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Quiality of life in children and teenagers with atopic dermatitis’
Qualidade de vida das criancas e adolescentes com dermatite atopica

Claudia Soido Falcio do Amaral’ Maria de Fitima Bazhuni Pombo March®
Clemax Couto Sant'Anna’

Abstract: BACKGROUND: Atopic Dermatitis is a disease which has increased during the past years despite our
improved understanding of it.

OgJicTIVE: To assess the impact of Atopic Dermatitis in the quality of life of children and teenagers and their family.
METHOD: A descriptive cross-sectional method with prospective data collection of 50 children and teenagers diag-
nosed with Atopic Dermatitis ranging in age from 5-16 years. Fifty parents and/or guardians answered the quali-
ty of life questionnaires The Children's Dermatology Life Quality Index and Family Dermatitis Impact
Questionnaire. The socio-demographic and clinical variables were evaluated by a clinical record chart designed
specifically for the research and socioeconomic standardized questionnaire by the Brazilian Association of
Research Enterprises, which evaluates assets acquired and the educational level of the head of the household.
Resurrs: Thirty-five out of the 50 patients were female (70%), and 28 (56%) of them were from social class C. The
Questionnaire Children's Dermatology Life Quality Index showed that 19 (38%) patients ranged from 7 to 12
points (moderate impact of atopic dermatitis) and 17 patients (34%) ranged from 13 to 30 points (high impact
of atopic dermatitis). The Family Dermatitis Impact Questionnaire revealed that 15 (30%) families had scores bet-
ween 7 and 12 points and 22 families (44%) scored between 13 and 30 points.

Concrusion: The results show that there is a very high impact on the QoL for atopic dermatitis patients and their
families. This makes us suggest the importance of including the quality of life study in clinical evaluations.
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Resumo: FUNDAMENTOS: A dermatite atopica é uma doenca cuja prevaléncia vem aumentando nos ultimos anos ape-
sar do conhecimento crescente sobre a mesma. Objetivo: Avaliar a qualidade de vida das criancas e adolescentes com
dermatite atopica e de suas familias.

Mtropo: Estudo transversal descritivo com coleta prospectiva de dados de 50 criangas e adolescentes de 5 a 16 anos,
com diagnodstico de DA e 50 pais ou responsaveis dos mesmos através da utilizacio de dois questionarios de quali-
dade de vida, o Qualidade de Vida na Dermatologia Infantil e o Impacto da Dermatite Atopica na Familia. As varia-
veis sOcio-demograficas e clinicas foram avaliadas por uma ficha clinica elaborada especificamente para a pesquisa,
0s aspectos socioeconomicos, pelo questionario padronizado da Associagao Brasileira de Empresas de Pesquisa, que
avalia bens adquiridos e o grau de instrugao do chefe da familia.

Resurtapos: Havia 35/50 (70%) pacientes do sexo feminino; 28(56%) da classe social C. Através do questionirio
Qualidade de Vida na Dermatologia Infantil observou-se que: 19 (38%) pacientes ficaram na faixa de 7 a 12 pontos
(impacto moderado da dermatite atOpica) e 17 (34%), na faixa de 13 a 30 pontos (impacto elevado da dermatite at6-
pica). Pelo questionario Impacto da Dermatite AtOpica na Familia observou-se: 15 (30%) familias apresentaram esco-
res entre 7 e 12 pontos e 22 (44%) entre 13 e 30 pontos.

CoNcLusAO: Os resultados mostram que a repercussao da doenca na vida dos pacientes com dermatite atopica e de
suas familias ¢ alta, o que nos faz sugerir que seria importante inserir o estudo da qualidade de vida na avaliagao cli-
nica dos mesmos.
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INTRODUCTION

Atopic dermatitis (AD) is a chronic relapsing
inflammatory disease of the skin characterized by
intensely pruritic and eczematous lesions. The loca-
tion usually depends on the age of the patient. It is
predominant in childhood but can occur at any age.'

Its prevalence has increased in recent decades.
The reasons for this increase are not well established,
however it is believed that in addition to individual
genetic predisposition, environmental factors, pollu-
tants, exposure to allergies and infections, might be
involved.’

The diagnosis is made by the morphology and
distribution of skin lesions, associated with personal
or family history of atopy. Usually the clinical criteria
used is the one by Hanifin and Rajka.’

In most cases, AD is associated with other ato-
pic diseases such as asthma and allergic rhinitis which
characterizes the genetic predisposition of these indi-
viduals to exaggeratedly synthesize Immunoglobulin
E (IgE) specific for various antigens, especially for
those inhaled.”” The sensitivity to allergens through
the skin seems to predispose patients to atopic respi-
ratory diseases.’

It has been shown that there is a common phy-
siological path among severe AD, asthma and allergic
rhinitis confirming the multiple factors in its etiology. ’

The concepts of quality of life (QoL) and quali-
ty of life related to health (HRQoL) are used to define
treatment and evaluate the cost / benefit of the proce-
dures employed in the health sector. *"

The instruments used to measure QoL ques-
tionnaires are based on data collected to assess physi-
cal, psychological and patient intervention results.'""
This method has been widely used, especially in chro-
nic diseases that often cause great impact on the lives
of patients and their families."""

AD is one of the diseases responsible for the
negative impact on the patients QoL."

Several aspects of the patient’s life may be affec-
ted by AD, such as clothing worn, bath duration, con-
tinuous use of emollients, family and social life, abili-
ty to practice sports, sleep or study and, depending on
age, sex and professional life. The patients frequently
experience significant psychological changes that
often develop into severe depression.'*" In fact, AD
causes changes in the QoL of the patient and family
socially, emotionally and financially. The overload of
caring for patients with AD may lead to conflicts bet-
ween parents and healthy siblings which alters the
family’s structure.'*"”

The treatment of AD is uncommon not only
due to the difficulty in relation to the clinical aspects,
but also because of the financial investment that the
parents have to make to maintain long-term care,
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which many times makes it hard for the families to
continue with the treatment.

Our objective was to assess how AD affects the
QoL of children, teenagers and their families.

METHODS

The study was cross-sectional, descriptive, with
prospective data collection taken from patients that
were accompanied through the program at the
Dermatology Service Center at the Santa Casa da
Misericordia of Rio de Janeiro, during the period of
January 2009 to September 2010. The samples were
taken from patients treated at the Allergy and
Immunology Clinic of Dermatology, the Pediatric
Dermatology Center, and the General Dermatology
Center.

We included children and teenagers from 5 to
16 years of age diagnosed with AD according to the
criteria of Hanifin and Rajka, as well as from input
from the parents of these patients. We excluded chil-
dren and teenagers with chronic diseases, and those
with allergies due to cognitive impairment, illiterate,
those who had used any relief medication the week
prior to the study and those who refused to answer.’

Data collection was performed at the Allergy
and Immunology Dermatology service. To obtain the
data, we used medical records with questions about
the variables of interest, personal and family history of
atopic conditions, age of onset and clinical features to
confirm the diagnosis of AD. The socio-economic data
was obtained through standardized questionnaire
from the Brazilian Association of Research Companies
(ABEP) that evaluates the amount of goods purchased
and the educational level of household heads by sco-
ring from zero to forty-six, and the respondents were
distributed into eight economic classes: Al, A2, B1,
B2, C1, C2, D and E. The measurement of QoL was
performed using two questionnaires: The Children's
Dermatology Life Quality Index - CDLQI)* and the
Dermatitis Family Impact Questionnaire — DFL."” The
CDLQI and DFI questionnaires are of English origin
and were validated in the UK. They were subsequen-
tly translated and culturally appropriated for use in
Brazilian Portuguese. The CDLQI was recently valida-
ted in our setting. It is directed to the ages five to 16
years and can be completed by the patient.” It consists
of ten questions that assess symptoms and feelings,
leisure, school and holidays, family relationships,
sleep and treatment. All questions are related to the
weeks preceding its application; each question is
assigned a score from zero to three points. The result
ranges from zero (minimum) to 30 (maximum).

The DFI was designed to be answered by
parents or guardians. It consists of ten questions, all
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related to the week prior to its application. The score
assigned to each response and the final sum is obtai-
ned similarly to the questionnaire CDLQI. Even
though it had been translated and appropriated cultu-
rally to the Portuguese used in Brazil, it was not vali-
dated for our population sample.” In both question-
naires, the higher the score, the worse the reflection
of AD for the patient and family.

The AD was classified according to clinical
forms: children - up to two years (mainly characteri-
zed by the involvement of the face and also the neck,
forehead, trunk and extensor surface of limbs); youth
- from two to 12 years (longer lesions, xerosis, scaly
and lichenification, mainly affecting the popliteal sad-
dle and antecubital folds, neck, wrist and ankles);
adult - twelve years on, the location of the lesions on
flexural areas with xerosis is predominant.

The descriptive analysis was presented in tables
as mean = SD and median (minimum - maximum) for
numeric data, and frequency (n) and percentage (%)
for categorical data.

Inferential analysis consisted of the following
methods:

For comparison of categorical variables socio-
demographic and atopy, we applied the x2 test or the
Fisher exact test, and chronological age (in years) and
diagnosis (in months) between three tracks of the
score (0 to 6, 7 to 12 and 13 to 30 points), we used
one-way ANOVA or Kruskal-Wallis, respectively; *'

The comparison of scores CDLQI and DFI (in
points) between socio-demographic variables and
atopy in two categories were analyzed using the
Mann-Whitney test and the Spearman correlation
coefficient was used to measure the association bet-
ween the QoL scores.

Nonparametric methods were used because the
scores did not show normal distribution (Gaussian
distribution) due to rejection of the hypothesis of nor-
mality according to Kolmogorov-Smirnov test. The cri-
teria for determining significance were set at 5%.
Statistical analysis was performed with SAS® System
software version 6.11 (SAS Institute Inc., Cary, North
Carolina).

The project was approved by the Ethics
Committee of the Santa Casa da Misericordia of Rio de
Janeiro on January 12, 2009 (CEP 002/09; FR 238078;
CAAE - 0018.0.346.000-08).

RESULTS

We selected 52 patients and their 52 parents or
guardians. Two patients were excluded because their
parents refused to participate, leaving 50 patients.
The clinical data, the social profile and the scores of
the questionnaires CDLQI and DFI are described in
table 1. The patients were divided into two groups
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according to age: 5 to 9 years of age and 10 to 16 years
of age. The score from the questionnaires CDLQI and
DFI were divided into 4 categories according to the
intensity of the impact due to the AD in the life of
those interviewed: 0 to 1 points (no impact upon the
life of the patient), 2 to 6 points (moderate impact), 7
to 12 and 13 to 30 points (high impact). It is impor-
tant to say that the point range was taken from the
CDLQI questionnaire; in our work we decided to also
use this same point range for the analysis of the DFI
questionnaire.

The main symptoms reported were itching in
50 patients (100% of cases), dry skin in 49 patients
(98%) and lichenification in 32 patients (64%).

The most common locations for the eczematous
lesions were: antecubital folds in 37 patients (74%)
and popliteal saddle in 40 patients (80%), extensive
surface of arms in 43 patients (86%), legs in 42 patients
(84%) and thighs in 31 patients (62%). The neck and
trunk were also cited in the spotlight, respectively
involving 29 patients (58%) and 27 patients (54%).

The descriptive analysis of socio-demographic
variables and atopy by age of CDLQI (F1:0-6; F2: 7 to
12, F3: 13 to 30) are presented in table 2. The CDLQI
score in points were divided into three groups for a
better statistical analysis: F1: 0 to 6 points (none or
small impact of AD in QoL), F2: 7 to 12 points (mode-
rate impact), and F3: 13 to 30 points (high impact).

In relation to social class, according to the
points obtained from the answers given to the specific
questionnaire, the patients were divided into 6 diffe-
rent classes A2, B1 and B2 representing a higher social
class financially, and C1 and C2, D representing a
lower social class financially.

The correlation between the DFI and CDLQI
analyzed by the Spearman correlation coefficient sho-
wed a significant relationship between CDLQI and
DFI scores (r = 0.635, p = 0.0001, n = 50). This
means that the higher the score the higher the expec-
ted value CDLQI score DFI (Graph 1).

DISCUSSION

This work developed in a dermatology referral
center showed that AD extremely impairs the QoL of
children and teenagers and their families.

In the questionnaire CDLQI, 38% of the
patients AD had moderate effect on QoL and 34% con-
sidered very high effect. We found that 72% of the
patients had significant effect on the QoL. In the ques-
tionnaire DFI, 30% of the AD patients’ parents or guar-
dians scored between seven and twelve points and
44% of them scored between thirteen to thirty points.
No correlation was found between the intervals of the
scores and the severity of the impact caused by the
disease in the DFI questionnaire as we had seen with
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TABLE 1: Description of clinical and socio - economic conditions of 50 patients with atopic dermatitis and their families

Variable Category N. %

Age Group (years) 5t09 14 28
10 to 16 36 72

Sex Male 15 30

Female 35 70

Age of Onset of Atopic Dermatitis Childhood Form 15 30

Adolescent Form 31 62

Adult Form 4 8

Personal History of Atopy Absent 5 10

Rhinitis 18 36

Asthma 2 4

Rhinitis and asthma 25 50

Family History of Atopy Absent 10 20

Rhinitis 13 26

Asthma 6 12

Rhinitis and asthma 7 14

Dermatitis 8 16

Rhinitis and dermatitis 3 6

Asthma and dermatitis 2 4

Diet 1 2

Social Class * A2 2 4

B1 11 22

B2 6 12

C1 17 34

C2 11 22

D 3 6

Level of CDLQI (points) Oal 2 4

2a6 12 24

7al2 19 38

13 a 30 17 34

Level of DFI (points) Oal 4 8

2a6 9 18

7al2 15 30

13230 22 44

Age (years) Medium = DP 11,3 = 3,1

Age at Diagnosis (months) Median (min - max) 36 (0 - 192)

CDLQI (points) Median (min - max) 9,5 (1-20)

DFI (points) Median (min - max) 11 (1-30)

DP: standard deviation min: minimum, max: maximum
CDLQI: The Children’s Dermatology Life Quality Index;
DEFI: Family Dermatitis Impact Questionnaire

* According to ABEP

the CDLQI and what authors had published on the
subject. However through analysis, it was determined
that 74% of the families studied had negative impact
on their family structure. The choice of these ques-
tionnaires in the present study was based on their use
in several countries because they are well structured,
comprehensive, reliable, and language adaptable.

In the questionnaire CDLQI, areas with the hig-
hest level of problems were related to symptoms and
feelings, followed by problems in leisure, personal
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relationships, and school or vacation. Working with
the results of the DFI questionnaire showed the
important impact of the disease on the family's expen-
ses, in fatigue or even exhaustion of parents, family
relationships affected and compromised quality of
sleep and leisure. Our study has shown the prevalen-
ce of these issues. The data reflects how the presence
of a child with AD affects QoL leading to a high degree
of family commitment.”

Our results call attention to the fact that the
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TaBLE 2: Clinical variable and socio-economic conditions of 50 patients with atopic dermatitis, according

to the questionnaire score (CDLQI)
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Escore CDLQI (points)

Variable Category F1: 0a 6 F2: 7 a 12 F3: 13 a 30 p value *
(n=14) (n=19)(n=17)
N. % N. % N. %
Age Group (years) 5t09 3 21,4 6 31,6 5 29,4 0,85
10 to 16 11 786 13 68,4 12 70,6
Sex Male 1 7.1 5 26,3 9 52,9 0,020
Female 13 92,9 14 73,7 8 47,1
Age of Onset of Atopic Dermatitis * Childhood 6 429 8 50,0 9 56,3 0,76
Juvenile 8 57,1 8 50,0 7 43,7
Personal History of Atopy Absent 1 7,1 4 21,0 0 0 0,11
Present 13 92,9 15 79,0 17 100
Family History of Atopy Absent 3 21,4 5 26,3 2 11,8 0,60
Present 11 78,6 14 73,7 15 88,2
Social Class A2+B1+B2 1 7,1 9 47,4 9 52,9 0,019
C14+C2+D 13 929 10 526 8 47,1
Age (years) Medium = DP 11,3 = 2,2 11,1 = 3,0 11,5 = 3,9 0,92°
Age at Diagnosis (months) Median 36 (0 - 108) 48 (6 - 192) 24 (0 - 156)
(min - max) 0,32 ¢

DP: standard deviation min: minimum, max: maximum
* adolescent form was not considered (n = 4)

*’ test or Fisher exact test.

" ANOVA one-way; * ANOVA of Kruskal-Wallis.

work had been done in an educational institution
where it prioritizes the quality of care, clarification
about the disease and the option of participation in
the monthly support group carried out there. We deci-
ded to use two QoL questionnaires, like other aut-
hors, because the CDLQI measures the effect that the
AD, especially in its severe form, causes in the
patient's life and the DFI in the lives of family. There is
however, a growing appreciation of such instruments
in the literature.”

Graph 1 shows a correlation between the com-
mitments that AD promotes in the life of the child, tee-
nager and family life. The high impact of illness on the
QoL of children and teenagers showed a direct corre-
lation with the QoL of the family.

Although there is a greater knowledge of AD, it
continues to promote these profound changes in QoL
of patients.***

AD has been considered a disease of the highest
impact with regard to social and psychological
aspects. Studies comparing AD and other chronic
diseases such as psoriasis, depression, hypertension
and type 2 diabetes with the use of these questionnai-
res, CDLQI being one of them, show greater impact
on QoL of AD then other diseases not only on the QoL
of children and teenagers but also of adults.” In
adults, mental effects are also described.”

AD is most commonly found during the child-
hood years. Our greatest percentage (72%) aged from
10 to 16 years, and this is due to characteristics of the
study site.

There was a female predominance (70% of the
cases), similar to other studies." However, there are
studies that show higher percentage in males.” Our
data showed that the score of CDLQI and DFI ques-
tionnaires were worse in men (p = 0.013 and p =
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GRAPH 1: Dispersion
Escore CDLQI (pontos) between scores CDLQI
and DFI

0.05 respectively) than in women. We did not find CONCLUSION

similar results in the literature used. We found that
most women have a greater concern with their appea-
rance and the clothing they wear.”

Our data shows a significant association with
allergic rhinitis and asthma characterizing the tenden-
cy that the individual is genetically predisposed to
develop other atopic diseases.”

The chronic characteristic of AD entails high
expenses for its control, not only with regard to drug
use, but also by frequent visits to the health services.
Our study did not show a significant percentage diffe-
rence between the high and low social classes, mode-
rate impact scores (7-12 points) and high (13 to 30
points), both in the questionnaire CDLQI and in DFIL.
Thus, the economic status was not involved decisively
in the natural evolution of the disease. The predomi-
nance of class C is expected because the trial was held
at a public service with the targeted population being
mostly poor. A Turkish study with 785 children sho-
wed a higher incidence of skin diseases, including AD,
in children with poor working conditions.29 Another
Austrian study, showed higher frequency of atopic
diseases in adult patients with higher socio-economic-
cultural standard, residing in urban areas.30 There are
many reports in the literature following this same
trend.
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In this study, the small sample size was a limita-
tion. However, it is a representation that the service
and the results are similar to those found in national
and international literature that show the same nega-
tive impact that AD has on the patient's life as well as
the life of his/her relatives."*"” Even though this study
was not the first one to be done, it was relevant to eva-
luate the QoL of our patients. It is believed that more
studies on the QoL of an AD patient would be very
beneficial as well as establishing multidisciplinary
approaches to treatment strategies, adherence to
treatment and better control of the disease.

Thanks to:
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