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Atopic dermatitis has a negative impact on quality of
life in patients and their families. However, there have
been very few studies of the impact of atopic dermati-
tis on adolescents and their relatives. The objective of
this study was to evaluate the impact of atopic derma-
titis in the daily lives of adolescents between 12 and
17 years of age in the French population and to assess
the burden of the disease on their families. Quality of
life was measured in 399 parents of adolescents with
atopic dermatitis and in the adolescents themselves.
Impairment of quality of life in the adolescents was
associated with disease severity. Moreover, in child-
ren aged 12-14 years, quality of life was worse with
increasing age, with decreasing disease duration, and
when parents had atopic dermatitis. In children aged
15-17 years quality of life was worse when the parent
who answered the questionnaire was male and when
the parent was <45 years old. The burden of atopic
dermatitis was higher in parents of older children, in
parents with children with higher disease severity,
with shorter disease duration, in male parents, and in
parents aged <45 years. The burden of atopic derma-
titis in adolescents and their parents is considerable
and should be taken into account in the management
of atopic dermatitis.
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topic dermatitis (AD) is a chronic, relapsing, inflam-

matory skin disease. It is more frequent in children,
but can occur at any age. AD affects 5-20% of children
in Western countries (1, 2). In France, the prevalence of
AD has recently been estimated as 4.6% in the general
population over 15 years of age (3). The incidence of
AD is increasing (4), in particular in industrialized
countries. Therefore, AD is an important public health
issue whose impact needs to be studied in depth. Great
attention has been paid to AD in childhood, but fewer
studies are available on the impact of this condition on
young adults and adults. Due to its symptoms, mainly
pruritus, and to its frequent occurrence in visible areas,
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SIGNIFICANCE

The burden of atopic dermatitis on adolescents and their
parents was studied in a representative sample of adults
with children aged 12-17 years with atopic dermatitis. Im-
pairment of quality of life in the adolescents themselves
was found to be associated, in particular, with disease se-
verity. The burden of atopic dermatitis on parents was con-
siderable. This aspect is particularly important in parents of
children with atopic dermatitis, since they are involved in
all aspects of care and in the problems the child encounters
in their daily life. This has been studied in depth in parents
of paediatric patients with atopic dermatitis, but not specif-
ically in the adolescent group. Our results show that an
effective treatment for AD should be aimed at improving
adolescents’ QoL, and thus at reducing the burden of the
disease on parents.

AD may have a detrimental effect on patients’ lives, by
negatively affecting different aspects of quality of life
(QoL) (5, 6). In addition, AD may have a secondary
impact on the patient’s family or caregiver. Basra &
Finlay (7) proposed the concept of the “Greater Patient”
to describe the group of people close to the patient who
are thus affected in some way by his or her disease. The
burden of AD in the family members of children has been
well described (8—10). Family members are burdened
with time-consuming treatment regimens, dietary and
household changes, as well as a heavy financial impact.
However, adult patients with AD may also involve their
family members in the physical and psychosocial con-
sequences of their condition (11, 12). Previous studies
on AD have focused mainly on children and adults,
neglecting the intermediate category, that of adolescents,
who are a specific group of patients with their own expe-
riences, preferences and beliefs (13). Trials are currently
being conducted on adolescents with AD (14), taking
into account that they may not necessarily respond to
treatment in the same way as adults. Adolescence is, in
fact, a transitional phase of growth in which biological,
cognitive, social and emotional transformations take
place. Adolescents face a series of challenges in deve-
loping their autonomy, identity and self-image. Body
image plays a more important role at this age than it
does in childhood and adulthood; thus, the impact of AD
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on QoL in adolescents is particularly high. Adolescents
often have to deal with their disease by themselves, and
they develop a personal attitude towards treatment (13),
with the need for a rapid and persistent effect, and with
generally low adherence. Thus, it is important specifi-
cally to study the burden AD places on adolescents and
its consequences on their families.

The objectives of this study were therefore to evaluate
the impact of AD in the daily lives of adolescents between
12 and 17 years of age in the French population and to
assess the burden of the disease on their families.

MATERIALS AND METHODS
Study design

This was an observational, cross-sectional study. The study was
approved by the Institutional Review Board (NO3 - Nord-Ouest
III, FRANCE, nr 19.04.11.96333) on 7 September 2019 and
was conducted according to the principles of the Declaration of
Helsinki.

Study population

A polling institute (HC Conseil Paris, France) conducted the survey
between September and October 2019. A representative sample
of the adult general population over 18 years of age was recruited
using a stratified, proportional sampling with replacement design.
Individuals who had children aged between 12 and 17 years with
AD, diagnosed by a physician, were invited to participate in the
study. Thus, the study population consisted of parents of adoles-
cents aged 12—17 years who had AD. Inclusion criteria were: (i)
being parents of a child aged 12—17 years with AD; (i7) able to
understand the French language; and (ii7) having given consent
to participate after receiving written information about the study.
Parents also gave consent for their child’s participation in the study.

Study procedures

Parents were asked to answer a questionnaire regarding socio-
demographic and personal information, including age, profes-
sional level, absences from work due to their child’s disease,
presence or history of AD in one or both parents, and number of
days per year of absence at school of their children. Professional
level was defined according to the socio-professional categories
(CSP) set out by the French Institut National de la statistique et
des etudes économiques (INSEE). Parents were further categorized
into 2 categories: “plus” (+) and “minus” (—). The (+) category
included individuals belonging to higher and intermediate man-
agerial, administrative, professional, supervisory, clerical and
junior managerial, administrative, and professional occupations;
the (—) category included skilled, semi-skilled, unskilled manual
and lowest grade occupations. Parents were also asked to answer
a question about the attendance at therapeutic patient educational
sessions: “did your child or one or both parents attend educational
sessions for AD?”.

Adolescents were asked to complete different questionnaires on
their QoL. Parents were also asked to complete a questionnaire
on the burden of their child’s disease, to evaluate their personal
health status, and to evaluate the clinical severity of their child’s
AD. All the questionnaires were anonymous. The adolescents’ and
their parents’ questionnaires were linked by a code to form a dyad.

The questionnaires are described below.

Clinical severity: the Patient-Oriented Eczema Measure. Clini-
cal severity was assessed by the parent using a proxy version of
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the Patient-Oriented Eczema Measure (POEM) (15). POEM is
a measurement tool for monitoring disease activity in children
and adults with atopic eczema, and it is completed by the patient
or the caregiver when the patient is a child. The questionnaire
asks about the frequency of occurrence of 7 symptoms during
the previous week: itching, sleep, bleeding, weeping, cracking,
flakiness, dryness. Possible answers are given on a 5-point scale:
0=no days; 1=1-2 days; 2=3—4 days; 3=5-6 days; 4=every day.
The total score is obtained by adding up the scores of the single
items (possible scores from 0 to 28). The proposed bandings for
POEM scores (16) are: 0-2 (clear/almost clear); 3—7 (mild); 816
(moderate); 1724 (severe); and 25-28 (very severe). Three groups
were created: mild (0—7), moderate (8—16), and severe (17-28).

Quality of life measures: EQ-5D. The EQ-5D (17) allows the
current general health-related QoL to be measured across all
medical fields and across the general population. EQ-5D has been
used to assess patients with skin conditions (18), showing a good
overall validity. EQ-5D consists of 2 parts. Here, we report only
the results of the first part, which is a visual analogue scale (VAS)
recording respondents’ self-rated health from 0 to 10 (worst to best
imaginable health state). EQ-5D was completed both by the child
and the parent, each with regards to their own health status. The
child-friendly version of the EQ-5D (EQ-5D-Y) (19) was used
for the adolescents.

Dermatology Life Quality Index (DLQI). The DLQI (20) is a
simple questionnaire that evaluates the impact of a skin disease on
patient’s QoL. The DLQI consists of 10 items covering symptoms
and feelings, daily activities, leisure, work and school, personal
relationships, and treatment. Each item is scored on a 4-point
scale, from 0 to 3, with higher scores indicating greater impair-
ment of QoL. The following score band descriptors have been
validated (21): total score 0—1=no effect at all on the patient’s
life; 2—5=small effect on the patient’s life; 6—10=moderate effect
on the patient’s life; 11-20=very large effect on the patient’s life;
21-30=extremely large effect on the patient’s life. In this study,
the DLQI was used in children aged 15-17 years.

Children’s Dermatology Life Quality Index (CDLQI). The CDLQI
(22) is a QoL instrument that aims to evaluate the impact of a skin
disease and its treatment on the lives of children under 16. As in
the DLQI, there are 10 questions, with possible answers scores
from 0 to 3: “not at all” to ““very much”. Higher scores indicate a
worse QoL. In this study, the CDLQI was used in children aged
12—-14 years.

Burden of disease in the family: Atopic dermatitis Burden Scale-
Family (ABS-F). The ABS-F questionnaire (23) is a validated tool
that assesses the burden of AD in families of children with AD.
This questionnaire consists of 14 items that can be summarized
into 4 dimensions. For each item, possible answers were scored
0-3: “no without hesitation” (0), “I don’t know” (1), “maybe” (2),
and “yes without hesitation” (3).

Statistical methods

Since the study was descriptive, no sample calculation was neces-
sary. A sample of 400 parents was considered adequate for the
purposes of the study. Categorical values are described as numbers
and percentages, and continuous variables as means and standard
deviations (SD). The mean scores of the different instruments were
compared for different levels on different variables using #-tests.
Correlations between instrument scores were calculated using the
Pearson correlation coefficient. Three linear regression models
were performed, with the CDLQI, DLQI, and ABS-F scores as
dependent variables. The independent variables were: sex and age
of the child, disease severity as evaluated by the parent (POEM
questionnaire) in 3 categories (mild, moderate, and severe), dura-
tion of the disease (<5 years and >5), sex and age of the parent,
and presence of AD in parents.
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[ Adolescens | parens |
--"i-“ -
N (by gender) 231 168 130 269
N (global) 399 399
POEM 647 130 269 Severity Fig. 1. Number of parents and adolescents with
EQ-5D-Y 20 231 168 Generic QoL atopic dermatitis (AD) who answered to the different
EQ-5D 1819 130 269 Generic QoL questionnaires. ABS-F: Atopic dermatitis Burden Scale-
z Family; CDLQI: Children’s Dermatology Life Quality Index;
ABS-F 2 Burden famil
el A% u_r ) aﬁmy DLQI: Dermatology Life Quality Index; POEM: Patient-Oriented
coLal 22 231 168 Skin Specific QoL Eczema Measure.
RESULTS years or more in 49.1% of cases. Severity, as evaluated
. by the POEM, was mild in 57.6%, moderate in 32.8%
Study population

A total of 400 parents met the inclusion criteria, agreed
to participate in the study and completed the question-
naires. One respondent (0.25%) was excluded because of
inconsistent responses. Therefore, a total of 399 parents
were included in the final analysis. Fig. 1 summarizes the
number of parents and adolescents included in the analysis
and the administered questionnaires. Table I describes
the socio-demographic and personal characteristics of the
parents. The mean +SD age of the parents was 41.4+8.2
years, and 67.4% of the respondents were women. Twelve
of'the 13 major French regions were represented. AD was
present in 46.9% of parents, and 54.6% of them reported
a history of AD. Fifty-eight parents (14.5%) reported
that one or both of parents or their child had attended
therapeutic patient educational sessions.

Among adolescents (Table II), 57.9% were boys, and
half of them were 15 years old or more, according to
the selection criteria. The duration of the disease was 5

Table I. Description of the study population: parents

Variable n (%)
Parent
Mother 269 (67.4)
Father 130 (32.6)
Age
<45 years 193 (54.1)
>45 years 164 (45.9)
Professional level*
Socio-professional category + 198 (49.6)
Socio-professional category - 148 (37.1)
Unemployed 53 (13.3)
Absence at work** during one year
At least one absence 85 (26.2)

None 239 (73.8)
Presence of atopic dermatitis

One of the parents 160 (40.1)

Both parents 27 (6.8)

None 212 (53.1)
History of atopic dermatitis

One of the parents 186 (46.6)

Both parents 32 (8.0)

None 181 (45.4)
Educational sessions on atopic dermatitis (child or parent)

Yes 58 (14.5)

No 341 (85.5)

*The (+) category included individuals belonging to higher and intermediate
managerial, administrative, professional, supervisory, clerical and junior managerial,
administrative, and professional occupations; the (=) category included skilled,
semi-skilled, unskilled manual and lowest grade occupations. **Due to their
child’s atopic dermatitis.

and severe in 9.5% of patients.

Quality of life in children and their parents according
to socio-demographic and clinical variables

Mean+SD CDLQI score was 8.7+7.1, indicating a mo-
derate effect on QoL, and mean+SD DLQI score was
12.8+11.1, indicating a very large effect on QoL (Table
I1I). Low patient’s and parent’s QoL were associated with
a higher clinical severity (»p=0.02 for moderate vs mild
condition in EQ-5D VAS of parents, and p<0.001 for all
the other comparisons). In adolescents QoL was worse
for a disease duration of <5 years (p=0.003 for 12—14
years old, p=0.01 for 15—17 years old). QoL in parents
and in children aged 1517 years was lower when AD was
present in parents (p=0.02 in parents, and 0.006 and 0.02
in the two adolescents’ groups). Children health status
and QoL were worse when the father participated in the
study (p=0.02 for CDLQI, p<0.001 for the other QoL va-
riables). Having attended therapeutic patient educational
sessions was strongly associated with low QoL (p<0.001
for all groups, except parent EQ-5D with p=0.007).

Family burden according to socio-demographic and
clinical variables

As shown in the final column of Table III, family burden
was strongly positively associated with clinical severity
(»<0.001). A higher family burden was reported by pa-

Table II. Description of the study population: adolescents

Variable
Sex, n (%)
Boys 231 (57.9)
Girls 168 (42.1)
Age, n (%)
12-14.9 years 200 (50.0)
15-17.9 years 199 (50.0)
Disease severity: POEM, n (%)
Mild 230 (57.6)
Moderate 131 (32.8)
Severe 38 (9.5)
Duration of the disease, n (%)
<5 years 203 (50.9)
>5 years 196 (49.1)
Days of absence from school during one year, mean+SD 6.8+5.9

POEM: Patient-Oriented Eczema Measure; SD: standard deviation.
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Table III. Quality of life and burden of disease scores in different levels of sociodemographic and clinical variables in 399 adolescents

with atopic dermatitis (AD) and their parents

CDLQI DLQI
EQ-5D VAS EQ-5D VAS Children Children ABS-F
Parents Adolescents 12-14 years 15-17 years Parents

Variable Mean+SD  p-value Mean+SD p-value Mean+SD p-value Mean+SD p-value Mean+SD p-value
Overall 73.8 £21.3 72.7 £22.2 8.7+7.1 12.8 +11.1 10.0 + 8.0
Severity (POEM)

Mild 77.0+19.8 78.2+19.4 5.6+5.6 6.7+6.8 8.6+9.2

Moderate 72.3+20.8 0.02% 68.8+21.5 <0.001* 12.7+7.0 <0.001* 12.4+7.0 <0.001* 16.9+10.4 <0.001%*

Severe 59.1+25.0 <0.001** 51,7+25.4 <0.001** 159+4.1 0.07** 18.2+6.8 <0.001** 24.3+10.2 <0.001**
Sex (child)

Boys 74.0+20.9 71.7+22.8 9.0£7.4 10.5+£8.0 13.9+11.4

Girls 73.4+21.8 0.77 73.9+21.4 0.33 8.4+6.8 0.58 9.2+7.8 0.27 11.4+10.4 0.03
Age (child)

12-14.9 years 75.0+£19.1 74.6+21.2 8.6+7.0 11.7+10.2

15-17.9 years 72.6+23.3 0.27 70.6+23.1 0.07 10.0+£7.9 14.1+11.8 0.03
Duration of the disease

<5 years 73.4+20.2 70.7+22.4 10.0+7.2 11.6+8.4 14.7+11.4

=5 years 74.2+22.5 0.72 74.6+21.9 0.08 7.0+6.7 0.003 8.7+7.3 0.01 10.9+10.4 0.001
Presence of AD in parents

One or both of them 71.2+21.4 70.5+23.0 10.2+7.4 11.4+8.4 14.5+11.3

None 76.0+£21.0 0.02 74.4+21.4 0.08 7.4+6.7 0.006 8.8+7.4 0.02 11.4+10.7 0.005
Parent

Father 72.9+21.0 66.4+23.4 10.6+6.9 13.2+7.9 16.8+11.7

Mother 74.2+21.5 0.58 75.6+21.0 <0.001 8.0+£7.1 0.02 8.1+7.4 <0.001 11.0+10.3 <0.001
Age (parent)

<45 years 76.4+19.3 73.8+20.4 +6. 10.6+8.0 12.6+11.0

>45 years 73.1+22.2 0.14 74.9+23.4 0.62 8.2+7.4 0.90 7.9+6.5 0.02 11.0+10.0 0.16
Professional level (parent)***

CSP+ 74.7+20.7 70.9+21.7 10.3+£7.7 10.4+7.8 14.0+11.2

CSP- 73.8+21.9 0.68 73.9+23.6 0.20 7.5+£6.6 0.01 9.1+7.7 0.24 11.8+11.1 0.06
Educational sessions on AD (child or parent)

Yes 66.8+24.3 59.3+23.6 18.0+5.5 20.0+£7.0 25.7+9.1

No 75.0£20.5 0.007 74.8+20.5 <0.001 7.2+6.1 <0.001 8.2+6.7 <0.001 10.7+9.8 <0.001

*Moderate vs mild; **Severe vs moderate; ***The (+) category included individuals belonging to higher and intermediate managerial, administrative, professional,
supervisory, clerical and junior managerial, administrative, and professional occupations; the (-) category included skilled, semi-skilled, unskilled manual and lowest

grade occupations.

CSP; socio-professional category; DLQI: Dermatology Life Quality Index; CDLQI: Children’s Dermatology Life Quality Index; ABS-F: Atopic dermatitis Burden Scale-

Family; VAS: visual analogue scale. Figures in bold indicate statistical significance at p<0.05.

Variable N | Estimate P
Sex M 102 l Reference

F 84 I 0.06 (-1.66, 1.79) 0.944
Age 186 I 2.54(1.43, 3.65) <0.001
Severity Mild 114 ‘ Reference

Moderate 61 L 5.49 (3.64, 7.35) <0.001

Severe 11 —-|7.98(4.36,11.60) <0.001
Duration of disease <5Years 102 - Reference

>=5Years 84 I -2.50(-4.24,-0.77)  0.005
Parent Sex M 50 l Reference

F 136 I -0.79 (-2.81, 1.24) 0.445
Parent Age 186 . -0.51(-1.21,0.18) 0.148
Parent Having Atopic Dermatitis Y 89 - Reference

N 97 'I4 -1.87 (-3.56,-0.18)  0.031
(Intercept) - |7.42(4.63,10.22) <0.001

0o 5 10

Fig. 2. Results of the linear regression model in 200 adolescents (12-14
years old) with atopic dermatitis (AD). Children’s Dermatology Life Quality Index
(CDLQI) score is the dependent variable, and the independent variables are sex and
age of the child, disease severity as evaluated by the patient in 3 categories (mild,
moderate, severe), duration of the disease (<5 and =5 years), sex and age of the
parents, and presence of AD in parents.
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rents of boys compared with girls (p=0.03), of
children of 15 years or more compared with the
younger group (p=0.03), and of patients with a
disease duration of <5 years (p=0.001). Also,
the family burden was higher when AD was
present in parents (p=0.005), when the father
participated in the study (»p<0.001), and when
the child or the parent attended therapeutic
patient educational sessions (p<0.001).

Quality of life and family burden:
multivariate analysis

The regression models confirmed most of the
results obtained in the univariate analysis. In
children aged 12—14 years (Fig. 2) QoL de-
creased with increasing age (p<0.001), with
increasing disease severity (p<0.001), with
decreasing disease duration (p=0.005), and
when parents had AD (p=0.031). In children
aged 15—17 years higher DLQI scores (Fig. 3)
were associated with higher disease severity
(»<0.001), sex of the parent (male) (p=0.001),
and younger age of the parent (»p<0.001). Fami-
ly burden, as measured by the ABS-F (Fig. 4),
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Variable N | Estimate P
Sex M 102 l Reference

F 69| W -0.52 (-2.56, 1.52) 0.615
Age 171 I 0.36 (-0.86, 1.58) 0.558
Severity Mild 106| W Reference

Moderate 43 I 4.20 (1.90, 6.50) <0.001

Severe 22 L g 10.42 (7.46, 13.38) <0.001
Duration of disease <5Years 70| M Reference

>=5Years 101 - -1.44 (-3.45,0.57) 0.159
Parent Sex M 55| W Reference

F 116 l -3.56 (-5.69,-1.43)  0.001
Parent Age 171 - -1.67 (-2.55,-0.79) <0.001
Parent Having Atopic Dermatitis Y 76 - Reference

N 95 I -0.76 (-2.77, 1.24) 0.452
(Intercept) ~-(14.09 (8.68, 19.50) <0.001

5 0 51015

Fig. 3. Results of the linear regression model in 199 adolescents (15-17
years old) with atopic dermatitis (AD). Dermatology Life Quality Index (DLQI)
score is the dependent variable, and the independent variables are sex and age of the
child, disease severity as evaluated by the patient in 3 categories (mild, moderate,
severe), duration of the disease (<5 and =5 years), sex and age of the parents,
and presence of AD in parents.

Variable N | Estimate P
Sex M 204 l Reference

F 153 l -1.22 (-3.25, 0.81) 0.238
Age 357 . 0.82 (0.20, 1.44) 0.010
Severity Mild 220 ‘ Reference

Moderate 104 L 6.39 (4.18, 8.61) <0.001

Severe 33 4 112,77 (9.30, 16.25)  <0.001
Duration of disease <5Years 172 . Reference

>=5Years 185 . -2.56 (-4.58, -0.53) 0.013
Parent Sex M 105 . Reference

F 252 I -3.31 (-5.57, -1.05) 0.004
Parent Age 357 - -1.18 (-2.03, -0.34) 0.006
Parent Having Atopic Dermatitis Y 165 - Reference

N 192 I -1.42 (-3.42, 0.58) 0.165
(Intercept) B |15.03 (11.64, 18.42) <0.001

-5 0 51015

Fig. 4. Results of the linear regression model in 399 parents of adolescents
(12-17 years old) with atopic dermatitis (AD). Atopic Dermatitis Burden Scale-
Family (ABS-F) score is the dependent variable, and the independent variables are
sex and age of the child, disease severity as evaluated by the patient in 3 categories
(mild, moderate, severe), duration of the disease (<5 and =5 years), sex and age
of the parents, and presence of AD in parents.

Atopic dermatitis in adolescents 5/7

was higher in parents of older children (p=0.01),
with higher disease severity (p<0.001), shorter
disease duration (p=0.013), in male parents
(»=0.004), and in younger parents (p=0.000).
Pearson correlation coefficients were 0.79 bet-
ween the CDLQI and ABS-F and 0.83 between
the DLQI and ABS-F.

Presence of atopic dermatitis in parents and
quality of life and family burden

In the univariate analysis (Table I1I), when AD
was present in one or both parents, QoL in child-
ren (measured with CDLQI and DLQI) and in
parents (measured with EQ-5D) was significantly
worse than when they did not have AD (»p=0.02,
<0.001,<0.001, respectively). Also, family bur-
den (ABS-F) was significantly higher when the
parent/s did have AD (p=0.031). The association
was significant also in the linear regression model
with the CDLQI as dependent variable (Fig. 2).

DISCUSSION

This study observed a moderate effect of AD on
dermatology-related QoL in the younger group
of patients (12—14 years old), while the impact on
adolescents 15 years or older was very large. This
finding may suggest that the, so-called, group
of adolescents is not a homogeneous category,
but should be further divided into at least 2 sub-
groups with specific characteristics. Differences
were observed even though the age range was
restricted from 12 to less than 18 years, while
the World Health Organization (WHO) defines
adolescents as individuals aged 10—19 years old.
Among the sparse specific studies evaluating
QoL in adolescents with AD, a study (24) on
Asian adolescents aged between 11 and 16 years
reported an association between CDLQI scores
and disease severity, as in the current study.
Another study (25), which more specifically in-
vestigated depression and anxiety in adolescents
with AD, found an association of those aspects
with low QoL and sleep loss.

In the current study, QoL of adolescents was
lower when the disease had started less than 5
years previously. It is possible that, over time,
patients learn to deal with the disease and to use
coping strategies. A low QoL was also reported
in adolescents with a parent who had AD at the
time of the study or in the past. In fact, it has
been noted that the way in which an individual
reacts to an illness has a lot to do with how his/
her parents reacted to the same illness when he/
she was a child. Parents who had experienced AD

Acta Derm Venereol 2020
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are probably more worried about their child’s disease;
hence the burden of the disease may be higher. Moreover,
they may pay particular attention to the child, taking him/
her to the doctor frequently and letting him/her stay at
home from school. These behaviours may thus pass on
parental concern to their children, increasing the burden
of the disease.

In the present study, the strongest association was ob-
served between adolescents’ QoL and the severity of the
disease. Such a finding is in line with other studies (26,
27). Nonetheless, in those studies, while QoL was also
measured by the DLQI or the CDLQ)I, the clinical seve-
rity score used was the SCORAD, a physician-assessed
severity score (28). In contrast, the current study used a
patient/caregiver-reported severity outcome, the POEM,
which may explain the higher correlation found between
the DLQI and disease severity, i.e. a correlation coeffi-
cient of approximately 0.5, while they found a correlation
of approximately 0.3-0.4 between QoL measures and
the SCORAD. In fact, clinical severity and QoL reflect
different aspects of disease burden, the first being based
on objective clinical signs and symptoms and the other
on the psychosocial impact of the disease. It is likely
that the evaluation of clinical severity by the patient
him/herself or the caregiver is a thorough evaluation of
the disease, including their subjective experience of the
disease in daily life.

Another important aspect is the burden that AD has
on the family. In an editorial, Finlay (29) defined 3 di-
mensions of skin disease burden: “now”, “long term”
and “family”, the first 2 concerning the patient and the
third dimension involving family members or caregivers.
When the patient is a child or an adolescent, parents are
involved in all aspects of care and management, as well
as in the problems the child encounters in their daily life.
This aspect has been studied in depth in parents of paedia-
tric patients with AD (30-33), and specific instruments
have been created (34). However, most of the previous
studies on the family burden of AD included either very
young children, or children and adolescents grouped
together. The current study specifically examined the
burden of AD on the family when the patient was aged
between 12 and 17 years.

As in studies concerning children, the strongest asso-
ciation was observed between family burden and disease
severity. Moreover, when the duration of AD was less
than 5 years, the burden on the family was higher. The
hypothesis is the same as that concerning the lower QoL
in patients with short disease duration, i.e. the ability to
implement coping strategies during that time. On this
matter, the results are discordant (30); however, different
age ranges and instruments have been used in previous
studies. The current study found that fathers of children
with AD were more impacted than mothers by their
child’s AD. This finding does not align with other studies
that found a higher burden in mothers (32).

www.medicaljournals.se/acta

There are limitations of a questionnaire-based recruit-
ment, which may lead to bias concerning the diagnosis,
although only children whom parents declared that the
diagnosis of AD was confirmed by a dermatologist were
included in the study. On the other hand, the fact that the
recruitment did not take place in a hospital or in derma-
tological practice may allow us to detect patients who
were diagnosed with AD, but who do not go regularly to
the hospital or the dermatologist, since, for example, they
have a mild condition. Moreover, the current study used
the POEM, a patient-centred questionnaire, as a measure
of clinical severity, and thus, it is more comparable to
QoL outcomes.

In order to decrease the burden of AD in parents,
educational interventions may be implemented. Previous
studies have shown that educational and psychological
programmes for parents of paediatric patients with AD
are effective in improving patients’ QoL and in reducing
severity of disease (35—37). Moreover, Staab et al. (36)
also showed that adolescents who attended educational
sessions reported reduced severity of eczema and im-
proved QoL compared with the control group. The pre-
sent study observed that only 14.5% of children’ parents
or adolescents had attended therapeutic patient educatio-
nal sessions for AD. However, due to the cross-sectional
design of this study, it was not possible to evaluate the
effectiveness of these sessions. Paradoxically, QoL
was worse, and the burden of the disease higher, when
parents or adolescents had participated in patient educa-
tion. This may be due to selection bias. In fact, patients
and parents of patients with higher severity of AD may
be those seeking more educational sessions than those
with mild severity. Unfortunately, we lack data related
to the severity of AD of participants prior to attending
the educational programme.

In conclusion, the burden of AD in adolescents and
their parents is considerable and should be taken into ac-
count in the management of the disease. It is evident that
clinical severity and QoL measures are complementary,
and both are needed to gain a thorough picture of AD. In
clinical practice, it is important to ask specifically about
impairment of QoL by either using a specific instrument
or asking pertinent questions. Effective treatment for
AD is essential for adolescents” QoL improvement and
reduced burden of the disease on parents. However, in
the long-term management of the disease, educational
interventions appear to be more effective than conven-
tional treatment, and should be implemented both for
patients and their parents.
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