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PRACTICE POINTS

- For assessing quality of life (QOL) in atopic derma-
titis (AD), it is recommended that researchers use a
combination of a generic and a dermatology-specific
or AD-specific instrument, whereas clinicians should
apply a dermatology-specific or an AD-specific
method or both.

- Anxiety and depression are common comorbidities in
AD; patients also may need psychological support.

- Patient education is key for improving QOL in AD.

- Financial aspects of the treatment of AD should be
taken into consideration because AD requires con-
stant care, which puts a financial burden/on-patients.

Atopic dermatitis (AD) is a chronic disease that impairs the patient’s
quality of life (QOL) given its impact. on sleep, work productivity,
emotional and mental health, physical activity, and social function-
ing. In this review, the most important findings about QOL in AD are
summarized. We also aim to demonstrate the most commonly used
methods for measuring QOL and to give practical advice on using
these instruments in clinical practice and research. Furthermore, AD
puts a great burden on patients, and the degree of this burden is
related to disease severity.
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topic dermatitis (AD) is a chronic, relapsing,
inflammatory skin disease typically with child-
hood onset. In some cases, the condition persists,
but AD usually resolves by the time a child reaches adult-
hood. Prevalence is difficult to estimate but, in developed

countries, is approximately 15% to 30% among children
and 2% to 10% among adults.'

Atopic dermatitis'is characterized by chronically itchy
dry skin, weeping erythematous papules and plaques, and
lichenification. Furthermore, AD often is associated with
other atopicdiseases, such as food allergy, allergic rhinitis,
and bronchial asthma.

In this article, we review the literature on the quality
of life (QOL) of patients with AD. Our goals are to dis-
cuss the most common methods for measuring QOL in
AD and how to use them; highlight specific alterations of
QOL in AD; and review data about QOL of children with
AD, which is underrepresented in the medical literature,
as studies tend to focus on adults. In addition, we address
the importance of assessing QOL in patients with AD due
to the psychological burden of the disease.

Quality of Life

The harmful effects of AD can include a range of areas,
including emotional and mental health, physical activity,
social functioning, sleep disturbance, decreased work pro-
ductivity, financial expenditure, leisure activities, and fam-
ily relationships. The impact varies by age of the patient,
and there are specific instruments for measuring QOL in
infants, children, adolescents, and adults.

Because QOL is an important instrument used in
many AD studies, we call attention to the work of the
Harmonising Outcome Measures for Eczema (HOME)
initiative, which established a core outcome set for all AD
clinical trials to enable comparison of results of individual
studies.? Quality of life was identified in HOME as one
of 4 basic outcome measures that should be included
in every AD trial (the others are clinician-reported
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signs, patient-reported symptoms, and long-term con-
trol).> According to the recent agreement, the following
QOL instruments should be used: Dermatology Life
Quality Index (DLQI) for adults, Children’s Dermatology
Life Quality Index (CDLQI) for children, and Infants’
Dermatitis Quality of Life Index IDQOL) for infants.*

In dermatology, these instruments can be divided
into 3 basic categories: generic, dermatology specific,
and disease specific.” Generic QOL questionnaires are
beneficial when comparing the QOL of an AD patient to
patients with other conditions or to healthy individuals.
On the other hand, dermatology-specific and AD-specific
methods are more effective instruments for detecting
impairments linked directly to the disease and, therefore,
are more sensitive to changes in QOL.® Some of the most
frequently used QOL measures®® for AD along with their
key attributes are listed in the Table.

Given that AD is a chronic disease that requires
constant care, parents/guardians or the partner of the
patient usually are affected as well. To detect this effect,
the Family Dermatology Life Quality Index (FDLQI), a
dermatology-specific instrument, measures the QOL in
family members of dermatology patients.” The Dermatitis
Family Impact (DFI)® is a disease-specific method for
assessing how having a child with AD can impact the
QOL of family members; it is a 10-item questionnaire
completed by an adult family member. The FDLQI” and
DFI® both help to understand the secondary impact of
the disease.

In contrast, several other methods that alse are
administered by a parent/guardian assess how the par-
ent perceives the QOL of their child with AD; these
methods are essential for small children anddnfants who
cannot answer questions themselves. The IDQOL’ was

Frequently Used QOL Instruments for AD

QOL IN ATOPIC DERMATITIS

designed to assess the QOL of patients younger than
4 years using a parent-completed questionnaire. For older
children and adolescents aged 4 to 16 years, the CDLQI"
is a widely used instrument; the questionnaire is com-
pleted by the child and is available in a cartoon format.*

For patients older than 16 years, 2 important instru-
ments are the DLQI, a generic dermatology instrument,
and the Quality of Life Index for Atopic Dermatitis
(QoLIAD)."

Clearly it can be troublesome for researchers and
clinicians to find the most suitable instrument to evalu-
ate QOL in AD patients. To make this task easier, the
European Academy of Dermatology and Venereology
Task Force released a position paper with the following
recommendations: (1) only validated instruments should
be used, and (2) their use should be based on the age of
the patients for which the instruments were designed. It
is reommended that researchers use a combination of a
generic and a dermatology-specific or AD-specific instru-
ment, whereas clinicians should apply a dermatology-
specific or AD-specific method, or both.?

Alterations of QOL in AD

Sleep Disturbance in AD—Sleep disorders observed in AD
include difficulty falling asleep, frequent waking episodes,
shorter sleep duration, and feelings of inadequate sleep,
which often result in impairment of daily activity.'>"
Correlation has been found between sleep quality and
QOL in both children and adults." Approximately 60% of
children affected by AD experience a sleep disturbance,”
which seems to correlate well with disease severity.'* A
US study found that adults with AD are more likely to
experience a sleep disturbance, which often affects day-
time functioning and work productivity.?

Instrument QOL Target

Specificity Description®

Dermatitis Family Impact (DFI) Family QOL instrument

questionnaire

AD specific 10 items; score range, 0-30

Family Dermatology Life Family QOL instrument

Quality Index (FDLQI)

Dermatology specific 10 items; score range, 0-30

Infants’ Dermatitis Quality
of Life Index (IDQOL)

Children <4y
(proxy rating)

AD specific 10 items; score range, 0-30

Children 4-16 y
(self-completed)

Children’s Dermatology Life
Quality Index (CDLQ)

Dermatology specific 10 items; score range, 0-30

Dermatology Life Quality Adults Dermatology specific 10 items; score range, 0-30
Index (DLQ)
Quiality of Life Index for Adults AD specific 25 items; score range, 0-25

Atopic Dermatitis (QoLIAD)

Abbreviations: QOL, quality of life; AD, atopic dermatitis.
@The higher the score, the more QOL is impaired.
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Financial Aspects and Impact on Work—The financial
burden of AD is extensive.” There are direct medical
costs, including medication, visits to the physician, alter-
native therapies, and nonprescription products. Patients
tend to spend relevant money on such items as moistur-
izers, bath products, antihistamines, topical steroids, and
topical antibiotics.’®* However, it seems that most of
the cost of AD is due to indirect and nonmedical costs,
including transportation to medical visits; loss of work
days; extra childcare; and expenditures associated with
lifestyle changes,'”?® such as modifying diet, wearing
special clothes, using special bed linens, and purchas-
ing special household items (eg, anti-dust mite vacuum
cleaner, humidifier, new carpeting).'*

Absenteeism from work often is a consequence of
physician appointments; in addition, parents/guardians
of a child with AD often miss work due to medical
care. Even at work, patients (or parents/guardians)
often experience decreased work productivity (so-called
presenteeism) due to loss of sleep and anxiety.* In
addressing the effects of AD on work life, a systematic
literature review found that AD strongly affects sick
leave and might have an impact on job choice and
change or loss of job.?

Furthermore, according to Su et al,* the costs of AD
are related to disease severity. Moreover, their data sug-
gest that among chronic childhood diseases, the financial
burden of AD is greater than the cost of asthma and
similar to the cost of diabetes mellitus.”

Association Between QOL and

Disease Severity

A large observational study found that improvement in
AD severity was followed by an increase in QOL.** A pos-
itive correlation between diseasetseverity and QOL has
been found in other studies,®?® though no correlation
or only moderate correlation also”has been reported.”
Apparently, in addition to QOL, disease severity scores
are substantial parametersin the evaluation of dis-
tress caused by AD; the HOME initiative has identified
clinician-reported signs and patient-reported symptoms
as 2 of 4 core outcomes domains to include in all future
AD clinical trials.® For measuring symptoms, the Patient-
Oriented Eczema Measure (POEM) is the recommended
instrument.?® Regarding clinical signs, the HOME group
named the Eczema Area and Severity Index (EASI) as the
preferred instrument.”

Psychological Burden

Stress is a triggering factor for AD, but the connection
between skin and mind appears bidirectional. The bio-
logical reaction to stress probably lowers the itch thresh-
old and disrupts the skin barrier.*” The Global Burden of
Disease Study showed that skin diseases are the fourth
leading cause of nonfatal disease burden.?! There are sev-
eral factors—pruritus, scratch, and pain—that can all lead
to sleep deprivation and daytime fatigue. Based on our
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experience, if lesions develop on visible areas, patients
can feel stigmatized, which restricts their social life.

The most common psychological comorbidities of AD
are anxiety and depression. In a cross-sectional, multi-
center study, there was a significantly higher prevalence
of depression (P<.001) and anxiety disorder (P=.02)
among patients with common skin diseases compared to
a control group.* In a study that assessed AD patients,
researchers found a higher risk of depression and anxi-
ety.? Suicidal ideation also is more common in the popu-
lation with AD®*%; a study showed that the risk of suicidal
ideation in adolescents was nearly 4-fold in patients with
itching skin lesions compared to those without itch.*

According to Linnet and Jemec,® mental and psy-
chological comorbidities of AD are associated with lower
QOL, not with clinical severity. As a result, to improve
QOL in AD, one should take care of both dermatological
and psychological problems. It has been demonstrated
that psychological interventions, such as autogenic train-
ing, cognitive-behaviotal therapy, relaxation techniques,
habit reversal training,* and hypnotherapy’” might be
helpful in individual cases; educational interventions
also are recommended.* With these adjuvant therapies,
psycholegical status, unpleasant clinical symptoms, and
QOL! could be improved, though further studies are
needed to confirm these benefits.

Conclusion

Atopic dermatitis places a notable burden on patients and
their families. The degree of burden is probably related
to disease severity. For measuring QOL, researchers and
clinicians should use validated methods suited to the age
of the patients for which they were designed. More stud-
ies are needed to assess the effects of different treatments
on QOL. Besides pharmacotherapy, psychotherapy and
educational programs might be beneficial for improving
QOL, another important area to be studied.
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