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ABSTRACT

Severe, uncontrolled atopic dermatitis (AD)
persisting from childhood to adulthood can
have enduring quality of life (QoL) impacts on
daily functioning, academics, career, family and
social life, and mental health. In addition, AD
has an impact on direct and indirect healthcare
resource utilization. Several studies have
attempted to quantify the quality of life and
direct/indirect economic burden of AD. How-
ever, these estimates may not capture the more
intangible disease-related burden and associated
economic burden. This was a qualitative case
report that aimed to investigate the full lifetime
impact of severe, uncontrolled AD on all aspects
of a single patient’s life. This case report
emphasizes the enormous cumulative lifetime
impact of severe, uncontrolled AD and where
the qualitative indirect impact may not be fully
captured. After obtaining consent, a patient,
diagnosed with severe AD since birth, was asked
close- and open-ended questions about AD his-
tory, direct and indirect healthcare resource
utilization, and impact of AD on work, home,
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family, social life, daily functioning, and mental
health over the course of her lifetime. Our
patient attributed her severe, uncontrolled AD
since birth to causing poor sleep quality,
depression, anxiety, and difficulty with social
connections and to her choosing an alternative,
less physically demanding career. Early effects
on sleep and school performance, along with
impact on social connections, likely contribute
to weaker career opportunities and further
social isolation with age.
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Key Summary Points

This qualitative case report investigated
the lifetime impact of severe,
uncontrolled AD on all aspects of a single
patient’s life.

A patient, diagnosed with severe AD since
birth, was asked close- and open-ended
questions about AD history, direct and
indirect healthcare resource utilization,
and impact of AD on work, home, family,
social life, daily functioning, and mental
health over the course of her lifetime.

Our patient attributed her severe,
uncontrolled AD since birth to causing
poor sleep quality, depression, anxiety,
and difficulty with social connections and
to her choosing an alternative, less
physically demanding career.

Early effects on sleep and school
performance, along with impact on social
connections, likely contribute to weaker
career opportunities and further social
isolation with age.

DIGITAL FEATURES

This article is published with digital features,
including a summary slide, to facilitate under-
standing of the article. To view digital features
for this article go to https://doi.org/10.6084/
m9.figshare.14224259.

INTRODUCTION

Atopic dermatitis (AD) results in significant
patient-level and societal burden [1]. Severe,
uncontrolled AD persisting from childhood to
adulthood can have enduring quality of life
(QoL) impacts on daily functioning, academics,
career, family and social life, and mental health.
In addition, AD has an impact on direct and

indirect healthcare resource utilization [1].
Patients with inadequately controlled AD have
decreased overall QoL and work productivity;
increased depression, anxiety, and sleep
impairment; and increased healthcare utiliza-
tion compared to patients with controlled AD
and patients without AD [2]. Although it is
difficult to quantify the full economic burden of
AD, the indirect costs of atopic diseases can
exceed direct costs [3]. Several studies have
attempted to quantify the QoL and direct/indi-
rect economic burden of AD [3-6]. However,
these estimates may not capture the more
intangible disease-related burden and associated
economic burden.

This case report emphasizes the enormous
cumulative lifetime impact of severe, uncon-
trolled AD and where the qualitative indirect
impact may not be fully captured. The patient
has provided consent for the publication of this
article. Written informed consent for publica-
tion of the patient’s clinical details was
obtained and a copy of the consent form is
available for review by the editor.

CASE REPORT

This was a qualitative study that aimed to
investigate the full lifetime impact of severe,
uncontrolled AD on all aspects of a single
patient’s life. A comprehensive, semi-struc-
tured interview guide was developed and
based on review of the existing QoL and
direct/indirect impact literature. After we
obtained consent, a patient, diagnosed with
severe AD since birth, was asked close- and
open-ended questions about AD history, direct
and indirect healthcare resource utilization,
and impact of AD on work, home, family,
social life, daily functioning, and mental
health over the course of her lifetime. Life
events specific to the subject (school, after
graduation from school, getting married, hav-
ing children) were used as anchor points and
memory cues to capture details of AD’s impact
over a lifetime. The Wake Forest School of
Medicine Institutional Review Board granted
approval of the study.
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Childhood

Our patient, a Caucasian woman, now age 50,
was diagnosed with AD as an infant. In infancy,
she had moderate involvement of her arms and
face, which was primarily treated with topical
corticosteroids. However, during elementary
school, our patient’s AD worsened with more
lower extremity involvement and increased
frequency of flares. Additionally, she developed
concomitant severe asthma.

The patient’s mother primarily took care of
her as a child. Her mother, a waitress, spent
more than one additional hour per day, on top
of regular childcare duties, taking care of our
patient because of her medical conditions. The
patient’s mother often had to take time off work
to take care of her when she had a flare and
missed school or had to go to a doctor’s
appointment. Our patient believes that because
of her AD, her mother’s career choice was
impacted since her mother was unable to take
other types of jobs that did not allow her flexi-
ble time off.

School

At age 15, the AD worsened even further with
face and full-body involvement, including fis-
suring of the hands. The patient was admitted
to the hospital more than five times during
childhood for acute AD and asthma exacerba-
tions. She estimates missing more than 20 days
of school each year. Even when at school, she
missed many hours at the school nurse’s office.

During school, she always wore full-length
shirts and pants to prevent others from seeing
her skin. She often felt self-conscious and
embarrassed about the appearance of her skin
because others would stare. She recalls being
asked by classmates if “it” was contagious. Other
children would often avoid her or talk behind
her back. Additionally, our patient felt even
more isolated as she was often unable to par-
ticipate in physical activity because of AD and
asthma. She found it difficult to make friends
and felt anxious at a young age.

The pain, pruritus, and difficulty with social
relationships affected her productivity at

school. She spent a lot of energy trying not to be
noticed. She feels that she would have done
better in school if not for the AD, but this did
not stop her from continuing her education.
She initially wanted to study nursing; however,
she felt that she could not meet the physical
requirements for the career, so she instead
pursued nutrition since she felt it was a less
physically demanding career.

Adulthood

Her AD’s severity seemed to subside slightly in
her mid-20s but worsened again in her early
30s—she had had constant, severe AD since
then. She has been treated with systemic
immunosuppressants at various points. Now,
with more than 50% body surface area
involvement, AD affects her face (worse under
the eyes), chest, back, abdomen, upper thighs,
forearms, hands, and lower legs. On the face,
trunk, and extremities, there are scattered
eczematous plaques with lichenification and
scarring. On her hands, there is fissuring. She
has corticosteroid-induced striae on the abdo-
men and upper thighs. Her skin appearance has
become worse over time with scarring, hyper-
pigmentation, and hypopigmentation.

The two areas that cause her the most ditfi-
culty are the hands and face. Hand involvement
makes it painful and difficult to do everyday
things such as cleaning her home. Face
involvement makes her self-conscious and
embarrassed about her appearance. Her pruritus
is the most bothersome symptom because it
affects her at all times of the day, even when
alone, and causes difficulty concentrating on
tasks. She attributes pruritus as the cause of her
poor quality of sleep and insomnia.

Every 4-6 months, she has a flare where she
has a worsening of symptoms with a combina-
tion of superinfection, pruritus, or pain. These
flares often prevent her from going to work or
doing housework. She is constantly worried and
anxious about when the next flare will come. It
is difficult for her to make longer-term plans
with the uncertainty.
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Social and Daily Functioning

Our patient tries to avoid leaving her house as
much as possible, other than for work and
necessary chores. She always wears long-sleeved
shirts/pants, socks, and shoes as she is self-
conscious about others seeing her skin. She
finds it impossible to conceal her facial lesions.
She does not have many close friends and has
trouble meeting new people. AD has led to a lot
of social anxiety, which she believes impacted
her relationships. Health was a point of stress in
both of her marriages. Our patient currently
lives with her adult daughter after two mar-
riages that ended in divorce. Now, she prefers
not to leave home unless she has to and spends
most of her free time reading.

Our patient spends approximately 1h per
day directly taking care of her AD, including
applying topicals, taking pills, and shopping for
supplies. She only wears cotton and always
wears long sleeves, long pants, socks, and shoes,
even in hot weather, to prevent skin from being
seen by others. She has poor sleep and feels that
she only gets 3-4 h a night. She has difficulty
both falling asleep and staying asleep due to
worse pruritus and anxiety at night. Her AD
affects her home duties as well. She feels that
her AD slows her down—she must take breaks
when doing anything that requires too much
movement (vacuuming, carrying things).

During school, she could not play sports or
exercise much because of AD and asthma.
When she started sweating or was in the heat,
her skin would itch. She was always worried
about the next infection or asthma exacerba-
tion. This continues now, and she finds it dif-
ficult to control her weight as she cannot
exercise though she worries some of the weight
is because of the chronic corticosteroids. She
tries to stay away from activities that cause her
to overheat or sweat because that can cause her
to break out. Her obesity may also be partly due
to chronic corticosteroid use.

Comorbidities

Our patient has had a long history of compli-
cations of her AD, concomitant asthma, and

side effects of chronic corticosteroid use. She
often needs pulse oral corticosteroids for exac-
erbations and has been to the emergency
department (ED) and hospitalized many times.
She has been on and off oral prednisone for
several years for her asthma, as she has had
difficulty controlling her asthma with inhalers.
Our patient already developed cataracts in both
her eyes and had cataract surgery likely due to
chronic corticosteroid use from her asthma and
AD.

Mental Health

She has long-standing anxiety and depression
since childhood, which she attributes to her AD
and appearance. Sometimes she feels agitation
with anger about her AD and questions why this
happened to her. It affects every aspect of her
life. She has seen a psychiatrist in the past and
has been managing generalized anxiety disorder
and depression with medication prescribed
through her primary care physician.

Work

After completing high school, the patient
studied nutrition in college and completed an
additional year of training as a dietician. She
went into this field because of her AD and her
desire to work in healthcare. Her career as a
dietician allowed her to work in healthcare but
not have the stress or difficult schedule her
original career preference, nursing, would have
had. Since finishing training, she has worked as
a dietician at nursing homes and long-term care
facilities. However, she has missed a lot of work
because of AD—for flares, office visits, and
hospitalizations. Additionally, she must call off
from work at least one day a month because of
her uncontrolled AD.

Luckily, her employer is very flexible and
allows her the freedom to work part-time and
also maintain her health insurance. Her income
dropped from approximately $50,000 to
$34,000 when she went part-time because of her
AD. She now works 30 h per week on average.
While she does not make as much money as she
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would like, the reduced work and stress has
been good for her AD and anxiety.

Pruritus and pain often distract her from
work and slow her down. She finds it difficult to
find work because of her skin. In the past, many
employers would not hire her because of either
her skin’s appearance or her inability to work
full-time. She has lost several jobs because of
missed days from work. Previous co-workers
would talk about her behind her back, and she
has left several jobs as a result of this.

Healthcare Economic Burden

Our patient usually sees a dermatologist (AD)
twice per year and sees her primary care physi-
cian three times per year (AD, asthma, anxiety,
and depression). She estimates that she has to
go to the emergency department and/or been
hospitalized for AD infection or asthma exac-
erbation at least every 3 years on average since
age 15. From the 2010-2019 period alone, she
has had 25 dermatology office visits for AD. She
has commercial insurance through work. Addi-
tionally, she spends money every month at the
pharmacy on medications and creams, includ-
ing emollients, antihistamines, intranasal cor-
ticosteroids, eyedrops, unscented bath wash,
petrolatum, and gauze bandages. She makes AD
care a priority and finds ways to save money
elsewhere in her budget.

DISCUSSION

Quantitative studies are very useful for under-
standing the cost of disease and for obtaining
data that permits comparisons of impact across
different diseases. The dry nature of quantita-
tive data tends not to elicit emotional under-
standing of the impact. This study focused on
one patient and is limited by recall bias. While
this approach does not give a representative
quantitative picture of the impact of atopic
dermatitis, this anecdotal approach gives a
deeper, clearer perspective on the potential
impact that AD has across a patient’s entire life.

Our patient attributed her severe, uncon-
trolled AD since birth to causing poor sleep
quality, depression, anxiety, and difficulty with

social connections and to her choosing an
alternative, less physically demanding career.
Severe, uncontrolled AD similar to our patient’s
case can have enormous QoL impacts as well as
direct and indirect costs to the individual and
society.

The opportunity cost of our patient’s choice
of dietician as an alternative career to her orig-
inal desire of nursing is high over the course of a
lifelong career [7]. Our patient’s part-time salary
compared with her previous full-time salary
may provide insight into the opportunity cost
of part-time status. This may capture absen-
teeism and presenteeism. This large discrepancy
between part-time and full-time work may, in
large part, be attributed to the myriad of lasting
effects of her AD and asthma. Missing work or
taking time off further compounded the effect
of AD by likely not allowing more growth in our
patient’s career. Together these costs, over the
course of lifetime, are colossal. Future studies
may attempt to quantify these indirect costs of
AD more broadly across a larger population to
more fully understand the impact of severe,
uncontrolled AD. This case study captures the
effects of AD on a single patient’s life but can-
not not be generalized without further study.

The impact of AD is cumulative. Early effects
on sleep and school performance, along with
impact on social connections, likely contribute
to weaker career opportunities and further
social isolation with age. While our patient
exhibited considerable resilience, the cumula-
tive effects of AD were still evident.
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