Quality of Life in Children with Obsessive-Compulsive
Disorder
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ABSTRACT
Introduction: Obsessive-compulsive disorder is a psychiatric disorder stated as one of the most debilitating diseases in the developed
world. However, not much is known about how this disease impairs patients’ quality of life in children.
Material and Methods: We conducted a research in PubMed and Thomson Reuters Web Of Science using the following terms:
‘Quality of life’, ‘Obsessive-compulsive disorder’, ‘Child’, ‘Pediatrics’ and ‘Adolescent’. Of the 138 papers retrieved with this search, five
articles corresponded to the aim of this review. We analyzed quality of life in children with obsessive-compulsive disorder comparing
with general population and searching the relation with other clinical variables such as sex, age, comorbidities, symptoms dimension,
symptoms severity, family accommodation and quality of life.
Results: Albeit studies results not being concordant regarding the different dimensions analyzed, our findings pointed to an overall
decrease of quality of life in children with obsessive-compulsive disorder. The presence of co-morbidities, symptoms severity and
obsessions with harm/aggression content are the variables that have a higher influence in quality of life levels.
Discussion: The small number of articles found and the fact that their methodology was extremely heterogeneous made it difficult to
state robust conclusions. Despite that, our findings agree with other studies in adults.
Conclusion: Quality of life in children and adolescents with obsessive-compulsive disorder must be better explored in future
researches. We suggest the introduction of quality of life as a routinely used instrument in patient’s assessment and in treatment
response evaluation.
Keywords: Adolescent; Child; Obsessive-Compulsive Disorder; Quality of Life.

RESUMO
Introdugao: A perturbagdo obsessiva-compulsiva foi apontada como uma das doengas mais debilitantes do mundo desenvolvido.
Contudo, muito pouco é conhecido sobre esta doenga relativamente ao modo como ela afeta a qualidade de vida das criangas.
Material e Métodos: Conduzimos uma pesquisa na PubMed e Thomson Reuters Web Of Science usando os seguintes termos de
pesquisa: ‘Quality of life’, ‘Obsessive-compulsive disorder’, ‘Child’, ‘Pediatrics’ e ‘Adolescent’. Dos 138 artigos obtidos, cinco corre-
spondiam aos objetivos desta revisdo. Analisamos a qualidade de vida de criangas com perturbacdo obsessiva-compulsiva compa-
rando com a populagao geral e procurando a relagdo com outras variaveis clinicas como o sexo, idade, comorbilidades, categoria de
sintomas, severidade dos sintomas e acomodagao familiar.
Resultados: Apesar dos estudos ndo serem concordantes relativamente as diferentes dimensées analisadas, os nossos resultados
apontam para um decréscimo global da qualidade de vida em criangas com perturbagédo obsessiva-compulsiva. A presenca de co-
morbilidades, a severidade dos sintomas e as obsessdes de agressdo/dano sdo as variaveis que tém maior influéncia na qualidade
de vida dos pacientes.
Discussao: O reduzido numero de artigos encontrados e o facto de estes apresentarem uma metodologia extremamente heterogénea
torna dificil alcangar conclusdes robustas. Apesar disto, os nossos resultados sdo concordantes com estudos realizados em adultos.
Conclusao: A qualidade de vida em criangas e adolescentes deve ser melhor explorada em futuros estudos. Sugerimos a introdugao
da qualidade de vida como instrumento usado rotineiramente para avaliar a resposta ao tratamento e evolucédo do paciente.
Palavras-chave: Adolescente; Crianca; Qualidade de Vida; Perturbagdo Obsessiva-Compulsiva.

INTRODUCTION
Obsessive-compulsive disorder (OCD) in children obsessions, as well as preoccupation about making things
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and adolescents (pediatric OCD) is a psychiatric entity
that includes a wide range of symptoms dimensions. This
condition is characterized by repetitive unwanted thoughts
or images that are involuntary, distressing, unpleasant and
impossible to control (obsessions)." Obsessions cause the
development of repetitive behaviors or mental acts that are
time-consuming and driven by restrict rules (compulsions).
Compulsions usually surge as an attempt to reduce
anxiety caused by obsessions.? Common obsessions
include contamination, aggressive, sexual, and religious

‘just right’. On the other side, we have washing and cleaning,
checking, repeating and ordering as common compulsions."

In this paper we don’t aim to differentiate younger
children from adolescents. Hence, we will nominate as
‘children’ or ‘pediatric’ everything related with individuals
under 18 years-old, unless the studies we are quoting make
any kind of differentiation we find relevant to expose.

It is common for children to present more than one
obsession and/or compulsion at the same time.? The
features that have to do with cleaning are the most common
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in affected children, being followed by repetition, checking
and aggressive thoughts.?

Many studies have been developed in order to
understand OCD etiology but it is still not very clear.
OCD is known to be a multifactorial disease with a strong
genetic component but also environmental involvement. In
the past 10 - 15 years, some evidences of streptococcus
infection causality have also been shown. Furthermore,
it is clear the importance of serotoninergic, dopaminergic
and glutamatergic systems as well as orbitofrontal
cortex functionality in OCD development.! Some recent
investigations also found an abnormal stress response,
measured by higher levels of perceived stress and cortisol
levels, in patients with OCD, with a more positive correlation
with obsession symptoms. This dysfunction may also be an
explanation for OCD etiology.*

OCD diagnostic criteria include the presence of
obsessions or compulsions present for long periods of
time that must be a source of distress and that significantly
interfere with occupational, social or other important areas
of functioning. The actions must not be pleasurable for the
patient and thoughts must surge repetitively even if the
patient tries to resist them. Besides that, these symptoms
can'’t be attributed to any substance intake or other medical
condition. The ICD-10 and DSM-V diagnostic criteria include
the conditions described below and are commonly used to
establish OCD diagnosis.>®

There is no specific pediatric instrument different from
the ones used in adults. Regardless of the method, it is
always necessary in children to differentiate obsessions
or compulsions from normal developmental ritualized
actions with parents or their toys, for example.® Typically
OCD remains undetected for some years after the disease
onset, which may boost the chronic course that this disorder
usually takes."?

An epidemiological study published in 1988 established
an estimated prevalence of 3% of OCD in pediatric age’ and
some other studies demonstrated that in younger children
this disease is lightly more prevalent in boys than girls, in a
ratio of about 3:2. Despite that, in adolescents there is not

Table 1 — Some quality of life instruments

a significant difference.® Age of onset is mostly between 7.5
and 12.5 years.?

Although we may find OCD in children in its ‘pure’
form, the existence of a co-morbid iliness is very frequent.?
The most common co morbidities are anxiety disorders,
depression, attention deficit-hyperactivity disorder (ADHD)
and Tic disorders (as Tourette’s syndrome).2® In fact, 39%
of children and 62% of adolescents with OCD have major
depressive symptoms, and Tourette’s syndrome is present
in 25% of children and 9% of adolescents.®

Treatment for pediatric OCD consist mainly in cognitive
behavioral therapy (CBT) and pharmacological therapy
with selective serotonin reuptake inhibitors (SSRI’s) as first
choice drugs'?2.

It must be noted that the World Health Organization
(WHO) ranked OCD as one of the most impairing disease in
the developed world.® Health-related quality of life (HRQoL)
is a very wide concept that may have some peculiarities
when being assessed in children. Only a generic instrument
allows a comparison between different disorders and
healthy children and adolescents. This measurement
instrument must also be age-appropriate in order to take in
consideration the subject’s cognitive development. HRQoL
can be evaluated using profile and index measures. Index
measures collect individual ratings to reach a global score.
Therefore they are mostly used in epidemiological studies.
On the other hand, profile measures are more suitable for
clinical research since they make an overview on individual
dimensions of quality of life (physical and emotional well-
being, social support, relationship with friends and parents,
school environment, etc.)."® The instruments presented
in Table 1 complete all this criteria and may be used to
evaluate QoL in pediatric age.'*"

Health related quality of life is an important focus in
pediatric OCD since this condition very often takes a chronic
course and it is well-documented in adults the effect of the
disease in their quality of life and functional impairment. In
spite of being an empirical knowledge that young people
with OCD also experience difficulties at school, problematic
peer relations and try to avoid recreational group activities,

Name Evaluated dimensions

Scores

Target population Observations

Revised Children’s Physical, emotional, family,

One score for each  Healthy and ill

12 or 24 items (depends

Quality of Life social and school-related dimension. pediatric population on age)

Questionnaire (KINDL-R)  well-being; Total score. Self-report and proxy-
self-esteem. report versions

Pediatric Quality of Life Physical, emotional, Psychosocial Healthy and ill 23 items

Inventory (PedsQolL) social and school-related score. pediatric population Self-report and proxy-
functioning Total score report versions

World Health Physical and psychological One score for each  Healthy and ill 24 items

Organization Quality health; domain population Self-report and proxy-

of Life Assessment
Abbreviated Version
(WHOQoL-BREF)

social relations;
environment (eg.
economical resources,
leisure activities)

report versions
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there are not many studies proving and exploring it.

Parents are often very concerned about the impact of
the disease in their children’s daily activities and general
well-being. Quality of life is also a very important outcome
to assess treatment effectiveness but rarely taken into
account. Therefore, it is important to explore the children’s
quality of life to make a complete assessment of our patients’
condition and understand in which domains of their routine
is the disease most affecting them.

This review aims to analyze what is studied about QoL
in children with OCD and understand if it happens to be
impaired comparing with healthy children. Secondly we also
aim to explore data available about other clinical variables
that may be related with this QoL variance.

METHODS

We conducted a research in PubMed and Thomson
Reuters Web Of Science with the query ‘(Obsessive-
compulsive disorder) AND (Child OR Adolescents OR
Pediatrics) AND (Quality of life)’. They all are MeSH terms.
We did not apply any restriction in terms of year. Only
English studies were included. We excluded trials involving
population over 18 years-old. All the articles which content
did not meet the aims of this study were excluded.

RESULTS

From the 138 papers obtained, we used five articles to
construct this review.

All the studies analyzed the relation between QoL and
other clinical variables. Some characteristics of the studies
included in this review are described in Table 2.

Comparing with general population

Three of the included papers indicate that QoL in children
with OCD is lower comparing with general population.'>'*
Vivian found this significant correlation not only for total score
but also for all the subscales (physical health, psychological
health, social relationship and environment).'> On the other
hand, one trial developed by Weidle found that children with
OCD reported QoL impairment except in the subdomains of
self-esteem and school.™

One trial compared QoL in children before and after
treatment for OCD and the results demonstrated that QoL
in children with OCD after treatment was not significantly
different from the levels of general population.'

Two authors - while evaluating their population’s QoL
- analyzed children’s impairment in their daily routines
caused by the disease. Functional impairment is a concept
very close to QoL that may help us predict QoL. Impairment
scores in children with OCD were much higher when
compared to that of the general population. Besides that,
they were proved to have a strong negative relationship
with emotional and social QoL.'*"s

Gender, age and quality of life
This topic revealed some controversial results. While
some authors found that there is no relationship between

actual age, age of onset or sex and QoL in pediatric OCD
patients,'>' in Lack’s study there was evidence that female
patients have poorer QoL than male.®

Comorbidities and quality of life

To access the presence and severity of symptoms
of other psychiatric disorders that might be present
concomitantly with OCD, some authors used the Schedule
for Tourette and Other Behavioral Syndromes and Clinical
Diagnoses, the Yale Global Tic Severity Scale (YGTSS)
and the Children’s Depression Rating Scale (CDRS). Lack
also aimed at clarifying the presence of internalizing and
externalizing comorbid symptoms. Therefore, participants
filled the Child Behavior Checklist (CBCL) corresponding to
the Internalizing and Externalizing Symptom Scales.

De Caluwé and De Clerg concluded that only 8% of
the variance in QoL was explained by OCD pathology.'s
So the rest must be due to associated problems. Indeed,
almost every studies showed the negative influence of
comorbidities in QoL in patients with OCD diagnosis.'?'416

Vivian found a strong association between depressive
symptoms and QoL in their patients. Relation with anxiety
symptoms was also present but with no significance.?

Weidle had results indicating that the presence of co
morbidities did not influence QoL change after treatment.”
In another study made by the same author to assess quality
of life in OCD children with and without comorbidity, they
initially saw that only 52.3% of them did not have any co
morbidity. Then they analyzed the groups with attention
deficit hyperactivity disorder (ADHD), tic disorder or both,
and anxiety disorder, depression or both, and their results
pointed towards a tendency for lower QoL on this individuals
following children’s report. However, parents reported a
much lower QoL with significance in all the comorbid groups,
exception made for anxiety group. This decrease in QoL was
observed in total score and in the subscales physical well-
being, emotional well-being, friends and school. Still in the
same study, Weidle analyzed the influence of internalizing
and externalizing behavior problems in predicting QoL
and concluded that all QoL subdomains were inversely
related with CBCL scores.™ In another trial, Lack found
a negative correlation between internalizing behavior
symptoms and QoL in all subdomains. On the other hand,
externalizing symptoms also showed to determine QoL but
with no statistical significance in physical health and social
functioning subscales.®

Symptom dimensions and quality of life

De Caluwé and De Clerq tried to analyze if QoL in
children with OCD was influenced by the symptom domain
they presented (obsessive, compulsive or order/clean/
perfect symptom domains). They concluded that obsessive
symptom domain (that included aggression, guilt, sensitivity
to physical appearance and somatization) was the only
significantly negatively associated with father-rated QoL but
only for the social, emotional and total scores. Looking more
in detail, aggression was the strongest negatively related
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Table 2 — Characteristics of included studies

Author Year wﬂﬂw%oﬂn\”omzss Age QoL scale Variables studied Main results
De Caluweé 2015 265 children (80/185) 10-17 years  PedsQoL Symptom domains OC symptomatology and OC impairment have
and De Clercq 129 fathers negative correlation with QoL, including with total,
emotional and social functioning.
Aggression facet is associated with the largest
impairment.
Weidle 2015 135 children (135/0) 7 - 17 years KINDL-R Treatment response to CBT; Baseline QoL in patients is significantly lower than
135 parents Family accommodation; general population.
Co-morbidities (ADHD, Tourette Syndrome); QoL improved markedly after treatment.
Psychosocial functioning. QoL after treatment in responders does not differ
significantly from general population.
The presence of comorbidities does not influence QoL
improvement with treatment.
Weidle 2015 135 children (135/0) 7 - 17years KINDL-R _um3=.< >oooBBoam=o.:“ QoL in wmzm:ﬁm is significantly lower than general
a0 parants Duration of symptoms; population, except for self-esteem and school
Age of onset; subscales.
Symptom severity; Co-morbidities influence negatively QoL, particularly
CBCL internalizing and externalizing problems.
There is a negative association between QoL and
Co-morbidities (ADHD, tic disorder, anxiety symptom severity.
disorder, depression).
Vivian 2013 225 children (75/150) 14 -18 years WHOQoOL-BREF Age; QoL in patients is lower than general population.
Gender; Depression symptoms have a negative influence in
Symptom severity; QoL of patients with OCD.
Co-morbidities (anxiety disorder,
depression).
Lack 2009 62 children (62/0) 8 - 17 years PedsQoL Symptom severity; Symptom severity, internalizing and externalizing

62 parents

CBCL internalizing and externalizing
problems.

symptoms negatively interfere with QoL in patients
with OCD.
QoL among female OCD patients is lower.

CBCL: Child Behaviour Checklis; OCD: Obsessive-compulsive disorder; OC: Obsessive compulsive; QoL: Quality of life

ARTIGO DE REVISAO
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with QoL, mainly with emotional and social subcategories.
In this same study published in 2015, they also assessed
OCD impairment and their results pointed to a very strong
and positive relationship between patients QoL and OCD
impairment. OCD impairment is also in turn related with
OCD symptom dimension: obsessive symptom domain
is again the most influent, being followed by compulsive
symptom domain and finally by order/clean/perfect.’

Family accommodation and quality of life

Weidle studied in 2014 the influence of family
accommodation (FA) in predicting QoL in children with OCD
and he found some different results when analyzing parents
and self-reports. Regarding self-report, FA levels was not
associated with QoL. However, considering parent proxy
reports, a negative correlation was found between FA and
all QoL subscales and total score.™

Symptoms severity and quality of life

In order to determine the severity of OCD symptoms,
some authors of the articles found, applied the Children’s
Yale-Brown Obsessive Compulsive Scale (CY-BOCS)."¢"7
De Caluwé and De Clercq assessed this parameter
using the Youth Obsessive-Compulsive Symptoms Scale
(YOCSS) that evaluates OCD symptomatology and OCD
impairment, attending concrete aspects as time occupied/
frequency, interference in functioning, associated distress,
disregarding obsessions or refraining from compulsion, and
avoidance.

Lack found results highlighting that symptoms severity
and QoL have a mild to moderate correlation that reaches
significance in all the categories (social, school and
emotional) except physical functioning.”® Also Weidle
had similar results with symptom severity significantly
decreasing QoL total score and the subscales emotional
well-being, friends, school, and disorder.” On the other
hand, Vivian found some different results: symptom severity
tends to lower QoL but with no statistical significance.
Besides that, some participants in the study showed a
significant reduction in the CY-BOCS score after treatment
without concomitant improvement in QoL."?

How parents see their children’s quality of life

Not all studies assessed QoL in the same way. De
Caluwé and De Clerq applied their questionnaire to children
and their fathers.'® Weidle used the self-report questionnaire
and a proxy version for one of the parents in both trials.'®'
The same procedure was used by Lack.’® Vivian only
assessed adolescents’ reports.'2

Only some of the studies stated the agreement between
self and parent-report. The ones that did"®''® concluded
that parents tend to rate their children’s QoL at lower levels
than the youth. However this difference does not reach
statistical significance and there is an overall agreement
between children’s and parents report. Lack found that the
differences between the two assessments are due to the
influence of internalizing symptoms.'® Weidle also noticed

that children reported their quality of life as better than their
caregivers.'>

Quality of Life after treatment

Weidle studied QoL in children with OCD before and
after a 14 session’s treatment that consisted of weekly
individual cognitive behavioral therapy (CBT) with exposure
and response prevention (E/RP) that also included parents.
Children and their caregivers reported a significant
improvement after treatment in responders that reached the
same quality of life levels as the general population.'

DISCUSSION

Although there are many articles describing QoL in
adults with OCD, very little research considered children
with this pathology.

The studies seem to be concordant stating that QoL is
globally reduced in pediatric patients with OCD but they
are not concordant regarding the subdomains that are
most affected. Besides that, only one study related OCD
symptoms dimension with QoL. This study concluded that
obsessions with aggression/harm are the most involved
in decreasing QoL. It would be profitable to match both
variables and develop studies analyzing the affection
of each subdomain of QoL in each symptom category of
OCD so that the treatment may be directed to improve the
domain that is most impaired for a certain kind of patient.
For instance, a symptom may lead to a severe impairment
in the social field and another different symptom may in
turn interfere seriously with school performance. Moreover,
a deeper knowledge about this correlation would allow the
establishment of realistic goals with the patient.

Regarding the severity of symptoms, there is no solid
evidence pointing that this variable has a significant
relation with QoL. However, there is a tendency to have a
decreased QoL (mainly social and emotional) with more
severe symptoms. This is congruent with studies made in
adults which results demonstrated that symptoms severity
negatively interfere with all QoL aspects.'®

Two studies also concluded that functional impairment is
also very significant and therefore this parameter should be
measured independently from QoL in patient’s assessment
since it is related with QoL but they are not the same thing.

One study found that QoL after treatment in responders
becomes almost the same as general population. This finding
is congruent with other studies that stated that the remitters
of the disease in childhood don’t have impairment of their
QoL in adulthood and that even non-remitters have their
QoL only mild to moderate affected in the future."” However
contradictory information is described in articles regarding
adults. In this population there is no QoL improvement after
treatment.” The fact that children have a shorter duration
of the disease and therefore respond better to treatment?°
may be an explanation. This information may be relevant
for the clinicians to explain to patients and their families in
order to reach higher levels of treatment compliance and
clarify the parents in their concerns about how the disease
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may affect the future of their children’s well-being. However,
further studies with the aim of evaluating if this improvement
happens in all OCD symptoms dimensions should be done.

The results regarding the relation between QoL and
gender or sex are not conclusive but apparently there is
a tendency reported by one study for girls to have a lower
QoL. This may be related with the fact that women present
more internalizing symptoms,?' a condition that in this
review is concluded to be related with lower QoL.

The finding that only 8% of the reduction in QoL
in pediatric OCD is attributable to the pathology may
apparently contradict the empirical knowledge but indeed it
is congruent with the fact that QoL in children is influenced
by a wide range of factors as the familiar surroundings and
education.?

The majority of the studies are concordant in stating that
the presence of co-morbidities decreases QoL in children
with OCD but the co-morbidities analyzed in the papers
retrieved were not always the same. Depression, ADHD
and tic disorder proved to have a negative influence in
QoL. Other studies had already described a decrease in
QoL in adults with OCD with an associated Depression.?®
Another study developed in children with Tourette syndrome
analyzed the influence of ADHD and OCD as co-morbidities
in QoL and also found that it was more impaired comparing
with ‘pure’ disease.?* These findings highlight the relevance
of applying a treatment directed not only for the main
diagnostic but also for the comorbidities and of assessing
their influence in patients’ QoL.

Two studies™'® showed that internalizing behavior
problems are responsible for a significant impairment in QoL
in children with OCD. In this sense, therapeutic strategies
must be applied in order to minimize the influence of these
symptoms and improve QoL in patients that present this
kind of behaviors.

The analysis of some studies show us that parents tend
to rate their children’s QoL lower than themselves.'31416
This may be explained by the fact that children do not
have a total insight about their condition and capacity of
perceiving the difficulties, so they may minimize the impact
of the disease in their lives. This highlights the necessity
of always assessing the children and their parents’ point of
view and perception, not only in future research but also in
clinical practice.

Several limitations should be noted in this article. The
number of articles included is far from optimal. In fact, the
selection process was very restricted in function of the few
number of articles published regarding this subject. This
may make it very difficult to take any kind of conclusions and
impairs the validity of them. Besides that, is not possible to
construct a meta-analysis about this theme.

Is also important to note how heterogeneous the
methodology applied by the different authors is. The
first point of discrepancy is that the studies use different

instruments to access quality of life. These different tools
also have different subscales. Therefore, it is not possible
to compare directly the results between studies since the
dimensions evaluated are different. The second point falls
in the methodology used since some articles applied the
questionnaire indifferently to mothers or fathers, one article
only to fathers and another did not assess the caregiver’s
notion. This may lead to alteration of the results and,
once again, does not allow for reliable comparisons. The
third point is that this review includes studies conducted
before the reformulation of the diagnostic criteria for OCD.
Therefore here may be included conclusions about people
who no longer belong to this category of mental ilinesses.

We couldn’t find any other review about our subject
and is important to note that this paper made a very large
overview about the variables related with quality of life in
children with OCD based on a deep research for papers
in different databases for this subject. Therefore, a very
considerable amount of the currently existing literature is
here explored and correlated.

All the findings in this review highlight the importance
of analyzing QoL in the assessment of children with OCD
since it is impaired may have many implications in the
treatment approach. Besides that, many other conditions
as the presence of comorbidities must be explored and its
influence in children’s QoL in order to improve it.

CONCLUSION

With this analysis we can conclude that QoL in children
with OCD has decreased and that some clinical variables
are related with this impairment but the number of studies
analyzing and supporting this information is very low. We
can’t extrapolate the results and conclusions made for OCD
in adulthood to childhood and more efforts must be done
in order to develop researches to explore this pediatric
area. It's necessary to have standardized and uniform
methodologies and instruments so that conclusions about
this subject can be taken

This review also highlights the importance of making
individual and achievable targets for each patient depending
on the symptoms and other clinical variables. Most of all,
turning QoL into a separated treatment outcome would
allow clinicians to make a more complete and reliable
assessment. In this sense, the construction of a specific
scale of Quality of Life for OCD population could be very
helpful.
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