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The evidence affords new insight into this phenomenon.
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of the 21st century. In the United States, it’s
estimated that about 12% of the adult popu-

lation has diabetes,' and that percentage is projected
to increase to between 25% and 28% by 2050.2
The state of Tennessee, where this study was con-
ducted, lies in what has been designated the “dia-
betes belt,”* with the sixth highest rate of diabetes
(11.4%) in the country.*

As used by people with diabetes and health care
providers, the term diabetes burnout refers to both
a psychosocial concept and a condition.’ Diabetes
burnout can be debilitating and ongoing, often lead-
ing to challenges with self-management, suboptimal
self-care, a high prevalence of diabetes-associated
comorbidities and complications, a decreased qual-
ity of life, and increased health care costs.”¢ There is
evidence suggesting that up to 36% of adults with
diabetes identify “feeling burned out” as a primary
barrier to treatment adherence.” This finding under-
scores the importance of identifying at-risk popula-
tions early and shortening the duration of burnout
in those who experience it. Yet, while the existence
of diabetes burnout is widely acknowledged, there
is a lack of clarity about its definition, and no mea-
surement tools or interventions exist to address it.

Diabetes burnout has been described as feelings
of exhaustion and frustration related to the unre-

Diabetes is one of the major health challenges

AJN ¥ December 2019 ¥ Vol. 119, No. 12

lenting daily demands of managing the illness,
resulting in inconsistent self-care behaviors.*® But
the literature generally hasn’t recognized diabetes
burnout as a distinct entity, using the term instead
as a synonym for diabetes distress.'*> Moreover, the
main elements of diabetes burnout—exhaustion,
frustration, and inconsistent self-care® *—are inte-
gral parts of the most widely used diabetes distress
measures.'>" The failure of measurement tools to
differentiate diabetes burnout from diabetes dis-
tress magnifies the confusion. When the literature
has addressed diabetes burnout, it’s looked at how
such burnout affects health care providers'*" and
family caregivers of people with diabetes.?*? It has
not addressed diabetes burnout in people with type
1 diabetes. In short, the confounding of diabetes
burnout with similar concepts limits our ability to
delineate its biological and behavioral mechanisms
and identify effective interventions for prevention
and management.

In an attempt to clarify the nature of diabetes
burnout, we conducted preliminary studies of 35
blog narratives® and 32 YouTube videos* by people
with type 1 diabetes. The findings suggested that dia-
betes burnout involves a combination of emotions
and behaviors. Descriptions of burnout included feel-
ing mentally and physically exhausted from dealing
with self-care; experiencing detachment from illness
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ABSTRACT

burnout among adults with type 1 diabetes.

Background: People with type 1 diabetes are at increased risk for diabetes burnout, resulting in suboptimal
diabetes care and quality of life. While the existence of diabetes burnout is widely acknowledged, there is
no evidence-based definition, means of measurement, or interventions to address it.

Objective: This study was aimed at increasing our understanding of the lived experiences of diabetes

Methods: A qualitative descriptive study was conducted with a sample of 18 adults with type 1 diabe-
tes who reported a current or previous experience of diabetes burnout. Data were collected using in-depth
interviews and analyzed using qualitative content analysis.

Results: Four main themes were identified: mental, emotional, and physical exhaustion from having
diabetes; detachment from illness identity, diabetes self-care, and support systems; contributing factors
to diabetes burnout; and strategies for preventing or overcoming diabetes burnout.

Conclusion: Although exhaustion is an entry point for diabetes burnout, the findings suggest that
detachment from illness identity, diabetes self-care, and support systems form a core component. Detach-
ment may explain poor outcomes in individuals experiencing diabetes burnout.

Keywords: diabetes burnout; diabetes distress; self-care; type 1 diabetes

identity (a sense of self as a person with diabetes),
diabetes self-care, and support systems; and feeling
powerless to reengage in self-care. In these studies,
diabetes burnout emerged as a related yet distinct
concept from diabetes distress, in which distress is a
precursor to burnout. Similarities between diabetes
burnout and Maslach’s occupational burnout theory—
the widely accepted theory that burnout is composed
of three components: exhaustion, cynicism, and a
sense of inefficacy®*—were noted as well.

Although the preliminary studies yielded useful
data, the findings were limited in that blog narra-
tives and YouTube videos are self-directed and can
be edited. Interviews allow an interviewer to pose
questions that might not otherwise be raised and to
include prompts that encourage elaboration.

Study purpose. Through in-depth individual
interviews in a sample of people with type 1 diabe-
tes, we sought to expand on our previous research
and increase our understanding of the lived experi-
ences of diabetes burnout among adults with type 1
diabetes.

METHODS

Design and sampling method. A descriptive quali-
tative design was used. We employed convenience
sampling using a maximum variation technique in
order to sample a wide range of respondents. The
University of Tennessee, Knoxville’s institutional
review board approved the study before data col-
lection began.

Participants were recruited at two clinical sites in
Appalachian counties in eastern Tennessee. The two
sites had different characteristics: one specifically
served uninsured adults in a rural area and the other
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mainly served insured adults in an urban area. This
enhanced the variation of the study population in
terms of insurance coverage and residential area.
Flyers describing the study were posted at the tar-
get sites. The principal investigator (one of us, SA)
and two providers (AV and a nurse) at the target
sites also recruited participants through confidential
verbal invitations. Another point of attention was
the recruiting of “invisible groups.” In our prelimi-
nary studies, we realized that people experiencing
diabetes burnout can be hard to reach because of
their disengagement from self-care behaviors and a
tendency to miss medical appointments. To include
this specific population, the providers reviewed
the electronic health records of people with type 1
diabetes to identify potential participants (those
who frequently rescheduled or missed two or more
appointments) and contacted them by telephone.
Before the study, providers involved in recruitment
completed the Collaborative Institutional Training
Initiative program in human subject research. They
also received an orientation from the principal inves-
tigator about the recruitment and screening process.
Recruiters followed this process in informing poten-
tial participants about the study, confidentiality, and
their right to discontinue participation at any time.
Inclusion criteria were having type 1 diabetes;
being between the ages of 21 and 635 years; living in
the Appalachian counties covered by the study sites;
and currently or previously experiencing diabetes
burnout, which was screened for by asking two
questions: “Has there been a time in the past year in
which you felt you were not generally on track with
managing your diabetes?” and “Has there been a
time in the past year in which you went through
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periods of time that you were burned out by your
diabetes?” We limited the time frame of past burn-
out to the past year in order to minimize the impact
of recall bias. Recruiting continued until data satu-
ration was reached.

Data collection. When participants who met
the inclusion criteria were identified, the principal
investigator contacted them by telephone to further
explain the study purpose and design, confidenti-
ality, and the right to stop participating; informed
consent was then obtained. The principal investiga-
tor conducted all interviews.

Data were collected through semistructured
individual interviews using an interview guide. Inter-
views were conducted from July 6 through October
6, 2018, taking place either by telephone (14 partic-
ipants) or in person (four participants) in an appro-
priate private location. Interviews started with the
question “What stands out in your mind when it
comes to diabetes burnout?” and continued with
the following three main questions: “How do you
behave or feel while experiencing diabetes burnout?,”
“What are the driving factors for your diabetes burn-
out?,” and “How do you prevent or overcome dia-
betes burnout?” Additional questions asked ad hoc
included “Can you provide an example?” and “Can
you explain in more detail?” Interviews lasted between
60 and 100 minutes, and participants received a $20
gift card.

Data analysis. Interviews were audio recorded,
transcribed, and coded using NVivo 12 Pro software.
Analysis incorporated immersion, reduction, and
interpretation phases as described by Sandelowski.””
Two researchers (SA and BS) independently coded
all the interviews, and a qualitative research expert
(HS) refined the identified categories and themes.
The research team shared the interpretations with a
group of 10 multidisciplinary qualitative researchers,
who critically reviewed the findings. This was done
in part to minimize the risk of confirmation bias. The
research team then integrated the group’s feedback
and reached consensus on the identified themes.

RESULTS

Sample. Twenty-three people met the inclusion crite-
ria and were recruited, but five didn’t follow through
with interview participation; no explanation was
provided. The final sample consisted of 18 partici-
pants with type 1 diabetes between 21 and 65 years
of age; the mean age was 38 years. Eleven (61%)
were female and seven (39%) were male. Ten (56 %)
identified as white, five (28%) as African American,
and three (17%) as Hispanic. A majority were
employed full or part time (94%), were married
(56%), were college graduates (89%), and were
using an insulin pump (72%). Seven participants
(39%) reported currently experiencing diabetes
burnout and 11 (61%) had experienced it during the
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previous year. (Note that because of rounding, some
values may not sum to 100%.) For more demo-
graphic details, see Table 1.

Findings. Participants described levels of diabetes
burnout that ranged from “feeling burned out” to
“being burned out.” They also differentiated diabe-
tes burnout from diabetes distress as “apathy” ver-
sus “anxiety.” Four main themes were identified:
mental, emotional, and physical exhaustion from
having diabetes; detachment from illness identity,
diabetes self-care, and support systems; contributing
factors to diabetes burnout; and strategies for pre-
venting or overcoming diabetes burnout. Table 2
offers an overview of the study themes, categories,
and supporting data.

Theme 1: Mental, emotional, and physical
exhaustion from having diabetes. Participants
reported that the experience of diabetes burnout
began with strong feelings of mental, emotional,
and physical exhaustion. They acknowledged that
it was easy to get tired of dealing with their illness
and difficult to recoup; as one participant said, dia-
betes is something that “never goes away.” Several
participants described struggling to undertake self-
care behaviors while feeling burned out.

I try to take it in stride as best [ can . . . even if I
felt burned out, I've still got to check my blood
sugar. I still got to give [my body] a shot. I still
got to keep track of all of it. It doesn’t matter if
I felt burned out about it. I still got to do it.

I don’t want to have more complications.—
Participant No. 9, a 42-year-old man

Eleven participants spoke of the mental and
emotional exhaustion that results from the constant
demands of diabetes care. A comment by partici-
pant No. 12, a 27-year-old man, was representa-
tive: “I am just tired of the constant attention to
details day after day, after day, after day.” Similarly,
participant No. 14, a 39-year-old woman, spoke of
“the pressure of struggling with a lot of thinking
and calculating.” Another participant said,

It’s exhausting, it is exhausting. It really is, to
constantly take care of yourself and have to
worry about everything you eat, everything
you do, every move you make.—Participant
No. 3, a 36-year-old woman

Several participants pointed to being physically
tired from dealing with daily self-care and having a
body that is, as one put it, “totally out of whack.”
A comment by participant No. 15, a 22-year-old
woman, was typical: “You’re tired all the time, I
mean physically, you’re just feeling old, feeling
worn out.” Participant No. 12, a 27-year-old
man, spoke of how the lack of physical energy
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affected his self-care behaviors: “When you go
home, you just want to eat whatever’s available
and go to bed.”

Theme 2: Detachment from illness identity, dia-
betes self-care, and support systems. All but one
of the participants described mentally and emotion-
ally detaching from their illness identity as a way to
seek normalcy after living with diabetes for several
years. Participant No. 17, a 64-year-old woman,
described being burned out as “apathy,” a feeling
that overcame her “entire being” and kept her from
“moving forward.” The following comments were
typical:

I didn’t want to think about diabetes and
I didn’t want to be a diabetic anymore.—
Participant No. 9, a 42-year-old man

I don’t want anything to make me think
about being a diabetic. It’s a beautiful illu-
sion to have, where most of the time you
exist as a healthy person.—Participant No. 13,
a 47-year-old man

Several participants indicated reaching a point of
apathy. Participant No. 11, a §1-year-old woman,
said, “I’ve had enough, I would rather deal with the

Table 2. Overview of Study Findings

result of the disease.” Some consciously decided to
“put diabetes self-care on hold for a little while,”
as participant No. 10, a 24-year-old man, stated.
Another said,

Burnout is apathy. Just not caring. When
you have given up fighting against the strug-
gles that you have had, the distress, the fault
of the things—that leads to the burnout.—
Participant No. 8, a 39-year-old man

All the participants reported physical detach-
ment and disengagement from diabetes self-care
behavior. Some were able to return to their self-
care regimen within a short time, which varied
from hours to days. But for most participants,
such disengagement lasted from weeks to months
and sometimes years.

I didn’t check my blood sugars . . .  wouldn’t
adjust my pump, I didn’t really count my
carbs . . . I forgot to give my insulin . . . T just
kept enough insulin in me to not put me in
the hospital or to not go [into diabetic keto-
acidosis]. I gained 10 pounds. Just no exer-
cise, eating terrible.—Participant No. 15, a
22-year-old woman

No. of Participants | No. of Supporting
Whose Comments | References in the
Category Support the Theme Transcripts

Mental, emotional, ¢ Mental and emotional exhaustion 11 23
and physical exhaustion
from having diabetes e Physical exhaustion 7 12
Detachment from e Mental detachment from illness identity 17 56
illness identity,
diabetes self-care, ® Physical detachment from diabetes self-care 18 116
I SR S e Mental and physical detachment from other people 9 17
Contributing factors e The burden of diabetes self-care 15 82
to diabetes burnout . ) o

e Lack of accomplishment in achieving diabetes goals 14 50

e Lack of psychosocial support 12 46

e Culture of perfectionism in diabetes care 16 78

e The occurrence of significant or destabilizing life events 1 31
Strategies for pre- e Acknowledge burnout and retake ownership of 16 51
venting or overcoming diabetes
diabetes burnout )

e Connect with support systems 14 66

e Have a positive mindset 11 21

26
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Elevated glycated hemoglobin levels and experi-
encing diabetic ketoacidosis or requiring emergency
hospitalization were common consequences if dis-
engagement was of extended duration.

Many participants reported feeling “down” and
becoming withdrawn, disconnecting from their sup-
port systems to protect themselves from the judg-
ments of others they felt didn’t “truly understand
and care” about what they were going through.
Some participants described detaching from their
providers by taking an apathetic approach during
office visits—they stopped asking questions and
showed a lack of interest in their treatment; some
simply cancelled appointments. Detachment was
also used as a protective strategy by some partici-
pants who didn’t want to “burden and hurt” family
members and friends. But such avoidance eventu-
ally caused further detachment.

It’s feeling like you’re burdening somebody . . .
I don’t like to put that on anybody else, I
don’t want to make them hurt because [’m]
hurting. . . . So just trying to pretend like, I
might have the stomach flu or something like
that, when friends and family are like, “Why
do you feel so sick?” And so just trying to
cover up, like, P'm just really not taking my
insulin or ’'m not testing my blood sugars.—
Participant No. 13, a 47-year-old man

After a period of being detached from self-care,
many participants reported feeling powerless, often
combined with feelings of guilt, fear, and self-blame.
One participant described how she felt when she
was “out of whack”:

I felt awful, but at the same time, I just
wanted to stay stuck where [ was. I didn’t
have the power to take action.—Participant
No. 1, a 37-year-old woman

Theme 3: Contributing factors to diabetes burn-
out. Participants described the “snowball effect”
of the many factors that trigger diabetes burnout.
They identified the constant burden of diabetes
self-care (15 participants) and failure to achieve
diabetes goals such as blood glucose control (14
participants) as the main contributors to burnout.
They also indicated that these factors could be mag-
nified by a culture of perfectionism in diabetes care,
a lack of psychosocial support, and the occurrence
of significant life events.

Diabetes was perceived as an unpredictable incon-
venience that mandates complex and demanding
self-care behaviors. The frequent interruptions neces-
sary for self-care in the middle of daily life left many
participants feeling “ripped from the moment,” and
contributed to their burnout.

ajn@wolterskluwer.com

Having to test your blood sugar all day
when you have other things going on? Not
what you want to be worrying about. Wak-
ing up in the middle of the night? Low blood
sugars at times that are inconvenient? Just
that happening over and over again. I think
you experience burnout.—Participant No. 2,
a 31-year-old man

Participant No. 5, a 21-year-old woman,
spoke of being “fed up with trying and seeing
yoyo patterns” in her blood glucose levels, add-
ing “no matter how hard I try on it, I can’t get
the perfect result.” Comments by other partici-
pants indicated that feeling a lack of accomplish-
ment, as reflected by an inability to achieve blood
glucose control or by the development of new
diabetes-related complications, triggered physical
detachment.

Participants spoke of the significance of social,
cultural, and contextual factors that affected their
burnout experience. Almost all had experienced a
lack of support at some point, and for some this
seemed to lead to a detachment phase. As one par-
ticipant explained,

I just didn’t have a support system or anyone
to confide in, to talk to. When I try to handle
things on my own, that’s when things get just
out of control.—Participant No. 4, a 27-year-
old woman

While valuing informal support from family and
friends, participants expressed a desire for a special-
ized, holistic care approach from their providers. A
paternalistic attitude from providers contributed to
diabetes burnout:

I’ve had doctors in the past standing over [me]
going, “You have to do this, you have to do
that.”. . . You just get angry, you feel like a
kid, you want to rebel.—Participant No. 7, a
42-year-old woman

Both a lack of psychosocial support from provid-
ers and the unsupportive atmosphere of diabetes clin-
ics were discussed as contextual factors contributing
to burnout.

There’s plenty of brochures that warn you
about your feet, what to eat. But where’s all
the stuff about all the emotional state[s]
you’re gonna feel? You’re pretty much left on
your own to deal with burnout; even going to
your doctor, he’s only treating your disease.
When you’re in those waiting rooms, you’re
immersed in sickness.—Participant No. 6, a
41-year-old man
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Participants criticized the existing culture of per-
fectionism in diabetes care. As participant No. 1,
a 37-year-old woman, noted, “Everything is just
constantly based on having the perfect numbers.”
Several others mentioned their difficulty with the
unrelenting nature of perfectionism. Participant
No. 7, a 42-year-old woman, said, “Everything is
supposed to be perfect, but it is not. It’s like con-
stant struggle.” Having blood glucose levels out of
the desired range was perceived as failure. Partici-
pant No. 14, a 39-year-old woman, said, “It’s hard
to keep it perfect in that range. You can’t get it per-
fect, and it makes me feel like crap.” A few partici-
pants cited periods of obsessive or overly engaged
self-care that preceded detachment.

I feel like ’'m not doing good enough or as
good as I could be. T just feel like it could

be better than a 6.5. The reason it’s a 6.5 is
because I check my blood sugar 12 times a
day, ’'m constantly checking my blood sugar
to not go out of range. . . . [ just try to stay
on top of my blood sugar and it gets pretty
exhausting.—Participant No. 2, a 31-year-
old man

Participants also discussed destabilizing life
events that had increased the burden of self-care
or adversely affected their ability to achieve tar-
get blood glucose levels (or both). Some described
detaching from self-care during the transition from
the strictures of childhood routines to the freedom
of adulthood. They described how the increasing
responsibilities that accompanied starting college,
a new job, or a marriage led to diabetes burnout.
Yet such burnout was not limited to younger adults.
Several older participants named difficulties in bal-
ancing diabetes management with the demands of
holding full-time jobs, raising kids, taking vacations,
and experiencing other health problems or changes
to treatment plans as antecedents to burnout.

Theme 4: Strategies for preventing or overcom-
ing diabetes burnout. Participants discussed the
following strategies: acknowledging burnout and
retaking ownership of diabetes (16 participants),
connecting with support systems (14 participants),
and having a positive mindset (11 participants) that
focuses on the benefits of diabetes management.

Acknowledging burnout and retaking ownership
of diabetes. When burnout occurred, a common first
response was to want to “ignore it.” But many partic-
ipants reported that, after spending some time in such
avoidance, they had revelations about their health
that served to help them retake ownership. This was
the main strategy used for overcoming burnout.
Participants reflected on the risk of complications,
reclaimed their identity as a person with type 1 diabe-
tes, and acknowledged the importance of treatment.
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It was to a point in my life where I was like . . .
I’'m not gonna be able to survive long doing
what I'm doing, I think after a while I realize[d]
it doesn’t help for me to sit in self-pity. I have to
be active about this . . . burnout is not gonna
help anything.—Participant No. 13, a 47-year-
old man

Connecting with support systems. Acknowledg-
ing their burnout and retaking ownership of their
health helped participants to reconnect with avail-
able support systems and pursue efforts to start
self-care from scratch. Several participants noted
that providers who engaged them in a judgment-
free conversation about self-care made a significant
difference.

Finally, I met a new endocrinologist. He was
just so kind and genuine to me. . . . He was
very encouraging to me, he made me want to
take care of myself. He wasn’t yelling at me or
anything like I had with the previous doctor. I
want my doctor to look at me and say, “Wow,
you know, let’s figure out why you’re doing
this . . . then we can solve the problem.”—
Participant No. 15, a 22-year-old woman

Several participants spoke of reconnecting with
family and friends who provided them with the
motivation they needed to resume self-care.

My friends, my family are very supportive and
so when they know that I'm burned out, then
they’re pretty quick to step in and help me out
and try to cheer me up. . . . It also helps to
know that I have people in my corner [who)]
are going to walk through this with me, that
I’'m not alone in any of this.—Participant No. 4,
a 27-year-old woman

Having a positive mindset. Participants highlighted
the significance of positive mindsets to overcome
their diabetes struggles and prevent burnout. Partici-
pant No. 11, a 51-year-old woman, said, “I really try
to focus on the positive things . . . here’s the progress
I've made.” Many participants motivated themselves
by focusing on what they felt mattered more than
diabetes, such as their jobs, personal desires, and
families and loved ones.

I combat my burnout by reminding myself of
what’s more important. I’'m getting to see my
daughter grow up, I get to still work and do
the practice that I love, I get to see new things
and do things, and I have to remind myself of
that, and that’s how I combat it. . . . Be thank-
ful for what you got.—Participant No. 7, a
42-year-old woman
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Several participants pointed to stress reduction
techniques to help them maintain a positive mind-
set. As participant No. 8, a 39-year-old man, said,
“I started going to the gym every other day . .. I'm
running two miles pretty quickly, so 've made a lot
of progress to stay on track.”

DISCUSSION

From participants’ accounts, we posited the follow-
ing definition of diabetes burnout: a state of mental,
emotional, and physical exhaustion following an
apathetic detachment from one’s illness identity, dia-
betes self-care behaviors, and support systems, which
is commonly accompanied by a feeling of powerless-
ness. This description of diabetes burnout aligns with
our preliminary findings.”* Moreover, the findings
indicate that while diabetes distress and early-stage
diabetes burnout (characterized by exhaustion) may
overlap conceptually and appear similar, later-stage
diabetes burnout (characterized by detachment) is
actually distinct from diabetes distress.

depersonalization, or actively ignoring the qualities
that make others unique and engaging—is a second
key component of burnout.>* Our findings sup-
port this too; we found that diabetes burnout might
center on detachment from oneself as a person with
diabetes, diabetes self-care, and support systems. As
for the third key component in Maslach’s burnout
theory, inefficiency, we believe this correlates with
our finding that a lack of accomplishment in
achieving diabetes goals was a driving factor for
burnout.

Going beyond Maslach, our findings suggest
that a feeling of powerlessness—manifested as an
inability to retake ownership of and engagement
with diabetes care—accompanies diabetes burn-
out. Regarding occupational burnout, Maslach and
Leiter have stated that “exhaustion alone is not
a proxy for burnout” and that cynicism (detach-
ment and depersonalization) is the dominant pro-
file of burnout.” Powerlessness isn’t mentioned. The
literature on coping is relevant here. Folkman and

Participants described levels of diabetes burnout

that ranged from ‘feeling burned out’ to ‘being burned out.’

As noted earlier, Maslach’s occupational burn-
out theory posited that exhaustion is a key compo-
nent of burnout,”? and this study’s findings offer
support in the context of living with type 1 diabe-
tes. Indeed, among our participants, exhaustion
was identified as the primary entry point for diabetes
burnout. Exhaustion covers the lack of mental, emo-
tional, and physical energy necessary for an endur-
ing engagement with diabetes-related self-care. Our
findings suggest that there might be a certain level of
exhaustion that becomes the tipping point at which a
person moves from distress into burnout, and which
might subsequently prompt detachment from illness
identity, diabetes self-care, and support systems.

During detachment, participants reported con-
sciously ignoring almost all aspects or the most
challenging aspects of diabetes self-care for some
period of time. These included insulin injections,
insulin dose adjustments, pump exchange, diet
(including carbohydrate counting), exercise, blood
glucose monitoring, and follow-up appointments.
Such detachment appears to be conceptually dis-
tinct from distress.

Maslach also posited that cynicism—an attempt
to distance oneself from other people through
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Moskowitz have described detachment as a dis-
engagement strategy (characterized by avoidance,
denial, wishful thinking, and even substance abuse)
that people used to escape stressors and prevent fur-
ther exhaustion.? But detachment from diabetes
care is a poor coping strategy, given the permanent
and complex nature of the disease. And because
detachment can offer short-term relief, it’s possible
that over time it could weaken a person’s motiva-
tion to reengage in self-care.

Further studies are needed to elucidate the rela-
tionship between diabetes distress and diabetes burn-
out. For example, to create effective interventions, it’s
essential that we learn whether there are additional
entry points to burnout besides exhaustion and
explore the mechanisms underlying detachment.
We also need to understand what keeps some
people in detachment for long periods.

The study findings suggest that, among people
living with type 1 diabetes, there may be a spectrum
from a milder “feeling burned out” to a more severe
“being burned out” that captures how they relate to
self-care in both feelings and actions. Conceptually,
such a spectrum could allow for the existence of dif-
ferent diabetes burnout profiles, similar to those
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discussed in occupational burnout literature.”!
Based on the data from this study and our earlier
research, we hypothesize that there are at least four
distinct profiles in relation to diabetes burnout, as
follows:

 Engaged profile: the person is dedicated to dia-
betes self-care and doesn’t exhibit exhaustion,
detachment, or powerlessness.

e Exhausted profile: the person remains physically
engaged in diabetes self-care and with support
systems but describes “feeling” burned out and
exhausted.

e Disengaged profile: the person is disengaged
from one or more of these aspects—diabetes
self-care, illness identity, support systems—but
does not exhibit exhaustion or powerlessness.

® Burned-out profile: the person exhibits mental,
emotional, and physical detachment from illness
identity, diabetes self-care, and support systems.
This is generally accompanied by exhaustion or
powerlessness (or both).

It's important that providers
acknowledge the challenges of
living with diabetes and don't

convey expectations of perfectionism.

In keeping with early descriptions of diabetes
burnout,** this study identified two main contribut-
ing factors to such burnout: the burden of diabetes
self-care and a lack of accomplishment in achieving
diabetes goals. The study also revealed contextual
and cultural contributing factors, including a culture
of perfectionism in diabetes care, a lack of psycho-
social support, and the occurrence of significant or
destabilizing life events. Most of these findings are
in keeping with findings from other studies in peo-
ple with diabetes.'® 2

Participants in our study acknowledged the
importance of accepting the possibility of diabetes
burnout, connecting to support systems, developing
a positive mindset, and reducing stress in order to
prevent or overcome burnout. This is consistent
with findings from studies on diabetes distress'® 2
and occupational burnout.?623!

Lastly, the results from both this study and our
preliminary studies indicate that there are three
core components of diabetes burnout: exhaustion,
detachment, and powerlessness. More research to
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confirm this, and to examine relationship patterns
among these components, is vital to confirm
whether our hypothetical profiles reflect reality.

Limitations. This study was conducted with a
small sample of people with type 1 diabetes in Ten-
nessee, and the findings can’t be generalized to the
total population of people with diabetes. Participants
were recruited through convenience sampling; as a
result, some perspectives may be over- or under-
represented in this study. The study relied on par-
ticipants’ memories about their current or past
burnout experiences, which may be subject to some
degree of recall and self-report biases. Most inter-
views were conducted by telephone, and this might
result in a different quality of data than that gath-
ered in face-to-face interviews. The interviewer,
who was not from Appalachia, would generally be
considered an “outsider”; this cultural difference
may have influenced participants’ responses to
questions.

Implications for practice. Hearing participants’
voices on the page and seeing how they describe
their diabetes burnout experiences can help nurses
and other providers to better understand the under-
lying factors and challenges. It’s vital that providers
ask people with type 1 diabetes about diabetes
burnout during regular follow-up visits, especially
when there are indications that they’re struggling
to manage their blood glucose or are facing major
life events. Providers should encourage people
with type 1 diabetes, particularly those who may
be burned out, to participate in open and nonjudg-
mental discussions about their level of exhaustion,
the degree to which they’re engaged or lacking in
self-care, and their options for support. During
such conversations, it’s important that providers
acknowledge the challenges of living with diabetes
and don’t convey expectations of perfectionism
about diabetes self-care.

CONCLUSION

The findings of this study contribute to a forma-
tive understanding of diabetes burnout as distinct
from diabetes distress, and offer a basis from which
researchers can continue exploring. Further research
will help to deepen our understanding of such burnout,
develop the necessary clinical tools for its detection
and measurement, and create effective evidence-
based interventions. ¥

For more than 50 additional continuing education
activities on the topic of diabetes, go to www.
nursingcenter.com/ce.
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