general (second-order) level by
two dimensions of psychopathology: an internalizing dimension reflected in unipolar
depression and anxiety disorders and an externalizing dimension reflected in antisocial
behaviour, anger, aggression, hostility, alcohol, and substance abuse. Our focus group
findings were consistent with epidemiological studies documenting the substantial co-
occurrence of internalizing and externalizing problems (Verhurst & van der Ende, 1993).
Specifically, we found evidence that anxiety is an integral component of patients’
experience of depression, and that externalizing behaviours such as anger and substance use
are also viewed as symptoms of depression. Further research is needed to clarify the
direction and nature of the relationship between these co-occurring problems and patients’
experience of depression.

Another area worthy of further research is the importance of anger in characterizing
patients’ experience of depression. The frequency with which anger was spontaneously
reported highlights the importance of this construct in our focus groups, echoing the
experiences of other depressed focus group participants (Frank et al., 2007). The
relationship between anger and depression is not a new concept. The traditional
psychodynamic conceptualization of depression describes depression as ‘anger turned
inward’ against the self (Blatt, 1998; Troisi & D’Argenio, 2004). Previous studies in
medically and psychiatrically ill patients have documented a relationship between anger and
depression, with some researchers identifying a subtype of depression characterized by
irritability and anger attacks (Fava, 1998; Fava et al., 1993). Further investigation of patient
experiences with anger may help to clarify the relationship between depression and anger,
and may contribute to the depth and breadth of depression assessment.

A final area for future research is the role of personal narratives in conceptualizing
emotional health. In our focus groups, personal narratives about contextual facets of
depression, such as grief and coping, occurred frequently, even though these topics were not
solicited by the facilitators. When our participants discussed depression, they wanted to talk
about not only which symptoms they experienced, but how their depression had come about
and what they have done about it. While contextual factors do not necessarily inform
standardized assessments of depression, they suggest that attention to patients’ search for
meaning about their symptoms represents an important aspect of treatment.

A limitation of this work is the relatively small sample size. However, it should be
recognized that the aim of qualitative research is to capture the experience of representative
members of the population of interest rather than to accurately estimate population scores, as
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is the goal of quantitative work. As such, there is much more emphasis on the quality of the
data than on the quantity in focus group work. That said CES-D scores for both the
depression groups and medical condition groups were consistent with the epidemiological
literature on depression. In the current study, the mean CES-D score in the psychiatric group
was 20.5 (SD = 11.99), which exceeds the clinical cut-off score of 16 on the CES-D. The
mean for the medical condition group was 10.3 (SD = 9.1), reflecting more ‘mild’ symptoms
of depression and supports our goal of inclusion of individuals across the dimensional
spectrum of depressive symptoms.

Although there is high comorbidity between physical illness and depression, it is possible
that medically and psychiatrically ill patients experience symptoms differently. For example,
‘poor energy’ may be interpreted differently by someone suffering from cardiovascular
disease than to someone suffering with a psychiatric condition. However, moderator
summaries indicated a fair degree of overlap of both psychiatric and medical conditions in
all of our groups. Thus, a fair critique may be that our samples were not divergent enough to
distinguish between medically related depression and psychiatrically related depression.
Given the prevalence of psychiatric and medical comorbidity, it may be misleading to
recommend that future groups be conducted with more ‘pure’ samples. Instead, it may be
useful in future work to recruit a broader sample of individuals from multiple sites to ensure
coverage of the full spectrum of depressive symptoms and possible variation among
demographic and diagnostic categories, especially given that depressive symptoms are
commonly experienced by individuals, particularly chronically medically ill individuals,
even if they do not develop a clinically significant depression as a result.

Another potential limitation inherent in most focus group research is that analysis is based
on what participants report and may not completely reflect all of their experiences. For this
reason, the fact that three concepts in the a priori hierarchical structure were not mentioned
should not be taken to mean that they lack content validity. Elicitation of specific symptoms
may require the types of pointed questions included in assessment batteries and symptoms
checklists. An alternate explanation is that participants do not connect specific symptoms to
mood disorders, because they attribute the symptoms to other medical, physical, or
behavioural issues. It is also possible that individuals may not mention particular
experiences when asked about depression because they do not associate them with
depression, do not have insight into certain experiences or do not view them as pathological.

In addition, we were slightly disappointed in the inter-rater reliability statistic that we
achieved. While our score of .56 was close to the .60 we consider to be acceptable, it is
objectively low. However, given the number of categories that we identified for coding and
the relatively minimal training that was afforded to our coder, we feel that our reliability
score provides evidence that the coding system is moderately reliable. It is likely that the
system could be simplified or more intensively trained to achieve more consistent results.

These limitations notwithstanding, the present work provides strong evidence that the
symptoms and syndrome that psychiatry and psychology have defined as depression
converges with how individuals in our sample experienced depression and conceptualize the
construct. It also lends credence to the hierarchical structure developed in the parent study,
PROMIS. With few exceptions, individuals representing the range of depressive
symptomatology spontaneously described depressive symptoms that overlap significantly
with clinical concepts of what it is to be depressed. However, this work also suggests that
important aspects of the experience of depression, such as anger and interpersonal
difficulties, may not be as well represented in the clinical assessments. Furthermore, there
was a clear need for our participants to ‘tell the story’ of their depression rather than limiting
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their discussion to their current symptom profiles. As clinical science moves more towards
patient-focused outcomes and assessment these themes deserve further attention.

Acknowledgments

The PROMIS is a NIH Roadmap Initiative to develop a computerized system measuring patient-reported outcomes
in respondents with a wide range of chronic diseases and demographic characteristics. ‘Patient-Reported Outcomes
Measurement Information System’ and ‘PROMIS’ are registered trademarks of the NIH. PROMIS was funded by
cooperative agreements to a Statistical Coordinating Center (Evanston Northwestern Healthcare, Principal
Investigator (P1): David Cella, PhD, U01AR52177) and six Primary Research Sites (Duke University, PI: Kevin
Weinfurt, PhD, U01AR52186; University of North Carolina, PI: Darren DeWalt, MD, MPH, U01AR52181,
University of Pittsburgh, P1: Paul A. Pilkonis, PhD, U01AR52155; Stanford University, PI: James Fries, MD,
UO01AR52158; Stony Brook University, PI: Arthur Stone, PhD, U01AR52170; and University of Washington, PI:
Dagmar Amtmann, PhD, U01AR52171). NIH Science Officers on this project are Deborah Ader, PhD, Susan
Czajkowski, PhD, Lawrence Fine, MD, DrPH, Louis Quatrano, PhD, Bryce Reeve, PhD, William Riley, PhD, and
Susana Serrate-Sztein, MD. This manuscript was reviewed by the PROMIS Publications Subcommittee prior to
external peer review. See the web site at www.nihpromis.org for additional information on the PROMIS
cooperative group.

The authors wish to thank Nathan Dodds, Kelly Johnston, and Catherine Maihoefer.

References

American Psychiatric Association. Diagnostic and Statistical Manual of Mental Disorders. 1.
Washington, DC: Author; 1952.

American Psychiatric Association. Diagnostic and Statistical Manual of Mental Disorders. 2.
Washington, DC: Author; 1968.

American Psychiatric Association. Diagnostic and Statistical Manual of Mental Disorders. 3.
Washington, DC: Author; 1980.

American Psychiatric Association. Diagnostic and Statistical Manual of Mental Disorders. 3.
Washington, DC: Author; 1987. Text revision

American Psychiatric Association. Diagnostic and Statistical Manual of Mental Disorders. 4.
Washington, DC: Author; 1994.

American Psychiatric Association. Diagnostic and Statistical Manual of Mental Disorder. 4.
Washington, DC: Author; 2000. Text revision

Barrett JE, Barrett JA, Oxman TE, Gerber PD. The prevalence of psychiatric disorders in a primary
care practice. Archives of General Psychiatry. 1988; 45(12):1100-1106. [PubMed: 3264145]

Beck, AT.; Steer, RA.; Brown, GK. Manual for the Beck Depression Inventory-Il. San Antonio, TX:
Psychological Corporation; 1996.

Beck AT, Ward CH, Mendelson M, Mock J, Erbaugh J. An inventory for measuring depression.
Archives of General Psychiatry. 1961; 4:53-63.

Blashfield, RK. Diagnostic models and systems. In: Bellack, AS.; Hersen, M., editors. Comprehensive
clinical psychology. New York: Pergamon; 1998. p. 57-60.

Blatt SJ. Contributions of psychoanalysis to the understanding and treatment of depression. Journal of
the American Psychoanalytic Association. 1998; 46:722-752.10.1177/00030651980460030301
[PubMed: 9795889]

Brown, GW.; Harris, TO. Social origins of depression: A study of psychiatric disorder in women.
London: Tavistock; 1978.

Cella D, Yount S, Rothrock N, Gershon R, Cook K, Reeve B. PROMIS Cooperative Group. The
patient reported outcomes measurement information system (PROMIS): Progress of an NIH
roadmap cooperative group during its first two years. Medical Care. 2007; 45(5):S3—
$11.10.1097/01.mIr.0000258615.42478.55 [PubMed: 17443116]

Dew, MA. Psychiatric disorder in the context of physical illness. In: Dohrenwend, BP., editor.
Adverisity, stress, and psychopathology. New York: Oxford University Press; 1998. p. 177-218.

Br J Clin Psychol. Author manuscript; available in PMC 2011 October 9.



1duasnuey Joyiny vd-HIN 1duasnuey Joyiny vd-HIN

1duasnuey Joyiny vd-HIN

Kelly etal.

Page 12

DeWalt DA, Rothrock N, Yount S, Stone AA. PROMIS Cooperative Group. Evaluation of item
candidates: The PROMIS qualitative item review. Medical Care. 2007; 45(5):S12—
$21.10.1097/01.mlr.0000254567.79743.e2 [PubMed: 17443114]

Dunayevich E, Sax KW, Keck PE Jr, McElroy SL, Sorter MT, McConville BJ, Strakowski SM.
Twelve-month outcome in bipolar patients with and without personality disorders. Journal of
Clinical Psychiatry. 2000; 61(2):134-139. [PubMed: 10732661]

Ensel, WM. Measuring depression: The CES-D scale. In: Lin, N.; Dean, A.; Ensel, WM., editors.
Social support, life events, and depression. New York: Academic; 1986. p. 51-70.

Fava M. Depression with anger attacks. Journal of Clinical Psychiatry. 1998; 59(18):5S18-S22.

Fava M, Rosenbaum JF, Pava JA, McCarthy MK, Steingard RJ, Bouffides E. Anger attacks in unipolar
depression, part I: Clinical correlates and response to fluoxetine treatment. American Journal of
Psychiatry. 1993; 150:1158-1163. [PubMed: 7848377]

Frank L, Matza LS, Hanlon J, Mannix S, Revicki DA, Feltner D, Morlock RJ. The patient experience
of depression and remission: Focus group results. Journal of Nervous and Mental Disease. 2007;
195(8):647-654.10.1097/NMD.0b013e31811f400f [PubMed: 17700296]

Hamilton M. A rating scale for depression. Journal of Neurology, Neurosurgery and Psychiatry. 1960;
23:56-62.10.1136/jnnp.23.1.56

Hann D, Winter K, Jacobsen P. Measurement of depressive symptoms in cancer patients: Evaluation
of the Center for Epidemiological Studies Depression Scale (CES-D). Journal of Psychomatic
Research. 1999; 46(5):437-443.10.1016/S0022-3999(99)00004-5

Joiner TE Jr. Depression’s vicious scree: Self-propagating and erosive processes in depression
chronicity. Clinical Psychology: Science and Practice. 2000; 7(2):203-218.10.1093/clipsy/7.2.203

Jones JE, Hermann BP, Woodard JL, Barry JJ, Gilliam F, Kanner AM, Meador KJ. Screening for
major depression in epilepsy with common self-report depression inventories. Epilepsia. 2005;
46(5):731-735.10.1111/j.1528-1167.2005.49704.x [PubMed: 15857440]

Katon WJ. Clinical and health services relationships between major depression, depressive symptoms,
and general medical illness. Biological Psychiatry. 2003; 54(3):216-226.10.1016/
S0006-3223(03)00273-7 [PubMed: 12893098]

Kirmayer LJ, Robbins JM, Dworkind M, Yaffe MJ. Somatization and the recognition of depression
and anxiety in primary care. American Journal of Psychiatry. 1993; 150(5):734-741. [PubMed:
8480818]

Klerman, GL.; Weissman, MM.; Rounsaville, BJ.; Chevron, E. Interpersonal psychotherapy of
depression. New York: Basic; 1984.

Krueger RF. The structure of common mental disorders. Archives of General Psychiatry. 1999;
56:921-926.10.1001/archpsyc.56.10.921 [PubMed: 10530634]

Leibbrand R, Hiller W, Fichter M. Influence of personality disorders on therapy outcome in
somatoform disorders at 2-year follow-up. Journal of Nervous and Mental Disease. 1999; 187(8):
509-512.10.1097/00005053-199908000-00008 [PubMed: 10463069]

Lépine JP, Briley M. The epidemiology of pain in depression. Human Psychophar-macology. 2004;
19(S1):S3-S7.10.1002/hup.618

Montgomery SA, Asberg M. A new depression scale designed to be sensitive to change. British
Journal of Psychiatry. 1979; 134:382-389.10.1192/bjp.134.4.382 [PubMed: 444788]

Muhr, T.; Friese, S. User’s manual for ATLAS.ti 5.0. 2. Berlin: Scientific Software Development;
2004.

Nolen-Hoeksema S, Morrow J. A prospective study of depression and posttraumatic stress symptoms
after a natural disaster: The 1989 Loma Prieta earthquake. Journal of Personality and Social
Psychology. 1991; 61:115-121.10.1037/0022-3514.61.1.115 [PubMed: 1890582]

O’Brien KM, Vincent NK. Psychiatric comorbidity in anorexia and bulimia nervosa: Nature,
prevalence and causal relationships. Clinical Psychology Review. 2003; 23(1):57-74.10.1016/
S0272-7358(02)00201-5 [PubMed: 12559994]

Patten SB. Long-term medical conditions and major depression in a Canadian population study at
waves 1 and 2. Journal of Affective Disorders. 2001; 63(1-3):35-41.10.1016/
S0165-0327(00)00186-5 [PubMed: 11246078]

Br J Clin Psychol. Author manuscript; available in PMC 2011 October 9.



1duasnuey Joyiny vd-HIN 1duasnuey Joyiny vd-HIN

1duasnuey Joyiny vd-HIN

Kelly etal.

Appendix

Page 13

Pilkonis PA, Kim Y, Proietti JM, Barkham M. Scales for personality disorders developed from the
inventory of interpersonal problems. Journal of Personality Disorders. 1996; 10(4):355-3609.

Radloff LS. The CES-D scale: A self-report depression scale for research in the general population.
Applied Psychological Measurement. 1977; 1:385-401.10.1177/014662167700100306

Reeve BB, Hays RD, Bjorner JB, Cook KF, Crane PK, Teresi JA, ... & PROMIS Cooperative Group.
Psychometric evaluation and calibration of health-related quality of life item banks: Plans for the
patient-reported outcome measurement information system (PROMIS). Medical Care. 2007;
45(5):522-S31.10.1097/01.mIr.0000250483.85507.04 [PubMed: 17443115]

Sartorius N, Ustun TB, Lecrubier Y, Wittchen H. Depression comorbid with anxiety: Results from the
WHO study on psychological disorders in primary health care. British Journal of Psychiatry. 1996;
168:38-43.10.1192/bjp.168.1.38 [PubMed: 8770426]

Scarpa A, Luscher KA, Smalley KJ, Pilkonis PA, Kim Y, Williams WC. Screening for personality
disorders in a nonclinical population. Journal of Personality Disorders. 1999; 13(4):345-360.
[PubMed: 10633315]

Spitzer RL. Psychiatric diagnosis: Are clinicians still necessary? Comprehensive Psychiatry. 1983;
24(5):399-411.10.1016/0010-440X(83)90032-9 [PubMed: 6354575]

Starcevic V, Bogojevic G, Marinkovic J, Kelin K. Axis | and axis Il comorbidity in panic/agoraphobic
patients with and without suicidal ideation. Psychiatry Research. 1999; 88(2):153-161.10.1016/
S0165-1781(99)00078-5 [PubMed: 10622351]

Stern BL, Kim Y, Trull TJ, Scarpa A, Pilkonis PA. Inventory of Interpersonal Problems Personality
Disorder scales: Operating characteristics and confirmatory factor analysis in nonclinical samples.
Journal of Personality Assessment. 2000; 74(3):459-471.10.1207/S15327752JPA7403_9
[PubMed: 10900572]

Troisi A, D’Argenio A. The relationship between anger and depression in a clinical sample of young
men: The role of insecure attachment. Journal of Affective Disorders. 2004; 79(1-3):269—
272.10.1016/S0165-0327(02)00406-8 [PubMed: 15023506]

Turk DC, Okifuji A. Detecting depression in chronic pain patients: Adequacy of self-reports.
Behavioral Research and Therapy. 1994; 32(1):9-16.10.1016/0005-7967(94)90078-7

Verheul R. Co-morbidity of personality disorders in individuals with substance use disorders.
European Psychiatry. 2001; 16(5):274-282.10.1016/S0924-9338(01)00578-8 [PubMed:
11514129]

Verhurst FC, van der Ende J. ‘Comorbidity” in an epidemiological sample: A longitudinal perspective.
Journal of Child Psychology and Psychiatry and Allied Disciplines. 1993; 34(5):767-783.10.1111/
j.1469-7610.1993.th01070.x

Watkins ER. Constructive and unconstructive repetitive thought. Psychological Bulletin. 2008; 134(2):
163-206.10.1037/0033-2909.134.2.163 [PubMed: 18298268]

Watson D, Clark LA, Weber K, Assenheimer JS, Strauss ME, McCormick RA. Testing a tripartite
model: 1. Evaluating the convergent and discriminant validity of anxiety and depression symptom
scales. Journal of Abnormal Psychology. 1995; 104:3-14.10.1037/0021-843X.104.1.3 [PubMed:
7897050]

Wellisch DK, Lindberg NM. A psychological profile of depressed and nondepressed women at high
risk for breast cancer. Psychosomatics. 2001; 42(4):330-336.10.1176/appi.psy.42.4.330 [PubMed:
11496022]

World Health Organization. Basic documents. 46. Geneva: Author; 2007.

Sample of focus group questions

Experience and description of depression

Q) What words or phrases do you use to describe depression to family or friends in
terms of symptoms or feelings?
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(4)

Impact of depression
()
(6)
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What would you like to tell your doctor or clinician about your experience with
depression? By this we mean to ask if there is something about depression
symptoms that your doctor may not know about, may under-appreciate, or may
frankly ignore.

* Do you describe depression differently to loved ones than doctors?

Describe what your depression has been like in the last 7 days or the last time
you felt depressed?

I noticed that some of you used language about how much of the time you were
depressed (e.g., the number of days) and some used language describing how
bad or severe the depression was. In your opinion, is one of these aspects of
depression more informative?

Frequency probes:
*  Out of 7 days, how many days in a given week do you feel depressed?
*  What proportion of a given day?

Intensity/severity probes:

* Inthe last 7 days, what was your worst day of depression like?

What impact has depression had in your life?

How does your depression affect your relationships with members of your
family and your friends?

Which depression symptoms interfere with your day-to-day activities?

Management of depression

(8)

What helps you continue in recovery and decreases your risk of getting
depressed again?
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Table 2
Demographics by diagnostic category
Psychiatric sample (N = 13; N (%) or mean Medical sample (N = 16; N (%) or mean

(SD)) (SD)) tory?
Women 4 (31%) 10 (63%) 2.89
Caucasian 6 (46%) 9 (56%) 0.29
African-American 5 (39%) 6 (38%) 0.00
Married/living together 3 (23%) 10 (63%) 450"
Age 48.7 (10.5) 59.5 (9.8) 2 8a*
High school/GED 4 (31%) 2 (13%) 1.45
Some college/technical degree 7 (54%) 3 (23%) 391"
College or more 2 (15%) 11 (69%) 8.26™*
Income less than $20,000/yr 10 (77%) 2 (13%) 12077
Employment rate 3 (23%) 5 (31%) 0.24
CES-D 205 (12.4) 10.3(10.2) 237"

Note. CES-D, Center for Epidemiological Studies — Depression Scale (Radloff, 1977); GED, General Education Diploma;

*

*:

p<.05;

*
p <.005.
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