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Is diabetes distress 
on your radar screen? 
Diabetes distress, which affects almost half of those 
with diabetes, contributes to worsening glycemic control. 
Recognizing and responding to it is essential.

Managing diabetes is a complex undertaking, with an 
extensive regimen of self-care—including regular 
exercise, meal planning, blood glucose monitoring, 

medication scheduling, and multiple visits—that is critically 
linked to glycemic control and the prevention of complica-
tions. Incorporating all of these elements into daily life can  
be daunting.1-3

 

In fact, nearly half of US adults with diabetes fail to meet 
the recommended targets.4 This leads to frustration, which  
often manifests in psychosocial problems that further hamper 
efforts to manage the disease.5-10 The most notable is a psycho-
social disorder known as diabetes distress, which affects close 
to 45% of those with diabetes.11,12 

It is important to note that diabetes distress is not a psy-
chiatric disorder;13 rather, it is a broad affective reaction to 
the stress of living with this chronic and complex disease.14,15 
By negatively affecting adherence to a self-care regimen, dia-
betes distress contributes to worsening glycemic control and  
increasing morbidity.16-18

Recognizing that about 80% of those with diabetes are 
treated in primary care settings,19 we wrote this review to call 
your attention to diabetes distress, alert you to brief screening 
tools that can easily be incorporated into clinic visits, and offer 
guidance in matching proposed interventions to the aspects 
of diabetes self-management that cause patients the greatest 
distress.

Diabetes distress:  
What it is, what it’s not 
For patients with type 2 diabetes, diabetes distress centers 
around 4 main issues:

•	 frustration with the demands of self-care; 
•	 apprehension about the future and the possibility of  

developing serious complications; 
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Strength of recommendation (SOR)

	A 	� Good-quality patient-oriented 
evidence

  	B 	�� Inconsistent or limited-quality 
patient-oriented evidence

 �	C 	� Consensus, usual practice,  
opinion, disease-oriented  
evidence, case series

PRACTICE  
RECOMMENDATIONS
❯ Educate patients  
about diabetes distress,  
explaining that diabetes is 
manageable and that neither 
complications nor diabetes 
distress is inevitable.  C

❯ Empower patients to 
take an active role in self-
management of diabetes, 
encouraging them to express 
their concerns and ask 
open-ended questions.  A

❯ Support shared decision-
making by inquiring about 
patients’ values and treat-
ment preferences, presenting 
options, and reviewing the 
risks and benefits of each.  C
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•	 concern about both the quality and 
the cost of required medical care; and 

•	 perceived lack of support from family 
and/or friends.11,12,20

As mentioned earlier, diabetes distress 
is not a psychiatric condition and should not 
be confused with major depressive disorder 
(MDD). Here’s help in telling the difference. 

For starters, a diagnosis of depression is 
symptom-based.13 MDD requires the pres-
ence of at least 5 of the 9 symptoms defined 
by the Diagnostic and Statistical Manual 
of Mental Disorders, Fifth ed. (DSM-5)—eg, 
persistent feelings of worthlessness or guilt, 
sleep disturbances, lack of interest in normal 
activities—for at least 2 weeks.21 What’s more, 
the diagnostic criteria for MDD do not specify 
a cause or disease process. Nor do they distin-
guish between a pathological response and 
an expected reaction to a stressful life event.22 

Further, depression measures reflect symp-
toms (eg, hyperglycemia), as well as stressful 
experiences resulting from diabetes self-care, 
which may contribute to the high rate of false 
positives or incorrect diagnoses of MDD and 
missed diagnoses of diabetes distress.23 

Unlike MDD, diabetes distress has a 
specific cause—diabetes—and can best be 
understood as an emotional response to a  
demanding health condition.13 And, because 
the source of the problem is identified, dia-
betes distress can be treated with specific 
interventions targeting the areas causing the 
highest levels of stress.

When a psychiatric condition  
and diabetes distress overlap
MDD, anxiety disorders, and diabetes dis-
tress are all common in patients with diabe-
tes,24 and the co-occurrence of a psychiatric 
disorder and diabetes distress is high.25 Thus, 
it is important not only to identify cases of  
diabetes distress but also to consider comor-
bid depression and/or anxiety in patients 
with diabetes distress. 

More often, though, it is the other 
way around, according to the Distress and  
Depression in Diabetes (3D) study. The  
researchers recently found that 84% of  
patients with moderate or high diabetes dis-
tress did not fulfill the criteria for MDD, but 

that 67% of diabetes patients with MDD also 
had moderate or high diabetes distress.13,15,17,25

The data highlight the importance of 
screening patients with a dual diagnosis of 
diabetes and MDD for diabetes distress. Keep 
in mind that individuals diagnosed with both 
diabetes distress and a comorbid psychiatric 
condition may require more complex and  
intensive treatment than those with either 
diabetes distress or MDD alone.25 

Screening for diabetes distress  
Diabetes distress can be easily assessed  
using one of several patient-reported out-
come measures. Six validated measures, 
ranging in length from one to 28 ques-
tions, are designed for use in primary care  
(TABLE).26-30 Some of the measures are easily 
accessible online; others require subscrip-
tion to MEDLINE.

❚ Problem Areas in Diabetes (PAID): 
There are 3 versions of PAID—a 20-item 
screen assessing a broad range of feelings  
related to living with diabetes and its treat-
ment, a 5-item version (PAID-5) with high 
rates of sensitivity (95%) and specificity 
(89%), and a single-item test (PAID-1) that is 
highly correlated with the longer version.26,27 

❚ Diabetes Distress Scale (DDS): This 
tool is available in a 17-item measure assess-
ing diabetes distress as it relates to the emo-
tional burden, physician-related distress, 
regimen-related distress, and interpersonal 
distress.28 DDS is also available in a short 
form (DDS-2) with 2 items29 and a 28-item 
scale specifically for patients with type 1 dia-
betes.30 T1-DDS, the only diabetes distress 
measure focused on this particular patient 
population, assesses the 7 sources of distress 
found to be common among adults with type 
1 diabetes: powerlessness, negative social 
perceptions, physician distress, friend/family 
distress, hypoglycemia distress, management 
distress, and eating distress. 

Studies have shown that not only do 
those with type 1 diabetes experience dif-
ferent stressors compared with their type 2 
counterparts, but that they tend to experi-
ence distress differently. For patients with 
type 1 diabetes, for example, powerlessness 
ranked as the highest source of distress, fol-

Unlike major 
depressive  
disorder,  
diabetes  
distress has a 
specific cause— 
diabetes—and 
can best be 
understood as 
an emotional 
response to a  
demanding 
health condition.
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lowed by eating distress and hypoglycemia 
distress. These sources of distress differ from 
the regimen distress, emotional burden,  
interpersonal distress, and physician distress 
identified by those with type 2 diabetes.30 

How to respond  
to diabetes distress 
Diabetes distress is easier to identify than to 
successfully treat. Few validated treatments 
for diabetes distress exist and, to our knowl-
edge, only 2 studies have assessed interven-
tions aimed at reduction of such distress.31,32 

The REDEEM trial31 recruited adults with 
type 2 diabetes and diabetes distress to par-
ticipate in a 12-month randomized controlled 
trial (RCT). The trial had 3 arms, compar-
ing the effectiveness of a computer-assisted 
self-management (CASM) program alone, a 
CASM program plus in-person diabetes dis-
tress-specific problem-solving therapy, and 
a computer-assisted minimally supportive 

intervention. The main outcomes included 
diabetes distress (using the DDS scale and 
subscales), along with self-management  
behaviors and HbA1c. 

Participants in all 3 arms showed signifi-
cant reductions in total diabetes distress and 
improvements in self-management behav-
iors, with no significant differences among 
the groups. No differences in HbA1c were 
found. However, those in the CASM program 
plus distress-specific therapy arm showed 
a larger reduction in regimen distress com-
pared with the other 2 groups.31 

The DIAMOS trial32 recruited adults who 
had type 1 or type 2 diabetes, diabetes dis-
tress, and subclinical depressive symptoms 
for a 2-arm RCT. One group underwent cog-
nitive behavioral interventions, while the 
controls had standard group-based diabetes 
education. The main outcomes included dia-
betes distress (measured via the PAID scale), 
depressive symptoms, well-being, diabetes 
self-care, diabetes acceptance, satisfaction 

TABLE 

Summary of diabetes distress measures
Measure No. of items  

(time to complete) 
Scoring URL 

Diabetes 
Distress Scale 
(DDS)26

17 
(10-15 min)  

2.0-2.9=moderate distress; ≥3=high distress 
(items rated as “serious” or “very serious” 
warrant clinical attention)

diabetesed.net/page/_files/ 
diabetes-distress.pdf

DDS-227 2 (1 min) Average ≥3 or total ≥6=moderate to high 
distress*

http://www.annfammed.org/content/
suppl/2008/05/08/6.3.246.DC1/Fisher_Apps1-
5_new.pdf

Type-1 DDS28† 28  
(10-15 min)

1.5-1.9=low distress; 2.0-2.9=moderate 
distress; ≥3=high distress (items rated 
“serious” or “very serious” warrant clinical 
attention)

N/A

Problem Areas 
in Diabetes 
(PAID)29

20  
(10-15 min)

Score 0-100; ≥40 indicates high distress 
(items rated “serious” warrant clinical  
attention even if score <40)

http://www.dawnstudy.com/content/dam/
Dawnstudy/AFFILIATE/www-dawnstudy-com/
Home/TOOLSANDRESOURCES/Documents/
PAID_problem_areas_in_diabetes_ 
questionnaire.pdf

PAID-530 5 (5 min) Score 0-20; ≥8 indicates high distress (items 
rated “serious” warrant clinical attention 
even if score <8)

N/A

PAID-130 1 (1 min)  ≥3 indicates high distress N/A 

N/A, not available.

*Each of the items on the DDS-2 is scored on a 1-6 range, with 1 or 2 indicating “not a problem” and 5 or 6 indicating a “serious problem.” The responses to the 2 
items are then averaged and added; an average score ≥3 and/or a total ≥6 indicates moderate to high distress. 
†Validated only for patients with type 1 diabetes; all others are validated for those with type 1 and type 2 diabetes, but recommended for patients with type 2 
diabetes.
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with diabetes treatment, HbA1c, and subclin-
ical inflammation. 

The intervention group showed greater 
improvement in diabetes distress and  
depressive symptoms compared with the 
control group, but no differences in well- 
being, self-care, treatment satisfaction, 
HbA1c, or subclinical inflammation were  
observed.32 

Both studies support the use of problem-
solving therapy and cognitive behavioral 
interventions for patients with diabetes dis-
tress. Future research should evaluate the 
effectiveness of these interventions in the 
primary care setting. 

What else to offer  
when challenges mount?
Diabetes is a progressive disease, and most 
patients experience multiple challenges over 
time. These typically include complications 
and comorbidities, physical limitations, poly-
pharmacy, hypoglycemia, and cognitive im-

Directing help where it’s most needed
CASE 1u  
Conduct a behavioral experiment  
Fred J, a 67-year-old diagnosed with type 2 diabetes 6 years ago, comes in for a diabetes 
check-up. He is a new patient who recently retired from his job as a contractor and was 
referred by a colleague. In response to a question about his diabetes management, Mr. J tells 
you he’s having a hard time. 

“I get down on myself,” the patient says. “I take my medications every day at the exact same 
time, but when I test my sugar, it’s 260 or 280. I know I did this to myself. If only I weighed 
less, ate better, or exercised more.” 

At other times, “I think, 'Why bother?'” Mr. J adds. “I feel like there’s nothing I can do to 
make it better.”

The DDS-2 screen you gave Mr. J bears out his high level of distress and his fear of complica-
tions. He tells you about an aunt who “had diabetes like me and had to go on dialysis, then 
died 2 years later.” When you ask what he fears most, Mr. J says he worries about kidney 
failure. “I don’t want to go on dialysis,” he insists. 

You take the opportunity to point out that nephropathy is not inevitable and that he can 
perform self-care behaviors now that will prevent or delay kidney complications. 

You also decide to try a cognitive behavioral technique in an attempt to change his thought 
process. You ask Mr. J to agree to a week-long behavioral experiment to examine the effect 
of walking for 30 minutes each day. 

He agrees. You advise him to write down his predictions before he begins the experiment 
and then to keep a log, checking and recording his glucose levels before and after each 
walk. You schedule a follow-up visit to discuss the results, hoping that a reduction in blood 
glucose levels will convince Mr. J that exercise is beneficial to his diabetes. 

pairment, as well as changes in everything 
from medication and lifestyle to insurance 
coverage and social support.33,34 All increase 
the risk for diabetes distress, as well as related 
psychiatric conditions.  

Aging and diabetes are independent risk 
factors for cognitive impairment, for exam-
ple, and the presence of both increases this 
risk.35 What’s more, diabetes alone is associ-
ated with poorer executive function,36-38 the 
higher-level cognitive processes that allow 
individuals to engage in independent, pur-
poseful, and flexible goal-related behaviors. 
Both poor cognitive function and impaired 
executive function interfere with the ability to 
perform self-care behaviors such as adjusting 
insulin doses, drawing insulin into a syringe, 
or dialing an insulin dose with an insulin 
pen.39 This in turn can lead to frustration and 
increase the likelihood of moderate to high 
diabetes distress. 

Assessing diabetes distress in patients 
with cognitive impairment, poor executive 

Major depressive 
disorder, anxiety 
disorders, and 
diabetes distress 
are all common 
in patients  
with diabetes.
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Eighty-four  
percent  
of patients  
with moderate 
or high diabetes 
distress didn’t 
fulfill the criteria 
for MDD, but 
67% of diabetes 
patients with 
MDD also had 
diabetes distress.

functioning, or other psychological limita-
tions is particularly difficult, however, as no 
diabetes distress measures take such deficits 
into account. Thus, primary care physicians 
without expertise in neuropsychology should 
consider referring patients with such prob-
lems to specialists for assessment. 

The progressive nature of diabetes also 
highlights the need for primary care phy-
sicians to periodically screen for diabetes 
distress and engage in ongoing discussions 
about what type of care is best for individ-
ual patients, and why. When developing or 
updating treatment plans and making rec-
ommendations, it is crucial to consider the 
impact the treatment would likely have on 
the patient’s physical and mental health and 
to explicitly inquire about and acknowledge 

his or her values and preferences for care.40-44 
It is also important to remain aware of 

socioeconomic changes—in employment, 
insurance coverage, and living situations, for 
example—which are not addressed in the 
screening tools.

Moderate to high diabetes distress 
scores, as well as individual items patients 
identify as “very serious” problems, rep-
resent clinical red flags that should be the  
focus of careful discussion during a medical 
visit. Patients with moderate to high distress 
should be referred to a therapist trained in 
cognitive behavioral therapy or problem-
solving therapy. Physicians who lack access 
to such resources can incorporate cognitive 
behavioral and problem-solving techniques 
into patient discussion. (See “Directing help 

Directing help where it’s most needed (continued)
CASE 2u 
Identify the problem; brainstorm with the patient  
Susan T, a 46-year-old with a husband and 2 teenage children, comes in for her 3-month dia-
betes check-up. At her last visit, she expressed concerns about her family’s lack of coopera-
tion as she struggled to change her diet. This time, she appears frustrated and distraught. 

Your nurse administered the PAID-5 while Ms. T was in the waiting room and entered her 
score—8, indicating high diabetes distress—in the electronic medical record. You ask Ms. 
T what’s happening, knowing that encouraging her to verbalize her feelings is a way to 
increase her trust and help alleviate her concerns. 

You also try the following problem-solving technique:

Define the problem. Ms. T is having a hard time maintaining a healthy diet. Her husband 
and children refuse to eat the healthy meals she prepares and want her to cook separate 
dinners for them.  

Identify challenges. The patient works full-time and does not have the time or energy to 
cook separate meals. In addition, she is upset by her family’s lack of support in her efforts to 
control her disease. 

Brainstorm multiple solutions: 
1) �Ms. T can prepare all of her own meals for the work week on Sunday, then cook for the 

others when she returns from work.
2) �Her husband and children can make their own dinner if they do not want to eat the 

healthier meals she prepares. 
3) �The patient can join a diabetes support group where she will meet, and possibly learn 

from, other patients who may be struggling with diabetes self-care. 
4) �Ms. T can ask her husband and children to come to her next diabetes check-up so they can 

learn about the importance of family support in diabetes management directly from you.
5) �The patient’s family can receive information about a healthy diabetes diet from a certified 

diabetes educator. 

Decide on appropriate solutions. The patient agrees to try and prepare her weekday 
meals on Sunday so that she is not tempted to eat less healthy options. She also agrees to 
bring her family to her next diabetes check-up and to diabetes education classes. 
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Be alert to 
socioeconomic 
changes— 
in employment, 
insurance  
coverage,  
and living  
situations— 
that are not  
addressed in the 
screening tools. 

where it’s most needed” on pages 12 and 13.) 
All patients should be referred to a certified 
diabetes educator—a key component of dia-
betes care.45,46  			                         JFP

CORRESPONDENCE
Elizabeth A. Beverly, PhD, Department of Family Medicine, 
Ohio University Heritage College of Osteopathic Medicine, 
35 W. Green Drive, Athens, OH 45701; beverle1@ohio.edu. 
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