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Abstract

Objectives Despite increasing research in obsessive compulsive disorder (OCD), a great deal still needs to be learned
regarding how the disorder manifests in the juvenile population. This study sought to expound on previous research in adults
to explore the characteristics of juveniles with OCD who are seeking help via the Internet, namely their OCD symptomology
and its impact on disabilty and severity, and the value of a self-perception severity screener.

Methods This study utilized a population of 157 juveniles who were accessing an online website for program-guided
treatment of OCD (ages 7 to 17 years, M = 14.55, SD =2.33).

Results Results revealed that the most frequently reported subtype for juveniles was not just right (n =73, 88.0%) followed
by contamination (n =58, 69.9%) OCD, almost half the participants 45% (n =46) accurately reported their symptom
severity, and over-reporting of symptom severity was associated with an increase in disability compared to both those who
accurately reported [#(97) = —2.642, p = 0.010, r = .26] and under-reported [#(97) = —4.184, p <0.001, r = .39] symptoms.
Conclusions Clinical implications (e.g., OCD severity ratings, symptom categories, disability ratings and treatment impli-
cations), limitations (e.g., lack of confirmed diagnoses and self-reported data), and future directions (i.e., replication studies

with juvenile specific measures) are discussed.
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Obsessive compulsive disorder (OCD) is a chonic, debili-
tating mental illness that affects ~2% of the population
(Ruscio et al. 2010). OCD is characterized by unwanted
obsessions followed by repetitive rituals/compulsions
(American Psychiatric Association 2013). OCD often
manifests in childhood/adolescence (Pauls et al. 1995) and
is more frequently diagnosed in boys, however the diag-
nosis equals out among gender groups by adulthood (Maj
et al. 2002). OCD confers significant disability (Piacentini
et al. 2003), and significantly impairs quality of life in
children (Lack et al. 2009; Storch et al. 2018). Unfortu-
nately, it often takes nine years for a proper OCD diagnosis
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and 17 years before effective treatment is received (Jenike
2004), which significantly influences the advancement of
OCD severity.

While previous studies have researched the utility of
technology in the treatment of OCD more generally (Det-
tore et al. 2015), less is known about the use of technology
with children and adolescents. Studies have addressed the
use of technology to supplement traditional OCD treat-
ment; Storch et al. (2011) studied the use of cognitive
behavioral therapy (CBT) administered via webcam, and
Brezinka (2013) supplemented treatment of children with a
video game. Storch et al. (2011) found participants who
received therapy via a webcam showed significant
improvement compared to waitlist controls, thus suggesting
enhancements in access to care, however Brezinka (2013)
clearly states that the video game piloted in her study is a
supplement not intended to replace the therapist. More
recently, Lenhard et al. (2017) conducted a randomized
controlled trial of internet-delivered cognitive behavioral
therapy (ICBT). Their results showed significant
improvement over waitlist controls at posttreatment and
follow up.
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Though previous research has documented the nature of
OCD among treatment seeking clinical samples, virtually
nothing is known about those who do not present to a
clinician for treatment. We had the unique opportunity to
explore OCD symptomology and its impact on disability
and severity levels in a population of juveniles with OCD
who were accessing an online portal seeking information
and self-guided treatment for their OCD. Furthermore,
although not a primary focus, no study to date has compared
self-perception of symptom severity within a juvenile
cohort to a standardized OCD severity measure. Recent
research by MclIngvale et al. (2017) revealed that adults
were accurately able to rate their OCD severity level sup-
porting the utility of a one-item severity screener. Con-
sistent with recent calls in the field of psychological science
for replication in research (Open Science Collaboration
2015), this secondary aim was to replicate the findings of
MclIngvale et al. (2017), to determine whether their findings
extend to a juvenile sample. This knowledge would prove
helpful in understanding the insight around illness severity
of juveniles with OCD and to determine the utility of an
internet self-help modality for juveniles.

Method
Participants

The present study included 157 participants ranging from 7
to 17 years of age (M = 14.55, SD = 2.33). The sample was
slightly skewed toward female (59.4%), and a majority
(75.8%) were Caucasian followed by participants who
preferred not to disclose (5.1%) and participants who
identified as multiracial (3.8%). The majority of participants
identified as Christian (51.8%), followed by participants
who preferred not to disclose (10.8%). All participants in
the present study self-identified with OCD symptoms and
visited the OCD Challenge website. The self-reported onset
for OCD symptoms ranged from 1 to 17 years of age (M =
9.74, SD = 3.72). The most frequent method of referral to
the OCD Challenge website was the internet (22.9%), fol-
lowed by Google or a professional (both 19.7%), and a
friend (15.3%).

Procedure

Data from The OCD Challenge (ocdchallenge.org/com)
were used for this research study. The OCD Challenge is a
free self-help website designed as an accessible tool for
the management of OCD (MclIngvale et al. 2015). The use
of this source for data collection and this research project
was approved by the institutional review board (IRB) at
Baylor University. Participants in the present study were

participants of the OCD Challenge program, but no
recruitment specific to this study took place. Website
users who accepted the terms of agreement (consenting
for their data to be used for research), completed the
assessments, and met the age criteria were included in this
study.

Measures

Demographic data assessed through the OCD Challenge
website used in this study included age, gender, ethnicity,
religion, website referral source, age of onset of OCD
symptoms, a single-item measure used to determine each
users’ perception of their OCD severity and OCD symp-
tom subtypes. Self-perception of OCD severity was
evaluated before any formal severity measures were
assessed by asking users to rate their OCD severity with
selection options including: mild, moderate, severe,
extreme, or would rather not say; results from this ques-
tion were then compared to severity ratings calculated
from the individual’s first Yale-Brown Obsessive-Com-
pulsive Scale-Self-Report (Y-BOCS-SR) assessment
score. Severity self-perception categories did not include
the sub-clinical category that is included in the Y-BOCS-
SR measurement so both the sub-clinical category and
mild catergory were collapsed into the mild category for
data analysis.

OCD symptom sub-types were determined through self-
selection within the website, where subtypes are listed as
challenge areas. Subtypes of OCD included in the website
are Contamination, Harm to self, Harm to others, Scru-
pulosity/Morality, Not Just Right, Sexual Thoughts,
Somatic, and Magical/Superstitious. Individuals can select
one or multiple OCD subtypes that relate to their OCD by
selecting “Yes” to one of the questions listed under the
subtype. Some examples of questions found in the con-
tamination subtype of OCD include: “are you excessively
bothered by sticky things that you come into contact with?,”
“are you excessively concerened or do you feel disgust
about any bodily waste or secretions?,” and “are you
excessively concerned or worried about dirt, germs, or
certain illnesses?” Data analysis was conducted to examine
the impact of OCD symptom subtypes on OCD severity and
disability levels.

The Yale-Brown Obsessive-Compulsive Scale-Self-
Report (Y-BOCS-SR; Goodman et al. 1989; Steketee
et al. 1996) is a 10-item empirically supported measure
developed to evaluate self-reported OCD severity levels,
divided into two categories. Five questions focused on
obsessions and five questions on compulsions. Total scores
from the Y-BOCS-SR placed individuals into one of five
severity ratings: sub-clinical (0-7), mild (8-15), moderate
(16-23), severe (24-31), and extreme (32-40) (Goodman
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et al. 1989; Steketee et al. 1996). Participants’ first Y-
BOCS-SR score completed in the assessment phase of the
website was used for this research study. Internal con-
sistency of the Y-BOCS-SR within our study sample was
excellent with a Cronbach’s alpha of .92.

Disability was evaluated using the Sheehan Disability
Scale (SDS; Sheehan et al. 1996). The SDS is a validated
scale which determines disability across three domains:
work/school, social, and family life. A likert scale is used
with category selection for this scale including: not at all,
mildly, moderately, markedly, and extreme (Sheehan et al.
1996). Internal consistency of the SDS within our sample
was good with a Cronbach’s alpha of .87.

Motivation for change (regarding OCD) was determined
through participants self-selecting various items on the moti-
vation for change scale, which was developed by the OCD
Challenge to assess participants feelings and beliefs about
changing their OCD. This scale is divided into two categories:
(1) why challenge/manage my OCD, and (2) why keep my
OCD. Participants have the option to self-select supplied
examples within each category, and are provided with an
option to describe their own reasons to challenge/manage
versus keep their OCD. Once the scale is completed, a bar
graph is generated depicting users’ motivation levels for
fighting versus keeping one’s OCD. This scale was used to
assess motivation for change.

Data Analysis

Descriptive statistics were analyzed to determine the most
frequently endorsed severity ratings on the Y-BOCS-SR
and the one-item severity screener. Similarly, descriptive
statistics were utilized to determine the frequency of
subtypes endorsed by participants. Next, a series of one
way analyses of variance (ANOV As) were conducted to
determine if juveniles endorsing various subtypes of OCD
differed with regard to their level of disability on the SDS
or severity on the Y-BOCS-SR. Next, Cohen’s Kappa was
used to calculate the convergence of Y-BOCS-SR severity
category to severity category on the one-item screener.
Finally, Analyses of Covariance (ANCOVAs) were cal-
culated to compare the means of participants who over-
reported, under-reported, or accurately reported their
symptoms after controlling for measured symptom
severity category. This analysis used the Y-BOCS-SR
severity categories (determined by total score) and the
OCD severity self-perception category the individual
selected to determine the relationship between self-
perception and OCD severity per Y-BOCS-SR, along
with relationship to disability and motivation for change
in treatment (managing symptoms vs. keeping symptoms).
Post hoc comparisons using a Bonferroni procedure were
conducted.

@ Springer

Table 1 Number of participants endorsing each subtype

n=2_83 Endorsed n (%) Not endorsed n (%)
Contamination 58 (69.9%) 25 (15.9%)
Harm to self 51 (61.4%) 32 (38.6%)
Harm to others 48 (57.8%) 35 (42.2%)
Sexual thoughts 33 (39.6%) 50 (60.2%)
Magical/superstitious 31 (37.3%) 52 (62.7%)
Somatic 41 (49.4%) 42 (50.6%)
Scrupulosity 46 (55.4%) 37 (44.6%)
Not just right 73 (88.0%) 10 (12.0%)

Results

Severe was the most frequently endorsed self-rating of
symptoms (40.6%) followed by moderate (39.1%) and
extreme (11.7%). Participants reported experiencing
between one and eight different subtypes of OCD (M =
4.59, SD =2.09). Further descriptive statistics showed that
of the 83 participants who completed subtype ques-
tionnaires, the most frequently endorsed subtype was Not
Just Right (n=73, 88.0%) followed by Contamination
(n=158, 69.9%) and Harm to Self (n =51, 61.4%) (see
Table 1 for complete list). Next, a series of one way ana-
lyses of variance (ANOVAs) were utilized to determine if
juveniles endorsing various subtypes of OCD differed with
regard to their level of disability on the SDS or severity on
the Y-BOCS-SR. There were significant differences among
participants endorsing scrupulosity and harm to others, with
no significant differences for participants endorsing the
contamination, harm to self, magical superstitious, somatic,
and not just right subtypes. Participants endorsing scru-
pulosity (M = 17.54, SD = 6.73) rated their overall level of
disability as significantly more severe than participants not
endorsing (M = 13.59, SD = 7.10) scrupulosity [F(1, 82) =
6.73, p=.011]. More specifically, participants endorsing
scrupulosity (M =6.24, SD =2.54) rated their level of
social disability as significantly more severe than partici-
pants not endorsing (M =4.84, SD =2.85) scrupulosity
[F(1, 82)=5.59, p=.020]. Additionally, participants
endorsing scrupulosity (M =6.15, SD =2.83) rated their
level of family disability as significantly more severe than
participants not endorsing (M =4.51, SD=2.63) scru-
pulosity [F(1, 82)=7.32, p=.008]. There were no sig-
nificant differences with regard to level of work disability
[F(1, 82)=2.65, p=.108]. Similarly, there were no sig-
nificant differences as a function of the Y-BOCS-SR for
overall severity [F(1, 82)=2.33, p=.131], obsessions
subscale score [F(1, 82) =2.42, p =.124], or compulsions
subscale score [F(1, 82) = 1.53, p =.220] (see Table 2).
Participants endorsing harm to others (M =17.31, SD =
6.78) rated their overall level of disability as significantly
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Table 2 Means, standard deviations and effect size comparisons Table 4 Perception by measured severity classifications

Scrupulosity ~ No Cohen’s d Self-Report ~ Y-BOCS-SR Category

(n=46) scrupulosity

M (SD) (n=37) Mild  Moderate  Severe  Extreme  Total

M (SD)

Total SDS 17.54 (6.73) 13.59 (7.10) 57 Mild 4 4 1 0 9
Work SDS 5.15 (2.57) 424 (2.48) 36 Moderate 6 16 20 1 43
Social SDS 6.24 (2.54) 4.84 (2.85) 52 Severe 1 21 9 38
Family SDS 6.15 (2.83) 451 (2.63) 60 Extreme 1 4 5 12
Y-BOCS-SR Total 24.54 (8.38) 21.92 (6.97) .34 Total 12 29 46 15 102
Y-BOCS-SR Obsessions 13.11 (4.10) 11.76 (3.74) 34
Y-BOCS-SR 11.43 (4.79) 10.16 (4.49) 27 SDS Sheehan Disability Scale

Compulsions

SDS Sheehan Disability Scale, Y-BOCS-SR Yale-brown Obsessive
Compulsive Scale Self-report Version

Table 3 Means, standard deviations and effect size comparison

Harm to others No harm to Cohen’s d

(n=48) others (n = 35)

M (SD) M (SD)
Total SDS 17.31 (6.78) 13.69 (7.15) .52
Work SDS 5.10 (2.40) 4.26 (2.72) 33
Social SDS 6.17 (2.79) 4.86 (2.56) .49
Family SDS 6.04 (2.80) 4.57 (2.73) .53
Y-BOCS-SR 24.71 (7.66) 21.54 (7.85) 41
Total
Y-BOCS-SR 13.38 (3.77) 11.31 (3.99) .54
Obsessions
Y-BOCS-SR 11.33 (4.68) 10.23 (4.66) 24
Compulsions

SDS Sheehan Disability Scale, Y-BOCS-SR Yale-Brown Obsessive
Compulsive Scale Self-Report Version

more severe than participants not endorsing (M = 13.69, SD
=7.15) harm to others [F(1, 82) =5.53, p=.021]. Similar
to the results for scrupulosity, participants endorsing harm to
others reported significant differences with regard to dis-
ability for both the social [F(1, 82)=4.77, p=.032] and
family domains [F(1, 82)=5.71, p=.019]; however, no
significant differences were demonstrated for the work
domain [F(1, 82)=2.26, p=.137] (see Table 3). Finally,
participants endorsing harm to others had significantly
higher levels of obsessions (M = 13.38, SD =3.77) than
participants not endorsing (M = 11.31, SD =3.99) harm to
others [F(1, 82) =5.76, p = .019]. No significant differences
were found for compulsions [F(1, 82)=1.13, p=.290] or
overall Y-BOCS-SR severity [F(1, 82) =3.39, p =.069].
Comparisons of the one item self-reported severity per-
ception level (severity perception) to measured Y-BOCS-
SR scores (measured symptom severity) revealed that 45%
(n = 46) of participants accurately reported severity ratings.
Approximately one-third of participants under-reported the
severity of their symptoms (n =35, 34.3%), followed by
those who over-reported (n=21, 20.6%). Further

breakdown of comparisons, presented in Table 4, shows
that a rating of “severe” had the highest level of con-
vergence (20.6%), followed by “moderate” (15.7%),
“extreme” (4.9%), and finally “mild” (3.9%). Convergence
was calculated using Cohen’s kappa, which revealed slight
(McHugh 2012) agreement (Kappa = 0.20; p = 0.001).

Following the procedures set forth by Mclngvale et al.
(2017) to replicate the findings with juveniles, the groupings
of participants who over-reported, under-reported, or accu-
rately reported their symptoms were used, and comparisons
of means were calculated using Analyses of Covariance
(ANCOVAs) controlling for measured symptom severity
category. Analyses examined motivations for change in
treatment (managing symptoms vs. keeping symptoms) and
disability and post hoc comparisons using a Bonferroni
procedure were conducted.

The covariate, measured symptom severity, was sig-
nificantly related to managing their symptoms [F(1,98) =
4.264, p =0.042, r = .21]. However, there was no significant
effect of illness severity perception on managing symptoms
after controlling for measured symptom severity via Y-
BOCS-SR [F(2,98) = .696, p=0.501, partial 7*=.014].
Planned contrasts revealed no significant difference between
those who over- and under-reported their symptoms [#(98) =
—1.050, p=.296, r=.11] and those who accurately and
over-reported their symptoms [#(98)=—.373, p=.710,
r=.04]. The covariate, measured symptom severity was
significantly related to the motivation for change construct
of keeping their symptoms [F(1,98)=5.299, p=0.023,
r=.23]. There was also no significant effect of illness
severity perception on keeping symptoms after controlling for
the effect of measured symptom severity via Y-BOCS-SR [F
(2,98) =1.862, p=0.161, partial 712 =.037]. Planned con-
trasts revealed no significant difference between those who
over- and under-reported symptoms [#(98) = —.006, p = .995,
r=.00] and those who accurately and over-reported their
symptoms [#(98) = 1.349, p = .181, r=.14] (see Table 5 for
means and standard errors).

Disability was measured using the SDS, and was calcu-
lated using the total score, as well as the family, social, and
work subscales. The covariate, measured symptom severity
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Table 5 Means and standard error after controlling for severity

Under report Accurate report Over report

M(SE) M(SE) M(SE)

Managing 9.07 (0.70)  10.00 (0.56) 10.40 (0.93)
motivations

Keeping motivations 3.13 (0.47) 4.12 (0.38) 3.14 (0.63)
Total SDS 13.18 (1.02) 16.76 (0.79) 20.80 (1.33)
Work SDS 391 (0.40) 5.22 (0.31) 6.20 (0.52)
Social SDS 4.80 (0.40)  5.75 (0.32) 7.36 (0.53)
Family SDS 4.48 (0.44) 5.79 (0.34) 7.25 (0.57)

Y-BOCS-SR Yale-Brown Obsessive Compulsive Scale Self-Report
Version

was significantly related to overall disability [F(1,97) =
97.968, p <0.001, r =.71], as well as its subscales work [F
(1,97)=61.812, p<0.001, r=.62], family [F(1,97)=
63.665, p <0.001, r=.63], and social [F(1,97)="71.684,
p <0.001, r=.65]. There was also a significant effect of
illness severity perception on overall disability after con-
trolling for measured symptom severity [F(2,97) = 8.866,
p <0.001, partial 7*>=.155]. Similar significant results
were found for the SDS subscales work [F(2,97) =5.478,
p=0.006, partial #°=.101], family [F(2,97)=6.380,
p =0.002, partial #*>=.116], and social [F(2,97) = 6.261,
p =0.003, partial > =.114].

Planned contrasts for overall SDS revealed that over-
reporting symptoms was significantly related to an increase
in disability compared to both those who accurately repor-
ted [#(97) = —2.642, p = 0.010, r = .26] and under-reported
[#(97) = —4.184, p<0.001, r=.39] symptoms. This same
pattern largely held true across SDS domains: work [under:
1(97) = —3.181, p =0.002, r = .31], family [accurate: #(97)
= —-2.216, p=0.029, r=.22; under: #(97) = —3.546, p =
0.001, r=.34], and social [accurate: #(97) = —2.642, p =
0.010, r=.26; under: 1(97) = —3.534, p =0.001, r=.34].
As reported, the only non-significant difference was ratings
on work disability between participants who over-reported
and accurately [accurate: #97)=—1.621, p=0.108,
r =.16] reported their symptoms (see Table 5 for means and
standard errors).

Discussion

This study examined clinical characteristics of youth with
OCD using internet self-help services. Overall, these indivi-
duals seemed to resemble those accessing care in clinical
settings in terms of symptom presentation and impairment
(Garcia et al. 2009; Geller et al. 2003; Storch et al. 2016).
Symptom severity may have been comparable to clinical
samples although it is not possible to tell this as no confirming
diagnostic procedures were completed, and the Y-BOCS-SR
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has often been associated with under-reporting symptoms
which could be the case herein (Storch et al. 2017).

The most frequently endorsed subtype selected by
juveniles was “not just right,” which comports with the
existing literature that adults most often endorsed the “not
just right” subtype (McIngvale et al. 2015). It may be that
these juveniles are seeking help online at high rates,
potentially instead of accessing traditional care at a clinic.
One speculative thought is that the absence of fear-evoking
obsessions on the “not just right” subtype may somehow
impact seeking care, perhaps because of diagnostic uncer-
tainty (i.e., is this OCD if there is no fear?). Furthermore,
juveniles endorsing the scrupulosity and harm to others
subtypes endorsed the greatest levels of disability, which
was particularly elevated in the social and family disability
subscales. Scrupulosity symptoms have been associated
clearly with high levels of impairment in other samples as
well (Mclngvale et al. 2017).

When compared to adults, juveniles in the present sample
fared well rating the severity of their symptoms with roughly
45% accurately reporting their symptom severity. Adults were
slightly better at accurately reporting (52 vs. 45%) while
juveniles tended to under-report (34 vs. 27%) their symptoms
(Mclngvale et al. 2017). Over-reporting symptom severity was
associated with an increased level of disability, consistent with
findings from the adult sample (McIngvale et al. 2017). This
finding indicates the potential feasibility of the use of a one-
item screener to assess symptoms severity within a juvenile
population while also noting the increased likelihood of this
population under-reporting their symptoms severity. Its
important to note, whether using a quick or validated OCD
screener, their tendency to under-report symptom severity in
addition to the increase in disability for those who over-report.
Furthermore, this study showed that perceived symptom
severity did not impact one’s motivation to keep or manage
their OCD after controlling for actual severity. As such, par-
ticipants who accurately reported, under-reported, and over-
reported their symptoms, all had similar motivation levels for
both managing and keeping their symptoms across groups.

Limitations and Future Research Directions

Several limitations must be noted. Our sample includes
individuals who self-identify with OCD, which could not be
verified by a clinician. Language and content (including
assessments) used throughout the website are not specific to
children/adolescents which may have posed a language/
education barrier surrounding the content within the pro-
gram. Specifically, the standard severity measurement used
for children, the Children’s Yale-Brown Obsessive-Com-
pulsive Scale (CY-BOCS; Scahill et al. 1997) was not uti-
lized for the juvenile sample, as all participants received the
same assessment battery as adults. Additionally,
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demographics and assessments were self-reported. Future
studies should examine our findings through research given
in a controlled setting including the use of formal clinician
administered assessments specific to a juvenile population
as well as parent perspective to confirm juvenile reports.

Within these limitations, there are several study implica-
tions. Over 150 children and teenagers took the initiative to
log into a website and seek help for their OCD. These youth
seemed to be similar in nature to those that present at clinical
settings. This underscores the importance of access to care for
this population, who in many instances, may not have the
resources to receive services, or may be afraid to ask for help.
Furthermore, the dearth of appropriate services available for
adults seems abundent in comparison to those available to
children, particularly those living outside of urban/metro areas
or outside of the US. The lessons learned in this study should
be utilized by practitioners as they continue to adapt services
for juveniles and consider effective modalities to provide
treatment to adolescents in a technological age.
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