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Abstract
Studies have identified significant linkages between depression and diabetes, with depression associated with poor selfmanagement behaviour, poor clinical outcomes and high rates of mortality. However, findings are not consistent across
studies, yielding confusing and contradictory results about these relationships. We suggest that there has been a failure to
define and measure ‘depression’ in a consistent manner. Because the diagnosis of depression is symptom-based only, without
reference to source or content, the context of diabetes is not considered when addressing the emotional distress experienced
by individuals struggling with diabetes. To reduce this confusion, we suggest that an underlying construct of ‘emotional
distress’ be considered as a core construct to link diabetes-related distress, subclinical depression, elevated depression
symptoms and major depressive disorder (MDD). We view emotional distress as a single, continuous dimension that has two
primary characteristics: content and severity; that the primary content of emotional distress among these individuals include
diabetes and its management, other life stresses and other contributors; and that both the content and severity of distress be
addressed directly in clinical care. We suggest further that all patients, even those whose emotional distress rises to the level of
MDD or anxiety disorders, can benefit from consideration of the content of distress to direct care effectively, and we suggest
strategies for integrating the emotional side of diabetes into regular diabetes care. This approach can reduce confusion
between depression and distress so that appropriate and targeted patient-centred interventions can occur.
Diabet. Med. 31, 764–772 (2014)

Introduction
An extensive literature has developed that explores the
linkages between depression, self-care behaviour and glycaemic control among adults with diabetes. The reportedly high
prevalence of depression in this population and its association with mortality, emergence of complications, increased
hospitalizations and healthcare costs [1–3] have spurred
widespread interest in assessment and treatment, and in more
fully understanding the mechanisms that underlie these
relationships [4].
A careful review of this literature, however, indicates
widespread inconsistencies that cause us to question our
understanding of the underlying relationship between depression and diabetes. These inconsistencies across studies fall
into three general areas: differences (1) in the reported
prevalence of depression, (2) in the association between
depression and self-management and (3) in the association
between depression and glycaemic control.
Correspondence to: Lawrence Fisher. Email: fisherl@fcm.ucsf.edu.
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Regarding prevalence, although meta-analyses have demonstrated high levels of depression among individuals with
diabetes [5], Nouwen et al. [6], Golden et al. [7] and Mezuk
et al. [8] have shown that depression is elevated only among
diagnosed patients and not among those with undiagnosed
diabetes or impaired fasting glucose. Furthermore, both Pan
et al. [9] and Li et al. [10] have shown that depression
symptoms are highest among those treated with insulin,
compared with those not on medications or on oral medications, and Pouwer et al. [11] have shown that depression is
much more prevalent among those with co-morbid diseases
and complications compared with those without. These
studies suggest that the prevalence of depression among those
with diabetes is not uniform: it is limited to those who have
been formally diagnosed, and it is significantly higher among
those with poorer health and those who have been prescribed
more aggressive treatments, thus reflecting the burden of
treatment, advancing disease or both.
In a meta-analytic review, Gonzalez et al. [12] reported
that symptoms of depression are consistently associated with
poorer diabetes self-management. However, the only study
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included in this review that used a gold-standard structured
clinical interview to diagnose major depressive disorder
(MDD) found no significant relationship between MDD
and self-management [13]. Other studies have shown that
the effect of depressive symptoms on poor self-management can be observed even if probable cases of MDD are
excluded from analysis [14,15], calling into question the
role of co-morbid MDD in explaining these relationships.
Finally, initial studies demonstrated that symptoms of
depression are significantly related to poor glycaemic control
among individuals with diabetes [16]. However, subsequent
studies have failed to confirm earlier findings [17–19].
Moreover, interventions that successfully reduce depression
among those with diabetes indicate no consistent corresponding improvement in glycaemic control or self-management [20,21].
How might we explain these inconsistent findings? We
suggest that there has been a failure to appreciate the context
that diabetes provides for understanding the source, reported
content and severity of the ‘depression’ experienced by many
patients struggling with this disease. In this report we discuss
how consideration of the emotional burden of self-management, threats of complications and potential loss of functioning—called ‘diabetes distress’—may resolve some of this
confusion and enhance our understanding of the potential
mechanisms of their interaction. This discussion leads us to
identify problems with the definition and measurement of
both depression and diabetes distress and to observe areas of
potential overlap. Throughout, we review implications for
intervention.

Differences between definitions of
depression and distress in diabetes
Major depressive disorder, the primary affective disorder in
the diabetes literature, and diabetes distress have evolved
from very different histories and theoretical perspectives,
they have different definitions and they have very different
implications for understanding aetiology and treatment
[22,23]. Yet the terms have often been used without fully
grasping how they reflect the very different conceptualizations of the phenomena they describe. We contrast these
differences below.

Major depressive disorder

Major depressive disorder is a psychiatric disorder that
emerges from a tradition of research in clinical diagnosis
and psychopathology. MDD, as defined by the Diagnostic
and Statistical Manual of Mental Disorders, fifth edition
(DSM-V), with linkages to the International Classification of
Diseases, 10th revision (ICD-10), requires the presence of at
least five of nine well-defined diverse symptoms that persist
over at least 2 weeks. Symptoms must also cause significant
emotional distress and/or impairment in functioning
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(Table 1). This operational definition of MDD raises two
major problems. First, and perhaps most importantly, MDD
is arguably among the very few diagnoses in the medical
nomenclature that is not defined by aetiology: the diagnostic
criteria are exclusively symptom-based, they do not specify a
cause or a disease process, and they do not direct a choice
among treatments [24]. MDD is not content-related in so far
that it does not describe pathology based on relevant causes,
perturbations or contextual stressors [25]. Thus, MDD does
not distinguish between what may be an expected reaction to
a significant life stressor, such as reacting to a new diabetes
complication, and what is pathological in any systematic or
empirically supported way [26]. This is particularly problematic when considering that emotional distress is a nonspecific indicator of most psychological problems [4] and
there is a risk of considering something pathological when it
could easily be an expected reaction to a challenging life
problem, as in diabetes [22,26]. Second, MDD does not
distinguish among the considerable heterogeneity of symptoms that can be experienced by patients who receive the
same diagnosis [27]. This has led to an improved reliability of
diagnosis, but at the expense of validity [28].

Diabetes distress

Diabetes distress refers to a far broader affective experience
than MDD. It captures the worries, concerns and fears
among individuals struggling with a progressive and
demanding chronic disease such as diabetes [18]. Diabetes
distress emerges from two very different theoretical traditions than MDD: research on stress and coping and research
on emotional regulation in response to specific acute or
chronic stressors. In both of these areas, emotions are
understood as emerging from specific situational contexts.
Specifically, emotional distress is an expected response to
patient perceptions of health threats balanced against an
appraisal of available coping resources. Diabetes distress is
not therefore a proxy for clinical depression [29]; instead,
diabetes distress reflects an emotional response to a demanding health-related condition.
Diabetes distress stands in contradistinction to MDD in
four important ways. First, unlike MDD, diabetes distress
implies aetiology. Rather than focusing on the presence or
absence of specific symptoms, irrespective of cause as in
MDD, it includes a broad range of emotional experiences
and is defined by the context of diabetes and its management.
Second, whereas in MDD efforts have been placed on
assessing and classifying patient symptoms, in diabetes
distress, because it is content-related, emphasis focuses on
distinguishing among the different sources of distress so that
specific interventions can be initiated. Third, unlike MDD,
diabetes distress does not assume psychopathology nor is
diabetes distress necessarily considered a co-morbid psychiatric disorder. Because diabetes distress is linked to specific
stressors, and because much of diabetes distress is an

765

Depression and distress in diabetes  L. Fisher et al.

DIABETICMedicine

Table 1 A comparison among frequently used measures of depression*
Symptoms

DSM-V

PHQ-9

CES-D

HADS-D

Depressed
mood

1. Depressed mood most of the
day, nearly every day

1. Feeling down, depressed or
hopeless

1. Could not
shake off the
blues, even
with help from
family and
friends
2. Felt depressed
3. Had crying
spells
4. Felt sad

Anhedonia

2. Markedly diminished interest
or pleasure in all, or almost all,
activities most of the day,
nearly every day

2. Little interest or pleasure in
doing things

1. Still enjoy things
2. Can laugh and see the
funny side of things
3. Feel cheerful
4. Lost interest in appearance
5. Look forward with
enjoyment to things
6. Can enjoy a good book
or radio or TV programme

Appetite

3. Significant weight loss when
not dieting or weight gain, or
decrease/increase in appetite
nearly every day

3. Poor appetite or overeating

5. Did not feel
like eating;
appetite was
poor

Sleep

4. Insomnia/hypersomnia nearly
every day

4. Trouble falling or staying
asleep, or sleeping too much

6. Sleep was
restless

Psychomotor
changes

5. Observable psychomotor agitation (e.g. restlessness, pacing)
or retardation (e.g. slowed
speech, thinking and movement) nearly every day

5. 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

Fatigue

6. Fatigue or loss of energy nearly
every day

6. Feeling tired or having little
energy

7. Feel as if slowed down

7. Felt that
everything I
did was an
effort
8. Could not get
‘going’

Guilt or
worthlessness
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7. Feelings of worthlessness or
excessive or inappropriate guilt
nearly every day

7. Feeling bad about yourself—or
that you are a failure or have let
yourself or your family down

9. Felt just as
good as other
people
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Table 1 (Continued)
Symptoms

DSM-V

PHQ-9

CES-D

HADS-D

10. Thought my
life had been
a failure
Impaired
thinking,
concentration
or decision
making

8. Diminished ability to think or
concentrate, or indecisiveness,
nearly every day

8. Trouble concentrating on
things, such as reading the
newspaper or watching television

Suicidality

9. Recurrent thoughts of death
(not just fear of dying), recurrent
suicidal ideation, or suicide
plan/attempt

9. Thoughts that you would be
better off dead, or of hurting
yourself in some way

Miscellaneous

11. Trouble
keeping mind
on what I
was doing

12. Bothered by
things that
usually don’t
bother me
13. Felt hopeful
about the
future
14. Felt fearful
15. Was happy
16. Talked less
than usual
17. Felt lonely
18. People were
unfriendly
19. Enjoyed life
20. Felt that
people dislike me

Additional
requirements

1. Do not include symptoms
clearly attributable to another
medical condition

Item 10 inquires about functional
impairment but is rarely used.

None

None

2. Symptoms must cause clinically
significant distress or impairment
in important areas of functioning
3. Episode must not be attributable
to physiological effects of a
substance or medical condition
4. Responses to significant loss
may resemble a depressive episode. Accurate evaluation
requires the exercise of clinical
judgment based on the individual’s history and the cultural
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Table 1 (Continued)
Symptoms

DSM-V

PHQ-9

CES-D

HADS-D

Prior 2 weeks

Past week

Past week

0 = Rarely or
none of the time
(< 1 day)
1 = Some or a
little of the time
(1–2 days)
3 = Occasionally
or a moderate
amount of time
(3–4 days)
4 = Most or all of
the time
(5–7 days)
Positive ≥ 16 or
≥ 21

Various indicators of
frequency, with no
reference to number of
days. Some refer to prior
states, others do not

norms for the expression of
distress in the context of loss
Time frame

Symptoms must be present during
the same 2-week period

Response scale

Scoring

0
1
2
3

Must include either symptom 1 or
2, a total of five or more
symptoms, and represent a
change from previous
functioning

=
=
=
=

Not at all
Several days
More than half the days
Nearly every day

Positive ≥ 10

Positive ≥ 8

*CES-D, Center for Epidemiological Studies Depression Scale; DSM-V, Diagnostic and Statistical Manual of Mental Disorders, fifth edition;
HADS-D, Hospital Anxiety and Depression Scale—Depression; PHQ-9, Patient Health Questionnaire 9.

expected reaction to a serious and chronic health-related
stressor, it is viewed as part of the spectrum of diabetes, not
as a separate clinical condition indicating psychopathology
[22,23,30]. Last, unlike MDD, because it is content-related,
specific interventions can be easily linked to the source of
diabetes distress.

Differences in the measurement of
depression and distress in diabetes
Depression has been measured in a variety of ways in the
diabetes literature. These include structured clinical interviews linked to Diagnostic and Statistical Manual of Mental
Disorders (DSM-V) criteria for MDD, considered the gold
standard for diagnosis [31]; diagnoses recorded in large-scale
clinical databases without further validation; self-report
screening scales based on DSM-V criteria, such as the Patient
Health Questionnaire 9 (PHQ-9) [32]; self-report depression
symptom scales unrelated to DSM-V, for example, Center
for Epidemiological Studies Depression Scale (CES-D), [33];
and single survey items in which patients are asked to
indicate if they were ever told that they ‘had’ depression.
Each of these approaches to measurement yields different
rates of prevalence and incidence, and each demonstrates
different levels of association with diabetes management and
with glycaemic control [34] (Table 1).
The substantive differences among these approaches to the
measurement of MDD and the high rate of false-positive
cases resulting from screening are under appreciated in the
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diabetes literature. For example, one study from the Action
to Control Cardiovascular Risk in Diabetes (ACCORD) trial
[35] showed that more than half of those with positive
PHQ-9 depression screens did not reach the requisite
symptoms for a diagnosis of MDD. A recent review of selfreport measures of depression for adults with diabetes
underscores the problem further: 44–77% of positive screens
for MDD in adults with diabetes were likely false positives
[36]. In addition, most of the scales used in these studies
contained items that reflect common symptoms of hyperglycaemia and many patients report endorsing symptoms of
depression on these scales based on their stressful experience
with diabetes, both of which lead to spuriously high
prevalence rates of clinical depression [37,38]. Hence, the
high rate of false positives inaccurately pathologizes the
distress experienced by many individuals as they struggle
with the burdens of diabetes and its management. This adds
to imprecision and confusion in the research literature and
delays progress toward the development of appropriate
approaches to treatment.
Because diabetes distress is context-specific, its measurement is relatively more uniform and straightforward; for
example, Problem Areas in Diabetes (PAID) [39], Diabetes
Distress Scale (DDS) [40]. Many standardized measures of
diabetes distress, however, lack comprehensiveness in the
assessment of sources of diabetes distress; for example,
distress attributable to starting insulin, the emergence of a
new complication, or the accumulated demands and burdens
of self-care. These problems narrow our understanding of the
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clinical picture and limit our ability to select patient-centred
interventions that have the greatest likelihood of being
effective.
Nevertheless, the importance of diabetes distress as a
missing consideration in the depression and diabetes literature becomes apparent when measures of MDD, depressive
symptoms and diabetes distress are included in the same
study. For example, the 3D Study was an 18-month, threewave longitudinal observational study of 502 adults with
Type 2 diabetes that included a structured DSM-V-based
psychiatric interview measure of MDD, a self-report measure of depressive symptoms (CES-D) and a self-report
measure of diabetes distress (DDS), and measures of
behavioural management and glycaemic control. Results
indicated that diabetes distress displayed significantly greater
prevalence and incidence than MDD [13,41] and that
diabetes distress, and not MDD, displayed significant
cross-sectional and longitudinal associations with glycaemic
control, diet and non-HDL cholesterol [13,18]. Furthermore, associations between depressive symptom scores and
diet, physical activity and glycaemic control were no longer
significant when diabetes distress scores were added to the
equations [13], suggesting that the elevated, exclusively
symptom-based depressive symptom scores were most likely
assessing the affective component of content-specific diabetes distress.
The 3D Study also showed that 84.1% of patients with
moderate or high diabetes distress did not reach criteria for a
diagnosis of MDD; and that 66.7% of patients who reached
criteria for MDD also reported moderate or high diabetes
distress. These findings suggest that over 80% of patients
with Type 2 diabetes and high diabetes distress are not
clinically depressed and that, among those who are clinically
depressed, many of the depressive symptoms reported are
related to diabetes [37]. The 3D Study also showed that only
approximately one third of patients with diabetes who met
criteria for MDD reported symptoms unrelated to their
diabetes.

Where do we go from here?
The problems concerning the definition and measurement of
MDD among patients with diabetes have caused considerable confusion in the literature. We argue that divorcing the
symptoms of MDD from the context that explains them
often leads to mistaking diabetes-related emotional distress
for a psychiatric condition, which can lead to inappropriate
treatment.
We propose the following as a vehicle for addressing these
problems in clinical care with patients with diabetes. First,
we suggest that emotional distress be considered a common
core construct that underlies diabetes distress, depressive
symptoms, ‘subclinical depression’ and MDD. Second, given
the significant incremental relationships between measures of
depressive symptoms and measures of self-management
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[14,18], diabetes complications and mortality risk [1,42],
emotional distress is best considered a continuous, scalable
psychological characteristic rather than a discrete co-morbid
clinical condition.
Third, we suggest that emotional distress can be caused
by one or more of three inter-related stressors in this patient
population (Fig. 1): distress resulting from diabetes and its
management (e.g. fears of complications, diabetes burnout),
distress resulting from life stressors unrelated to diabetes
(e.g. family, work, financial) and distress resulting from
other causes (e.g. personal characteristics, life history,
genetics). As reviewed above, much of the distress experienced by individuals with diabetes is related to diabetes and
its management. When discussing distress in this population, however, we urge a focus on both diabetes- and nondiabetes-related stressors, because other life problems and
life history factors often exacerbate diabetes-related difficulties. This wider socio-ecological framework for observing
the content of distress creates a logical explanatory model
that acknowledges the interconnectedness of stressors in
ways that enhance clinical decision making regarding
intervention [4]. Furthermore, approximately one third of
patients with diabetes who reach criteria for MDD do not
display high diabetes distress [41], suggesting that diabetes
may not be a central focus of their severe depressive
symptoms. These may be chronically or acutely distressed
patients who also may happen to have diabetes. Thus,
identifying the content of the emotional distress helps focus
intervention.
Considering these three propositions, we suggest that the
effective management of emotional distress among people
with diabetes requires a thorough assessment of two independent characteristics of emotional distress: the content of
the life context factors that may explain the distress and the
severity of the distress—balanced against the patient’s
perceived resources to deal with the distress. As has been
outlined, a focus on MDD alone, a symptom-based diagnosis
that emphasizes severity, tells only a part of the story,
because it does not incorporate content or cause. Likewise, a
focus on diabetes distress alone, a primarily content-based
construct, does not address severity directly. By addressing
both content and severity within a single evaluative process,
as illustrated in Fig. 1, issues that confuse the definitions of
diabetes distress and MDD are reduced because severity and
cause are deemed distinct and assessed separately; their
potential for overlap is eliminated because they refer to
different characteristics of the observed phenomenon; and
directions for care are enhanced because both content and
severity are necessary for an appropriate clinical intervention. For example, a person who reaches a level of severity of
emotional distress, whether from diabetes, life stressors or
other contributors, that meets DSM-V criteria for MDD (or
anxiety disorders) should be treated following guidelines,
regardless of cause. This reflects the severity characteristic of
emotional distress. The treatment, however, should also
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Severity of emotional distress

Content or
source of
emotional
distress
Little or none

Mild

Moderate or
high

Severe: major
depressive
disorder,
anxiety
disorder

Diabetes
distress
Life stressors
Other
contributors
FIGURE 1 Two dimensions of emotional distress in diabetes: content and severity.

target the source of the distress, such as assistance with
diabetes management, a referral for marriage counselling, or
a referral for skill-building because of lifelong problems
managing relationships. This reflects the content of emotional distress. Other interventions with relevance to both
content and severity can occur across the continuum of
emotional distress, but both need to be assessed to inform the
type and intensity of intervention.

Implications for care
As reviewed above, diabetes distress is part of the experience of
diabetes for many patients over time; for example, 48% in the
3D Study met criteria for high distress over 18 months [41].
Furthermore, even at low levels, diabetes distress is significantly
related to glycaemic control and behavioural management [18].
Consequently, we propose that attention to emotional distress
be included as part of ongoing comprehensive care for
all patients with diabetes and not addressed as a separate
co-morbid ‘condition’ that is diagnosed and treated only when
detected. Furthermore, there is no clear evidence to suggest that
interventions that target improved self-management or diabetes
education also reduce distress [43], suggesting that targeting
distress directly, especially when distress is high, may yield the
best outcomes [44].
We suggest three levels for grouping distress-related interventions in clinical care [22]. First, all patients with diabetes,
even those with little or no current distress, can profit from the
ongoing acknowledgement, education and support that considers distress an expected part of diabetes [4,45]. The high
costs of intervention to reduce emotional distress and affective
disorders, and the malleability of diabetes distress, especially
when levels are low or moderate, argue for the early incorporation of diabetes distress into clinical care, especially at
critical moments during the course of the disease; for example,
starting insulin, emergence of complications. Findings from
the Reducing Distress and Enhancing Effective Management
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(REDEEM) distress-reduction trial showed that even minimal,
inexpensive interventions can lower levels of distress and
improve disease management [44]. Approaches can include
anticipating and acknowledging diabetes stressors over time,
normalizing the experience of diabetes-related distress as part
of the spectrum of diabetes, and recognizing how other life
stressors can affect diabetes management. These can take place
as part of traditional diabetes education or they can be
addressed as part of a standard clinical encounter, a low-cost
strategy that simply integrates the emotional and behavioural
sides of diabetes.
If distress increases over time or is exacerbated in reaction
to a specific diabetes-related or non-diabetes-related event,
more focused interventions, such as structured problem
solving or family interventions, may be helpful. Addressing
moderate distress directly makes use of ongoing clinical
relationships with staff that are the hallmark of good
diabetes care [4].
At higher levels of emotional distress, more aggressive
interventions may be warranted, including medications and
psychotherapy. However, even for these individuals, treatment of their emotional distress may benefit from a consideration of diabetes context [46]. This approach emphasizes
integrative, multidisciplinary care that combines the expertise
of diabetes and mental health specialists with primary care
providers to provide coordinated, comprehensive care [47,48].

Strengths and limitations
This approach to making sense of a confusing and inconsistent body of literature has several strengths. First, it anchors
the high prevalence of emotional distress in the real world by
placing symptoms in context and addressing those crucial
patient beliefs, expectations and resources that form the
foundation of distress management. Doing so frames the
distress by what is causing it and how it is being responded
to; helps decide if the distress needs extra clinical attention
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and, if so, what kind; links the content and severity of
distress to treatment; and reduces the need to call an
emotional experience pathological when what we observe
is most often an integral part of a major chronic life stressor
—diabetes. Second, it uses a single dimension to define the
experience—emotional distress. By doing so, it eliminates the
confusion caused by the application of different terms as if
they refer to different so-called ‘conditions’ or ‘disorders.’ It
also helps distinguish between these two very different but
overlapping views of affective phenomena (diabetes distress,
depression) without disqualifying either. Third, as emotional
distress is a non-specific indicator of almost all psychological
problems and as even low levels of diabetes distress are
related to glycaemic control and disease management, in the
real world of clinical care a single continuous dimension of
severity that attends to the patient’s life context—including
their experience with chronic disease, general life stress and
other life factors—can more easily lead to practical, clinically
sensible decision making.
These suggestions raise several challenges, however. First,
they require integrating the emotional, behavioural and
physiological aspects of diabetes throughout routine diabetes
care and education. Second, they expand the range of
intervention options to address diabetes-related life stressors
that may impact diabetes management; for example, family
and community involvement. Third, issues of professional
training and comfort in dealing with emotional issues need to
be addressed so that the emotional experience of diabetes can
be incorporated into each component of the care process
seamlessly. Despite these difficulties, we must move beyond
the tendency to place an artificial divide between the
emotional and the physical aspects of diabetes management
that can lead to labelling the emotional aspects of diabetes
a pathological condition. The two are so intertwined
and interrelated that simply calling the emotional side a
co-morbidity is counterproductive.

Conclusions
A lack of precision and clarity in definition and measurement
has led to a literature on depression and diabetes that is
confusing and often contradictory. To resolve this confusion,
we suggest that the construct of emotional distress be
considered as a core, continuous dimension that underlies
diabetes-related distress, ‘subclinical’ depression, elevated
depressive symptoms and MDD; that the primary source or
content of emotional distress include diabetes and its
management, other life stresses and other contributors; and
that both the source and severity of distress be considered in
clinical care. We suggest that all people with diabetes, even
those whose diabetes-related emotional distress rises to the
level of MDD, can benefit from consideration of the content
of their emotional distress to direct care effectively. This
approach can lead to more appropriate and targeted patientcentred interventions.
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