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ABSTRACT

Pediatric obsessive-compulsive disorder (OCD) is a heterogeneous disorder associated
with functional impairment and deleterious effects at the family level. Caregivers are often
enmeshed in the disorder, coping with the child’s OCD-related distress and engaging in
accommodating behaviors. Given the developmental level of these youth and the impactful
nature of OCD, caregivers may experience considerable burden and decreased quality of life
(QoL). However, extant literature on these constructs is largely limited to caregivers of patients
with chronic illnesses, and the few existing studies examining OCD samples are limited to adult
patients. As such, this study sought to examine burden and QoL in caregivers of youth enrolled
in an intensive outpatient or partial hospitalization program for their severe OCD. Specifically,
the relationships between caregiver QoL and burden and the following variables were
investigated: OCD symptom severity, functioning (youth functional impairment, general family
functioning), family (family accommodation, parental relationship satisfaction, positive aspects
of caregiving), and comorbid psychopathology (caregiver anxiety and depressive symptoms,
youth internalizing and externalizing behaviors). Seventy-two child and caregiver dyads
participated in the study and completed a battery of clinician- and self-rated questionnaires.
Different components of caregiver QoL correlated with caregiver-rated functional impairment,
family accommodation, youth externalizing behaviors, and caregiver psychopathology. Various
aspects of caregiver burden correlated with OCD symptom severity, functional impairment
related to OCD, as well as caregiver and child comorbid psychopathology. Caregiver depressive

symptoms predicted caregiver QoL, and caregiver depressive symptoms and child externalizing



symptoms both predicted caregiver burden. Caregiver burden did not mediate the relationship
between obsessive-compulsive symptom severity and caregiver QoL. Ultimately, elucidating
factors associated with increased caregiver burden and poorer QoL are pertinent for the

identification of at-risk families and development of targeted interventions.



INTRODUCTION

Obsessive-compulsive disorder (OCD) is a heterogeneous psychiatric disorder
characterized by obsessions and/or compulsions (American Psychiatric Association, 2013),
affecting around 1-2% of youth (Geller, 2006; Zohar, 1999). Obsessions can manifest through
intrusive images, thoughts, feelings, or impulses, while compulsions are typically characterized
by repetitive rituals, behaviors, or mental acts. Studies have documented the deleterious impact
of pediatric OCD, with functional impairment observed across family, social, and school
domains of life (Piacentini, Peris, Bergman, Chang, & Jaffer, 2007; Storch, Rudy, Wu, Lewin, &
Murphy, 2014; Valderhaug & Ivarsson, 2005). For instance, youth with OCD may display
increased difficulty with concentrating on schoolwork due to intrusive thoughts, while other
youth may be unable to complete simple tasks at home due to time spent on compulsions.
Although OCD-related impairment is experienced broadly across various areas, home life
appears to be particularly impacted (Valderhaug & Ivarsson, 2005). The negative impact of
pediatric OCD is not limited to the youth, as it is often observed beyond the level of the patient
with OCD (Lebowitz, Panza, Su, & Bloch, 2012).

Increased obsessive-compulsive symptoms have been associated with negative effects on
the family dynamics and environment. Specifically, higher obsessive-compulsive symptom
severity is linked with higher levels of family distress (Albert et al., 2010; Amir, Freshman, &
Foa, 2000; Ferrao et al., 2006; Futh, Simonds, & Micali, 2012), as well as lower levels of family
functioning (Calvocoressi et al., 1995; Maina, Saracco, & Albert, 2006; Steketee & Van Noppen,

2003) and organization (Peris et al., 2008). Additionally, Cooper (1996) highlighted the unique



impact of OCD (as compared to other mental illnesses), given the direct involvement of family
members in the disorder. With the age and developmental stages of these youth, parental
involvement is particularly salient in this population.

Many youth with OCD engage their caregivers in their OCD symptomology, such as
asking them to directly participate in their compulsions, facilitate avoidance of anxiogenic
triggers, or modify family schedules. Indeed, family accommodation has been consistently
documented in pediatric OCD at high rates (Storch et al., 2007), with almost half of the families
engaging in these behaviors on a daily basis (Peris et al., 2008). Unfortunately, family
accommodation contributes to higher levels of functional impairment in these youth (Caporino et
al., 2012; Storch, Larson, et al., 2010). Furthermore, recent literature has elucidated the presence
of rage and disruptive behaviors within pediatric OCD (Storch et al., 2012), as youth may
become increasingly aggressive, distressed, and angry when their symptoms are not
accommodated (Peris et al., 2008; Wu, Lewin, Murphy, Geffken, & Storch, 2014).
Consequently, caregivers can also feel distressed and coerced into engaging in these maladaptive
behaviors in an effort to quell the youth’s negative valence state (Lebowitz, Vitulano, & Omer,
2011). While these behaviors are often carried out with good intentions, they operate contrary to
the principles of exposure and response prevention, the first-line treatment for pediatric OCD
(American Academy of Child and Adolescent Psychiatry, 2012). Specifically, symptom
accommodation precludes the youth from facing their feared situations, and thus prevents them
from learning more adaptive appraisals and behaviors. Ultimately, symptom accommodation
serves to not only maintain the OCD symptomology, but also ensures the continued enmeshment

of family members in the disorder.



Given the salience of family involvement in pediatric OCD, it follows that there is a
substantial impact on family life and caregiver responsibilities (Black, Gaffney, Schlosser, &
Gabel, 1998; Futh et al., 2012). As such, caregiver burden and quality of life (QoL) are
particularly important constructs to examine, given the all-encompassing nature of the disorder.
Caregiver burden is a multifaceted concept, as individuals can experience both objective and
subjective types of burden (Fadden, Bebbington, & Kuipers, 1987; Hoenig & Hamilton, 1966).
Within objective burden, caregivers may be affected by factors such as financial burden incurred
from patient care or disruption in daily schedules. Alternatively, subjective burden is more
consistent with the caregiver’s perception of the level of burden they believe they are carrying.
Quality of life similarly considers the perceptions of the caregiver’s present physical,
psychological, social, and living environment (The WHOQOL Group, 1998). These constructs
are often examined jointly, given that they both consider the objective and subjective impact of
disorders on the caregiver (de Oliveira et al., 2014; Foldemo, Gullberg, Ek, & Bogren, 2005;
Grad & Sainsbury, 1963; Hughes, Giobbie-Hurder, Weaver, Kubal, & Henderson, 1999;
Morimoto, Schreiner, & Asano, 2003; Sales, 2003).

Despite the importance of examining these constructs in caregivers of youth with OCD,
the extant literature is significantly limited. Indeed, existing studies are largely restricted to
caregiver burden and QoL in physical illnesses, such as Alzheimer’s disease and leukemia,
demonstrating the harmful impact of these conditions on QoL and burden for these caregivers
(Gothwal, Bharani, & Mandal, 2015; Jastrowski Mano, Khan, Ladwig, & Weisman, 2011,
Krattenmacher et al., 2014; Schulz & Beach, 1999; Stromberg & Luttik, 2015; Yamazaki,
Sokejima, Mizoue, Eboshida, & Fukuhara, 2005). There unfortunately has not been equal

attention placed on caregivers of patients with mental health difficulties, despite the significantly



higher emotional burden and impairment in health-related QoL (Settineri, Rizzo, Liotta, &
Mento, 2014; Spitzer et al., 1995) experienced by these caregivers (when compared to caregivers
of individuals with physical illnesses). Additionally, the existing research that investigates
caregiver burden and QoL in mental disorders has largely focused on more severe psychiatric
ilinesses, namely schizophrenia, documenting the expansive, negative effects of these disorders
on caregivers (Awad & Voruganti, 2008; Caqueo-Urizar, Gutierrez-Maldonado, & Miranda-
Castillo, 2009; Foldemo et al., 2005; Gater et al., 2014; Hsiao & Tsai, 2014; Saunders, 2003).
Consequently, there has unfortunately been a paucity of research conducted on other specific
psychiatric illnesses (Armstrong, Lycett, Hiscock, Care, & Sciberras, 2014; Lee, Harrington,
Louie, & Newschaffer, 2008), including OCD.

Drawing from the literature on caregiver experiences in primarily physical, medical
illnesses, the role in which stress impacts the experience of caregiving has been examined
through a stress process model (Pearlin, Mullan, Semple, & Skaff, 1990). These models
examine the interplay between the stressors that come with caregiving, the available
psychosocial resources, and the well-being of caregivers (Goode, Haley, Roth, & Ford, 1998).
The primary stressors are those that are experienced from a direct impact of caregiving (e.g.,
having to address self-care difficulties, emergent behavioral impacts), with secondary stressors
arising from subsequent difficulties experienced due to caregiving (e.g., negative impact on self-
concept, decreased involvement in other activities). However, other factors can mediate the link
between caregiver stressors and their well-being, including the amount of social support
available, how they view their stressors, and what coping styles they utilize in these situations
(Haley, Levine, Brown, & Bartolucci, 1987; Schulz, O'Brien, Bookwala, & Fleissner, 1995).

Indeed, the impact of caregiver stressors is not necessarily linear, highlighting the importance of



considering mediating factors that incorporate the interaction of the individual and their
respective environment (Haley et al., 1987). In a related body of literature, there are found to be
potentially positive aspects of being a caregiver with a family afflicted by physical illnesses,
highlighting the variability in the perceptions related to caregiving experiences (C. A. Cohen,
Colantonio, & Vernich, 2002). For instance, certain caregivers may experience an increased
sense of self-efficacy or a stronger bond with family members, having gone through these trying
situations together (Tarlow et al., 2004).

Extant literature on caregiver QoL and burden in OCD has been exclusively limited to
adult samples. Within these studies on caregiver QoL, higher patient OCD symptom severity
was linked to significantly lower QoL in caregivers across numerous domains of life, such as
physiological health and social functioning (Grover & Dutt, 2011; Vikas, Avasthi, & Sharan,
2011), with psychological well-being being particularly negatively impacted by OCD (Albert,
Salvi, Saracco, Bogetto, & Maina, 2007; Stengler-Wenzke, Kroll, Matschinger, & Angermeyer,
2006). Increased caregiver stress is especially salient within marital relationships and at home
(Laidlaw, Falloon, Barnfather, & Coverdale, 1999), emphasizing the expansive impact of the
disorder. Continued involvement in the symptoms and engaging in accommodating behaviors
are predictive of poorer caregiver physical health (Albert et al., 2007) and decreased QoL (Albert
et al., 2010; Cherian, Pandian, Bada Math, Kandavel, & Janardhan Reddy, 2014), highlighting
the necessity to eliminate family accommodation in patients with OCD. Certain caregiver
demographic characteristics, such as older age and female sex, are associated with poorer QoL as
well (Albert et al., 2007; Siu, Lam, & Chan, 2012; Torres, Hoff, Padovani, & Ramos-Cerqueira,
2012). Furthermore, a longer duration of OCD illness and presence of comorbid depression in

the caregiver are also predictive of lower perceived QoL (Cicek, Cicek, Kayhan, Uguz, & Kaya,
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2013). Itis unclear what the direction of causality is between depression and duration of illness,
though the relationship is likely bidirectional; a longer duration of coping with the illness may
lead to increased helplessness and depressive symptoms, while increased depressive symptoms
can also lead to amotivation and decreased ability to support the patient with OCD.

Family burden for caregivers of adults with OCD is comparable to burden levels
experienced by caregivers of schizophrenic patients (Grover & Dutt, 2011; Gururaj, Bada Math,
Reddy, & Chandrashekar, 2008; Kalra, Nischal, Trivedi, Dalal, & Sinha, 2009; Negm, Mahdy,
Khashaba, & Abd El-Latif, 2014; Thomas, Suresh Kumar, Verma, Sinha, & Andrade, 2004).
Furthermore, levels of caregiver burden are even higher when compared to the burden
experienced by caregivers of depressed patients (Vikas et al., 2011) and matched (healthy)
controls (Cicek et al., 2013; Verma & Sinha, 2013). Increased family accommodation is also
linked to increased caregiver burden (Gururaj et al., 2008; Ramos-Cerqueira, Torres, Torresan,
Negreiros, & Vitorino, 2008; Siu et al., 2012; Torres et al., 2012), as these behaviors place
additional strain on the caregiver by requiring added effort and time spent on accommodating the
OCD symptomology. Additionally, caregiver psychiatric comorbidity (especially comorbid
depression) and the patient’s concurrent depressive symptoms both contribute to increased
caregiver burden (Cicek et al., 2013; Ramos-Cerqueira et al., 2008; Torres et al., 2012). A
longer course of OCD and poorer patient insight into OCD symptomology are also predictive of
heightened caregiver burden (Cicek et al., 2013). Furthermore, individuals with low insight lack
the ability to recognize the excessive and unreasonable nature of their symptoms, requiring
additional family involvement (Bipeta, Yerramilli, Pingali, Karredla, & Ali, 2013; Storch,

Milsom, et al., 2008; Wu & Lewin, in press), and thereby incurs higher levels of burden.



Collectively, caregivers of adults with OCD have demonstrated decreased QoL across
various domains and increased caregiver burden, illustrating the impactful role of OCD on the
family. Given the prominent role of caregivers in the care of youth, it is surprising that there has
not been equal attention spent on examining caregiver burden and QoL in pediatric OCD. This
is a troubling gap in the research, as the experiences of caregivers for adults versus youth are
qualitatively different (de Oliveira et al., 2014). Previous studies have focused exclusively on
the youth, elucidating the negative impact of the disorder on the child’s own QoL (Lack et al.,
2009), but there have unfortunately been limited examinations on the unique experiences of the
caregiver.

The studies that have focused on the parental experiences of caring for a youth with OCD
have mostly examined parental coping style. Geffken et al. (2006) investigated the link between
hope, coping techniques, and depressive symptoms. Results indicated that hope, active
reframing of the situation, and increased coping through social supports were negatively
correlated with depressive symptoms. Additionally, Derisley, Libby, Clark, and Reynolds
(2005) found that parents of youth with OCD more commonly used avoidant coping strategies
when compared to parents of healthy controls. This is problematic, as coping plays a
meditational role in the relationship between hope and depressive symptoms (Geffken et al.,
2006). These findings are corroborated by results from the physical illness literature (Khalaila &
Litwin, 2011; Papastavrou et al., 2011), as the type of coping style can negatively influence the
parents’ mental health. Furthermore, the mental health of parents of youth with OCD is lower
than the mental health of parents of healthy controls (Derisley et al., 2005), although Storch et al.
(2009) did not find a significant correlation between OCD symptom severity and parental

psychopathology.



There has only been one study to date that has examined the parental experience and
strain of caring for a child with OCD (Storch et al., 2009). Parents reported considerable distress
regarding the child’s illness, and increased OCD symptom severity and impairment were related
to uncertainty and worry about the child’s condition. Additionally, concurrent internalizing
symptomology in the youth mediated the relationship between parental experiences and parental
distress, indicating the compounded difficulties of co-occurring psychopathology. Regarding
caregiver strain, objective and subjective internalizing strain (e.g., financial burden, distress due
to child’s OCD) were positively correlated with OCD symptom severity, though subjective
externalizing strain (e.g., embarrassment, anger) did not. Given these deleterious effects of the
disorder on the family, it is imperative to conduct further investigations that focus on the parental

impact and identify various factors that contribute to lower QoL and higher burden.

Present Study

Surprisingly, there have been no studies to date that directly examine the QoL of the
caregiver of a child with OCD. This is highly problematic, given the salience of family
accommodation and continued enmeshment of the caregivers with the OCD symptomology.
Additionally, only one study to date has investigated the construct of caregiver strain in pediatric
OCD, necessitating more nuanced investigations into potential factors that may contribute to
increased burden. Furthermore, there have been no studies examining these constructs in a more
severe OCD sample, highlighting the importance of considering youth needing intensive
treatment for their OCD symptoms. These youth are of particular interest, as children seeking
intensive treatment for OCD are often treatment refractory (Marien, Storch, Geffken, & Murphy,

2009) and typically present with more severe OCD symptoms (Franklin et al., 1998; Franklin,



Tolin, March, & Foa, 2001; Whiteside & Jacobsen, 2010). Unfortunately, higher baseline OCD
symptom severity is predictive of poorer treatment outcomes (Ginsburg, Kingery, Drake, &
Grados, 2008; Piacentini, Bergman, Jacobs, McCracken, & Kretchman, 2002; Stewart, Yen,
Stack, & Jenike, 2006), likely compounding the familial impact and exacerbating family
involvement in the symptomology.

Given the lack of investigations within the realm of pediatric OCD, this study seeks to
elucidate this gap in research by investigating caregiver QoL and burden in a pediatric OCD
sample receiving treatment from a specialized intensive/partial hospitalization outpatient facility.
Given the limitations in extant literature, this study’s aims and hypotheses are as follows:

Hypothesis 1/Specific Aim 1. Examine the associations between OCD symptom severity,
OCD-related impairment, and family accommodation with caregiver QoL and burden. Higher
OCD symptom severity, related impairment, and family accommodation are expected to be
correlated with lower caregiver QoL and higher caregiver burden (Albert et al., 2007; Gururaj et
al., 2008; Ramos-Cerqueira et al., 2008; Siu et al., 2012).

Hypothesis 2/Specific Aim 2. Investigate the correlation between OCD symptom severity
and family variables (i.e., general family functioning, parental relationship, and positive aspects
of caregiving). More severe OCD symptoms are expected to be associated with a negative
impact on the family’s overall functioning and the relationship between the caregivers (Black et
al., 1998). Although positive aspects of caregiving have yet to be studied in patients with OCD,
it is possible that families can experience unexpected gains in self-efficacy and improved outlook
on life while going through this therapeutic process, similar to how caregivers of individuals

with cancer have experienced positive aspects of caregiving (Tarlow et al., 2004).
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Hypothesis 3/Specific Aim 3. Examine the relationships between caregiver QoL and
burden and comorbid anxiety and depressive symptoms in the caregivers, as well as internalizing
and externalizing symptoms in the youth. It is hypothesized that higher levels of comorbid
psychopathology in the caregiver, as well as in the youth, will be negatively correlated with
caregiver QoL and positively correlated with caregiver burden (Black et al., 1998; Ramos-
Cerqueira et al., 2008; Storch et al., 2009).

Given the nascent nature of the literature in this domain, there are unfortunately limited
studies available to inform power analyses for more sophisticated statistical procedures.
However, based on the impact of caregiver and youth comorbidities on caregiver well-being
(Cicek et al., 2013; Storch et al., 2009), the following exploratory aims are proposed:

Exploratory Aim 1. Determine if comorbid anxiety or depressive symptoms in the
caregiver contribute to poorer caregiver QoL and higher caregiver burden, beyond the effects of
OCD symptom severity. Although Cicek et al. (2013) did not control for OCD symptom
severity, their results suggested that comorbid depression in caregivers was predictive of their
QoL. Based on these findings, anxiety and depressive symptoms in the caregiver are expected to
predict caregiver QoL and burden, above and beyond the effects of OCD symptom severity.

Exploratory Aim 2. Determine if internalizing or externalizing symptoms in the youth
contribute to poorer caregiver QoL and higher caregiver burden, beyond the effects of OCD
symptom severity. Internalizing symptoms are predictive of parental distress (Storch et al.,
2009), but it is still unclear if their impact is unique or mostly attributable to the OCD symptoms.
While there is limited literature on this relationship, the impactful and complicating nature of
comorbid symptomology in OCD patients (Huppert, Simpson, Nissenson, Liebowitz, & Foa,

2009; Storch, Lewin, Geffken, Morgan, & Murphy, 2010; Storch, Merlo, et al., 2008) lead to the
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expectation that internalizing and externalizing symptoms in youth will predict poorer caregiver
QoL and higher burden, even after controlling for OCD symptom severity.

Exploratory Aim 3. Examine a potential mediational model in which the relationship
between OCD symptom severity and caregiver QoL is mediated by caregiver burden. Through
the lens of the stress process model, which posits that caregiver well-being is impacted by the
caregiver’s appraisal of their stressors (Haley et al., 1987; Haley et al., 1996; Schulz et al., 1995),
the perceived burden may mediate the relationship between OCD symptom severity and

caregiver QoL.
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METHOD

Participants

Participants included 72 youth and caregiver dyads (see Analytic Plan for power
analysis). Youths were 51% male (n = 37) with a mean age of 13.24 years (SD = 2.70; range =
7-17 years). The majority of participants were Caucasian (n = 55), followed by mixed race (n =
4), African American (n = 2), and Asian (n = 2). Caregivers reported a mean age of onset of
OCD symptoms of 8.66 years (SD = 3.52) with a range from 2-15 years of age, as well as a
reported mean age of diagnosis at 10.93 years (SD = 3.10) with a range from 5-16 years of age.
Caregivers were mostly mothers (n = 57), with some father (n = 7) and other caregiver (n = 8)
participation. The majority of caregivers reported an annual income of over $150,000 or more (n
= 25), with over half of families reporting incomes higher than $85,000 (n = 45). Of note,
certain demographic variables were missing on up to 12 participants; please see the Analytic
Plan section for the handling of missing data. All participants were recruited from Rogers
Behavioral Health — Tampa Bay and Nashville, specializing in the treatment of OCD through
intensive outpatient and partial hospitalization programs. Participants were eligible if the youth
was (1) between 6 and 17 years of age, (2) had a primary diagnosis of OCD, and (3) had a
caregiver available to participate in study procedures. The diagnosis for OCD was determined
through the regular intake procedures for Rogers, which included the gold standard clinician-
rated interview for OCD symptoms, as well as clinical consensus of meeting DSM-5 criteria for
OCD through clinical interactions with the patient and data from self-report questionnaires

(American Psychiatric Association, 2013; Leckman, Sholomskas, Thompson, Belanger, &
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Weissman, 1982; Storch et al., 2012). Specifically, two experienced psychologists, one board
certified medical doctor, and the principal investigator of the study (M.S.W.) met to review each

case for inclusion.

Procedures

The study underwent the University of South Florida institutional review board (IRB) and
the Rogers Memorial Hospital IRB prior to starting participant enrollment. Potential participants
were provided a copy of the informed consent (caregivers) and assent (youth with OCD)
documents, and a clinic staff member reviewed it with the family in detail. All questions and
concerns were addressed prior to study participation, and families were provided with additional
time if desired to further consider potential participation. It was emphasized that participation in
the study is entirely voluntary, and their decision to participate or not to participate did not affect
their treatment status at Rogers in any way.

If the family decided to participate in the study, the parent-child dyad underwent a single
time point battery of clinician-rated and self-reported questionnaires immediately thereafter. As
the clinician-rated measure assessing OCD symptom severity is already included as part of their
routine clinical care at Rogers, the consent requested to have those scores extrapolated for study
use to reduce subject burden. Additionally, all families were enrolled for the study within the
first week of care to ensure that the timeframes of the assessment battery were consistent.
Clinician-administered measures were administered first, followed by self-report measures. Self-
report measures were ordered based on the following conceptual groupings (from first to last):
OCD-related impairment, caregiver quality of life and burden, family variables (i.e., positive

aspects of caregiving, family functioning, and relationship quality), comorbid psychopathology,
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and general demographics. All other clinician- and self-report measures took around 30 to 45
minutes of the family’s time. Consent and clinician-administered interviews were conducted by
doctoral staff and the study principal investigator (M.S.W.).

To ensure inter-rater reliability for clinician-rated interviews, all raters were required to
match to a gold-standard audiotape prior to administering any of the clinician-rated measures.
Thereafter, an additional rater was planned to be present for 20% of the initial interview for
assessing obsessive-compulsive symptom severity, but given clinic staff shortages and feasibility
barriers (e.g., clinic policy did not permit audiotaping of interviews), these circumstances only
allowed for 7% (n = 5) of cross-ratings. It is noted that each case was discussed at a weekly case
conference and difficult cases were discussed outside of the case conferences to help facilitate

more accurate scoring. Total scores were compared for inter-rater reliability.

Measures

Children’s Yale-Brown Obsessive Compulsive Scale (CY-BOCS). The CY-BOCS isa
clinician-administered, semi-structured interview that assesses the presence and severity of
obsessive-compulsive symptoms. The first section contains a symptom checklist and assesses
the presence of various obsessive-compulsive symptom clusters (e.g., contamination, aggressive,
magical/superstitious). The second section contains a 10-item severity scale that garners
separate severity scores for obsessions and compulsions, as well as a total symptom severity
score (i.e., sum of the obsessions and compulsions severity scales). Responses on the severity
scale are scored on a Likert scale from 0 to 4, with higher scores indicating more severe OCD
symptoms. The CY-BOCS total score exhibits high internal consistency, good to excellent inter-

rater reliability, satisfactory convergent and divergent validity (Scahill et al., 1997; Storch et al.,
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2004), as well as treatment sensitivity (Storch, Lewin, De Nadai, & Murphy, 2010; The Pediatric
OCD Treatment Study (POTS) Team, 2004).

For the present study, the inter-rater reliability for the Obsession Severity scale was
excellent (ICC = .99, 95% CI[.93,1.00]). The reliability for the Compulsion Severity scale was
excellent as well (ICC = .95, 95% CI [.40, .99]), and the reliability for the Total Severity scale
was excellent (ICC = .99, 95% CI1[.92, 1.00]). The Cronbach’s a’s for the present sample were
.89 for the Total Severity scale, .82 for the Obsession Severity scale, and .76 for the Compulsion
Severity scale.

Family Accommodation Scale for Obsessive-Compulsive Disorder — Interviewer-Rated
(FAS-IR). The FAS-IR is a 12-item clinician administered, semi-structured interview that
assesses the presence and frequency of OCD-related accommodating behaviors in the previous
week. The questions are directed at the relative accommodating the patient with OCD, covering
a broad range of potential accommodations (e.g., providing reassurance, facilitating avoidance,
taking on the patient’s responsibilities). The FAS-IR response items are provided on scale from
0 to 4, with 0 meaning “None” and 4 meaning that the accommodating behavior occurred
“Everyday.” The measure provides a total score by summing all of the items, with higher scores
indicating more symptom accommodation. The FAS-IR total score has exhibited good
agreement across raters, convergent and divergent validity, and internal consistency
(Calvocoressi et al., 1999). Cronbach’s « for the present sample was .87 for the total score.

Caregiver Burden Inventory (CBI). The CBI (Novak & Guest, 1989) is a 24-item
caregiver self-report questionnaire that assesses multiple dimensions of caregiver burden.
Responses are provided on a scale from 0 to 4, with 0 meaning “Never” and 4 meaning “Nearly

Always.” Reflecting the multidimensionality of burden, the items on the CBI form 5 subscales:
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Time Dependency (e.g., “I have to help him/her with many basic functions), Development (e.g.,
“I feel that I am missing out on life”), Physical Health (e.g., “I’m not getting enough sleep”),
Emotional Health (e.g., “I resent him/her”’), and Social Relationships (e.g., “My care giving
efforts aren’t appreciated by others in my family”). Scores from each subscale can be garnered
separately, or all of the items can be summed to form a total score, with higher scores indicating
more significant burden. The CBI subscale scores have demonstrated good internal consistency,
and the total score has similarly exhibited adequate to excellent internal consistency, content
validity, and concurrent validity (Chou, Jiann-Chyun, & Chu, 2002; Kicukgucli, Esen, & Yener,
2009; Novak & Guest, 1989). The Cronbach’s a’s for the present sample were .91 for the total
score and .81 — .91 for the subdomains.

World Health Organization Quality of Life - BREF (WHOQOL-BREF). The
WHOQOL-BREF (The WHOQOL Group, 1998) is a 26-item self-report questionnaire that
assesses the respondent’s quality of life in the previous four weeks. Item responses are provided
on a Likert scale from 1 to 5, with lower scores indicating poorer quality of life. Total scores can
be garnered across four life domains: Physical Health, Psychological, Social Relationships, and
Environment. Total scores are then transformed to allow for comparisons to other validated QoL
instruments, such as the full 100-question version of the measure. The respondent’s overall
perception of their QoL is also acquired through one question (non-transformed). The
WHOQOL-BREF demonstrates good internal consistency, test-retest reliability, content validity,
discriminant validity, and construct validity (Skevington, Lotfy, O'Connell, & WHOQOL Group,
2004; The WHOQOL Group, 1998). Additionally, this measure has been validated extensively

across various cultures and multiple samples of families with OCD (Cicek et al., 2013; Grover &
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Dutt, 2011; Gururaj et al., 2008; Stengler-Wenzke et al., 2006; Vikas et al., 2011). The
Cronbach’s a’s for the present sample were .67 — .88 for the subdomains.

Sheehan Disability Scale (SDS). The SDS is a 3-item self-report measure (completed by
the parent and the child separately) that examines the OCD-related functional impairment
experienced by the youth with OCD. Domains of interference are assessed across family, social,
and school, and respondents will be explicitly asked to focus on impairment directly related to
the youth’s OCD symptoms. Responses are provided on a scale from 0 to 10, with 0 meaning
“not at all” and 10 meaning “extremely.” Items can be considered individually or summed to
form a total impairment score, with higher scores indicating greater impairment due to OCD.
The SDS scores have exhibited good validity, internal consistency, and sensitivity to change
(Hambrick, Turk, Heimberg, Schneier, & Liebowitz, 2004; Mendlowicz & Stein, 2000). The
Cronbach’s a for the present sample was .73 for the total score (both parent- and child-report
versions).

Family Assessment Device — 12-Item Version (FAD-12). The FAD-12 (Epstein, Baldwin,
& Bishop, 1983) is a 12-item self-report questionnaire that assesses general family functioning.
Respondents provide their level of agreement with each provided statement, with the choices of
“strongly agree,” “agree,” “disagree,” or “strongly disagree.” A total score is garnered from
summing the items (with certain items reverse scored), and higher scores indicate poorer family
functioning (Ryan, Epstein, Keitner, Miller, & Bishop, 2005). The FAD-12 is the “General
Functioning” subscale of original 53-item FAD measure, which has been utilized in other studies
investigating OCD and its impact on the family (Barrett, Healy-Farrell, & March, 2004;
Calvocoressi et al., 1999; Pinto, Van Noppen, & Calvocoressi, 2013). This truncated version of

the FAD measure will help reduce subject burden and allow score comparisons across previous
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studies. Additionally, the scores on the General Functioning subscale had the highest internal
consistency out of all of the FAD subscales, are equipped to differentiate between clinical and
nonclinical populations (Epstein et al., 1983), and demonstrate good validity and reliability
(Byles, Byrne, Boyle, & Offord, 1988). The Cronbach’s a for the present sample was .95 for the
total score.

Couples Satisfaction Index — 16 (CSI-16). The CSI-16 is a 16-item self-report
questionnaire that examines the relationship quality of a romantically linked dyad. The parent
will be filling this out about their overall satisfaction with their partner. All items are provided
on a Likert scale, with higher scores indicating higher satisfaction with the relationship. The
CSI-16 is an abbreviated version of the CSI-32, and selectively retains the items that provide the
most information about relationship quality. The CSI-16 total score demonstrates excellent
convergent and construct validity, as well as precision in assessing varying levels of couples’
satisfaction (Funk & Rogge, 2007). Given the content of the questionnaire, only participants
with a romantic partner were asked to fill out a CSI-16 (n = 57) for the present study. The
Cronbach’s a for the present sample was .99 for the total score.

Positive Aspects of Caregiving. The Positive Aspects of Caregiving measure (Tarlow et
al., 2004) is a 9-item measure assessing the presence of positive experiences of being a caregiver.
Items are rated on a scale from 0 to 5, with higher scores indicating stronger agreement with
positive experiences of caregiving. Two subscales can be calculated; items either assess content
related to self-affirmation or to their outlook on life. Both subscales yielded high internal
consistency and the scale generally demonstrates good face validity (Tarlow et al., 2004). The

Cronbach’s a’s for the present sample were .87 for the total score and .86 - .88 for the subscales.
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Depression Anxiety Stress Scale — Short Version (DASS21). The DASS21 (Lovibond &
Lovibond, 1995) is a 21-item self-report questionnaire that assesses the presence and severity of
stress, anxiety, and depressive symptoms in the past week. Responses can be provided on a
Likert scale from 0 to 3, with 0 meaning “Did not apply to me at all,” and 3 meaning “Applied to
me very much, or most of the time.” Subscale scores can be calculated for anxiety, stress, and
depressive symptoms separately, or a total score can be calculated by summing all items, with
higher scores indicating more severe symptoms. These scores are subsequently doubled to
parallel the scores and norms garnered from the original DASS measure. Although the DASS21
contains half of the items of the original DASS measure, comparable item means have been
calculated and both measures share similar factor structures. Additionally, the DASS21 has
demonstrated adequate to excellent internal consistency, as well as concurrent validity (Antony,
Bieling, Cox, Enns, & Swinson, 1998). The DASS21 scores possess treatment sensitivity, as
well as convergent validity with measures examining patient functioning (Ng et al., 2007). The
Cronbach’s a for the present sample was .73 for the anxiety subscale and .92 for the depression
subscale.

Child Behavior Checklist (CBCL). The CBCL is a 113-item parent-report questionnaire
that assesses the presence and severity of emotional and/or behavioral problems in youth.
Parents can respond on a scale from 0 to 2, with 0 meaning “Not True,” 1 meaning “Somewhat or
Sometimes True,” and 2 meaning “Very True or Often True.” For the purposes of this study, the
Internalizing and Externalizing subscales of the CBCL are of particular interest. The CBCL
scores have demonstrated excellent inter-parent agreement, test-retest reliability (Achenbach &
Edelbrock, 1981), and the diagnostic scale scores exhibit good discriminant and convergent

validity, along with good reliability (Nakamura, Ebesutani, Bernstein, & Chorpita, 2009). The
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Cronbach’s a for the present sample was .91 for both the internalizing and the externalizing
subscales.
A brief demographics questionnaire was administered to garner basic sociodemographic
information such as age, gender, ethnicity, and annual household income. Information regarding
the age at diagnosis and emergence of obsessive-compulsive symptoms were also included. A

full list of the measures is included in Table 1.

Analytic Plan

The target sample size was determined a priori via the G*Power application (Faul,
Erdfelder, Buchner, & Lang, 2009); with a two-tailed alpha level of .05 and power set at .80,
approximately 61 caregivers were needed to be recruited in order to detect correlations > .35.
Pearson product-moment correlations were calculated to determine the linear relationships
between caregiver burden/QoL and variables of interest. Correlations greater than or equal to
.01, .03, and .05 were considered “small,” “medium,” and “large” based on criteria suggested by
(J. Cohen, 1988). By determining which variables were correlated with caregiver QoL and
burden, these data will help elucidate specific factors that may negatively impact caregivers and
contribute to a more nuanced understanding of QoL and burden. For the exploratory analyses,
hierarchical multiple regressions were conducted to determine unique predictors of caregiver
QoL and burden. Specifically, these analyses were hoped to help clarify the impact of comorbid
psychopathology, beyond the effects of obsessive-compulsive symptom severity. To examine
the mediational model, the INDIRECT macro in SPSS was employed as described by Preacher
and Hayes (2008); this method allows for testing of the specific mediational effect with higher

power due to bootstrapped resampling (Hayes, 2009). Bootstrap resamples were set to 5,000 and
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mediators were interpreted as statistically significant if their 95% CI did not include 0. To
determine inter-rater reliability on the CY-BOCS, the intraclass correlation coefficient (ICC) was
calculated within a two-way random effects model, measuring absolute agreement.

Regarding missing data, the most common reason was due to caregivers and/or youths
being unwilling to complete their respective self-report questionnaires (n = 12; most frequently
due to perceived burden, as they were primarily at Rogers to receive intensive treatment for
OCD). For other cases, single assessment measures were missing due to respondent errors (e.g.,
filling out measures incorrectly), n = 5. For the remainder of the missing data, item-level data
were missing sporadically. For measures that had less than 10% of their data missing and/or
satisfied the imputation criteria reported specifically for that measure, mean imputation was
utilized; if these criteria were not satisfied, the participant was excluded from that measure’s
analyses. Please see the notes under Tables 2-5 for the exact number of participants that

completed each respective measure.

Design Considerations

A single time point study was employed based on considerations of the study aims and
potential subject burden. Correlational analyses and hierarchical multiple regressions can be
conducted from cross-sectional studies. Additionally, given that Rogers is primarily a clinical
setting, research assessments beyond the standard of care may be burdensome for families,
resulting in the decision to have a single time point study. Additionally, although inter-rater
reliability is typically conducted post hoc with audio recordings, limitations in recruiting from a

primarily clinical setting apply, resulting in the decision to have live inter-rater ratings.
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Only one caregiver was in attendance for the assessment, and the participating caregiver
was chosen based on the individual that is most (1) knowledgeable about the symptomology and
(2) involved with the youth’s OCD. This was also to ensure consistency of the number of
reporters across dyads, as not all families presented consistently with both caregivers; restricting

assessments to one caregiver permitted comparability across responses.
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RESULTS
Caregiver QoL and Burden and OCD-Related Variables

Pearson correlations were not significant when examining the relationship between
caregiver QoL (both total score and across subdomains) and child OCD symptom severity (CY -
BOCS total), ps >.05. Parent-rated functional impairment related to child’s OCD (SDS-P total)
only demonstrated a small, negative correlation with overall caregiver QoL (WHOQOL-BREF
#1). Child-rated OCD-related impairment (SDS-C total) was not correlated with any caregiver
QoL variables, ps > .05. Family accommodation (FAS total) demonstrated a small, negative
correlation with caregiver psychological well-being, but it was not associated with any other
caregiver QoL variables. The duration of the child’s OCD symptoms did not have a statistically
significant correlation with caregiver QoL.

For caregiver burden, child obsessive-compulsive symptom severity possessed a positive,
medium correlation with the time dependency domain of caregiver burden. Parent-rated OCD-
related impairment possessed positive, medium correlations with total caregiver burden and
development burden, small correlations with burdens related to social relationships and
emotional health, as well as a large correlation with time dependency. Child-rated OCD-related
impairment showed a positive, medium correlation with caregiver time dependency. Family
accommodation demonstrated medium, positive correlations with total caregiver burden and the
burden subdomains of development and social relationships. Family accommodation also

exhibited a large, positive correlation with time dependency. The duration of the child’s OCD
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symptoms did not have a statistically significant correlation with caregiver burden. To view the

full table of correlations for caregiver QoL and burden, please see Tables 2 and 3.

Child OCD Symptoms and Family Variables

Child obsessive-compulsive symptom severity was not statistically significantly
correlated with any of the family variables, which included general family functioning (FAD
total), caregiver romantic relationships (CSlI total), and positive aspects of caregiving (PAoC
total and subdomains of self-affirmation and outlook on life), ps > .05. Please see Table 4 to

view the full correlational matrix.

Caregiver QoL and Burden and Comorbid Psychopathology

With regards to caregiver QoL, caregiver anxiety symptoms had a small, negative
correlation with environment-related QoL, also demonstrating medium, negative correlations
with physical and psychological well-being. However, caregiver depressive symptoms
demonstrated statistically significant, negative correlations with all aspects of caregiver QoL.
Youth internalizing symptoms did not correlate with caregiver QoL. However, youth
externalizing symptoms demonstrated a small, negative relationship with overall caregiver QoL.
The full correlational matrix can be viewed in Table 2. Of note, independent sample t tests did
not reveal any gender differences on youth internalizing symptoms, t(62) = -0.11, p = .91, nor
externalizing symptoms, t(62) = 0.38, p = .70.

Regarding caregiver burden, caregiver anxiety symptoms demonstrated positive, medium
correlations with total caregiver burden and burden on social relationships. Caregiver depressive

symptoms demonstrated statistically significant correlations with all aspects of caregiver burden
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except for the time dependency domain. Youth internalizing symptoms exhibited a small,
positive correlation with total caregiver burden and a medium, positive correlation with time
dependency. Youth externalizing symptoms possessed statistically significant correlations with
all caregiver burden variables, except for those related to physical health and social relationships.

The full correlational matrix can be viewed in Table 3.

Predicting Caregiver QoL and Burden with Comorbid Psychopathology

Results from the respective hierarchical regressions are in Table 6. Youth (internalizing
and externalizing symptoms) and caregiver (anxiety and depressive symptoms) psychopathology
were examined as potential predictors of caregiver QoL, after controlling for obsessive-
compulsive symptom severity. Variance inflation factor (VIF) values stayed < 2 for the
variables, indicating low correlations between the variables of interest. Given that all tolerance
values were greater than or equal to .50 as well, the collective data did not raise notable concerns
for multicollinearity and the regression was conducted thereafter (Mansfield & Helms, 1982;
Menard, 1995). In the first step of the hierarchical multiple regression, obsessive-compulsive
symptom severity was not a significant predictor of caregiver QoL, F(1, 59) = 0.04, p = .85.
When considering youth and caregiver psychopathology in the second step of the regression,
only caregiver depressive symptoms emerged as a statistically significant predictor of caregiver
QoL, F(4, 55) =5.34, p =.001, with this model accounting for about 28% of the variance in
caregiver QoL. This suggests that higher levels of caregiver depressive symptoms are associated
with poorer overall caregiver QoL.

After controlling for obsessive-compulsive symptom severity, youth (internalizing and

externalizing symptoms) and caregiver (anxiety and depressive symptoms) were examined as
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potential predictors of caregiver burden. VIF values ranged between 1 — 2 for the variables,
indicating low correlations between the variables of interest. Given that all tolerance values
were greater than or equal to .50, these collective data supported continuing with a regression to
analyze these relationships. In the first step, obsessive-compulsive symptom severity again did
not emerge as a statistically significant predictor of caregiver burden, F(1, 57) =1.48, p=.23. In
the second step of the regression, this model accounted for 36% of the variance in caregiver
burden, F(4, 53) = 7.91, p <.001. However, only youth externalizing behaviors and caregiver
depressive symptoms emerged as significant predictors, indicating that these comorbid

symptoms are linked with higher levels of caregiver burden.

Mediational Model

Caregiver burden was tested as a potential mediator for the relationship between child
OCD symptom severity and caregiver QoL. The path (a) from child OCD symptom severity to
caregiver burden was not statistically significant, B = 0.43, t(60) = 1.19, p = .24. The direct
effect of caregiver burden on caregiver QoL (b path) was statistically significant, § = -0.04, t(60)
=-7.27, p <.001. The total effect of OCD symptom severity on caregiver QoL was not
significant, g = 0.03, t(60) = 0.14, p = .89. Lastly, the direct effect of child OCD symptom
severity on caregiver QoL was not significant, B = 0.02, t(60) = 1.30, p =.20. Ultimately,
caregiver burden was not found to mediate the relationship between child OCD symptom

severity and caregiver QoL (p =-0.02, 95% CI [-0.05, 0.01]).
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DISCUSSION

Given the paucity of studies examining caregiver QoL and burden in childhood OCD,
this study sought to elucidate potential relationships between these phenomena and relevant
clinical variables. Surprisingly, obsessive-compulsive symptom severity did not correlate with
any caregiver QoL variables. It is possible that the nature of the sample may have impacted
findings; for instance, these families could have habituated to a new baseline level of functioning
and no longer perceive the differences in caregiver functioning. Alternatively, it could be that
there are other variables that are mediating the relationship, suggesting that there may be
sequelae to OCD that are indirectly impacting caregiver QoL. For instance, obsessive-
compulsive symptoms leading to decreased school functioning or poorer completion of daily
tasks may lead to worse caregiver QoL, which is reflected in the link between higher impairment
and lower caregiver QoL. More severe obsessive-compulsive symptoms were linked with higher
caregiver time dependency, reflecting the burdensome nature of needing to attend to emergent
symptomology. For instance, youth that have extensive cleaning rituals may prevent the
caregiver from leaving the house on time or cause the caregivers to engage in other time-
consuming rituals with the child. Consequently, caregivers’ development and social
relationships were negatively impacted as well when youth were experiencing higher OCD-
related impairment and heightened family accommodation, reflecting the all-encompassing
nature of the disorder. Indeed, family accommodation was particularly impactful for the
caregiver’s psychological well-being. Caregivers may struggle with how to handle requests for

accommodation, wrestling with distress/consequences of not accommodating and knowing that
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accommodating reinforces the symptomology (Wu et al., 2014). With these data, it will be
important to provide psychoeducation about how family accommodation not only affects the
child but also the accommodator, incorporating these behaviors into the treatment plan as
indicated (e.g., decreasing time spent on washing the patient’s belongings).

Surprisingly, obsessive-compulsive symptom severity was not correlated with any other
family variables, including general family functioning, relationship satisfaction, and positive
aspects of caregiving. It is possible that these nonsignificant effects are due to the type of
measure used; perhaps only specific aspects of these constructs are related to symptom severity.
For instance, the FAD is a measure of general family functioning; it could be that a specific
component of the family functioning (e.g., interaction style) is impacted by obsessive-
compulsive symptoms (Wu et al., 2016). Additionally, given that youths in this study were
presenting for intensive outpatient or partial hospitalization levels of treatment, the sample may
have been limited (and skewed) towards the more severe end of the distribution; this could have
precluded the ability to observe a correlation due to the limited variance and restriction of range
in the CY-BOCS scores. Lastly, it is also quite possible that these family variables are not linked
with obsessive-compulsive symptom severity. Additional variables could be moderating these
relationships, so the impact of extraneous variables should be examined in further studies. For
instance, positive aspects of caregiving may only be observed in families that have positive
coping skills and can manage the symptomology in an adaptive manner. Ultimately, it would be
beneficial to examine family variables with other constructs and/or examine specific aspects of
the variables (e.g., how the family functions as a whole when doing day-to-day tasks) to best

understand the nuances of these bidirectional relationships (Stewart et al., 2011).
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When considering comorbid psychopathology, higher caregiver anxiety and depressive
symptoms were linked with poorer QoL and higher burden. Caregivers with heightened anxiety
appear to demonstrate poorer QoL in the physical, psychological, and environment domains, as
well as total burden and burden in social relationships. With these data, it could be beneficial to
encourage caregivers to maintain their social connections and a network of support to
prophylactically buffer the impact experienced by caregiving (Ergh, Rapport, Coleman, &
Hanks, 2002; Haley et al., 1987). Indeed, these caregivers are already comparatively
experiencing more burden than caregivers of those with elderly dementia (Marvardi et al., 2005)
or early psychosis (McCleery, Addington, & Addington, 2007), reflecting the importance of
ensuring the appropriate supports are in place. Additionally, symptoms of anxiety could be
targeted to ameliorate avoidant and other maladaptive coping strategies to help them develop
more adaptive coping techniques. Caregiver depressive symptoms were negatively linked with
all aspects of caregiver QoL and almost all components of burden, reflecting their salient impact.
Furthermore, depressive symptoms independently predicted caregiver QoL and also predicted
burden, highlighting the robust and deleterious effects of experiencing these symptoms (Cicek et
al., 2013). Considering the profound impact of caregiver depressive symptoms, care should be
taken to screen for these symptoms and target them accordingly with evidence-based
interventions (e.g., cognitive-behavioral therapy, behavioral activation) that address the related
issues on multiple levels (e.g., individual, family/environment). Collectively, it is unclear if the
caregiver’s psychopathology contributed to poorer QoL or if the poorer QoL contributes to
and/or exacerbates the caregiver’s symptoms, likely reflecting the bidirectional nature of these

relationships. Until further prospective studies clarify these dynamics, interventions should work



30
to target the life domains being impacted as well as the psychological symptoms that may be
impacting the caregiver’s well-being.

Contrastingly, when examining the impact of child comorbid psychopathology, higher
child internalizing symptoms were linked with higher levels of total caregiver burden and time
dependency, but were not related to any caregiver QoL variables. As such, caregivers of youth
that present with comorbid anxiety/depressive symptoms may be spending more time assuaging
fears and providing extra emotional support (Ramos-Cerqueira et al., 2008), mostly requiring the
caregiver to spend more time with the child in these efforts. In these cases, psychoeducation and
skill building should be provided to the family to help promote the child’s self-efficacy and
encourage supportive coaching in coping with these symptoms. On the other hand, higher levels
of child externalizing behaviors were linked with poorer general QoL for the caregiver, as well
as higher total caregiver burden and time dependency, development, and emotional health
burdens. Given that externalizing symptoms predicted higher caregiver burden, it appears that
caregivers of these youth present with a higher risk of experiencing increased burden.
Specifically, these symptoms may require more caregiver attention, negatively affecting their
attitudes about their own development and fostering a more negative relationship between the
child and the parent. To optimize caregiver well-being and facilitate the most effective care for
the youth, interventions focusing on behavior-based parent training should be promoted to
encourage effective management of these behaviors (Lebowitz, 2013), especially given the
known interplay between rage outbursts/behavioral difficulties and increased OCD-related
functional impairment (Storch et al., 2012).

Within the context of the stress process model, the relationship between child obsessive-

compulsive symptom severity and caregiver QoL was not anticipated to be linear; other factors,
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such as caregiver appraisals of burden, coping style, and available resources are hypothesized to
mediate this relationship (Haley et al., 1987; Haley et al., 1996; Schulz & Beach, 1999). In this
study, caregiver burden did not mediate the relationship between obsessive-compulsive symptom
severity and caregiver well-being. It is possible that only certain aspects of burden and/or QoL
may be related to one another, such as primary versus secondary burdens or objective versus
subjective burdens. Alternatively, perhaps there are multiple mediators (e.g., coping style,
comorbid psychopathology) that are acting upon this relationship; future studies should seek to
clarify these dynamics in a more multifaceted manner.

These findings should be interpreted within the context of several limitations. First, the
study was cross-sectional in nature, so the directionality of the effects and causality of the
variables cannot be ascertained within this design. It is likely that the relationships are
bidirectional in nature (e.g., perceived caregiver burden influencing caregiver QoL, and
caregiver QoL influencing the amount of burden being experienced). Future studies are
encouraged to investigate the longitudinal effects of OCD-related burden on caregivers and
better establish the temporal model of this relationship. Second, most participants were upper-
middle class Caucasian families, potentially limiting the generalizability of the findings. Third,
caregivers participating in this study were primarily mothers; future studies are encouraged to
examine these findings in other caregivers (e.g., fathers, grandparents) and family members (e.g.,
siblings) and determine potential differences in familial experiences (Phares & Compas, 1992).
Fourth, since there are a number of different measures available for measuring caregiver QoL
and burden, it is suggested that future studies examine these constructs with alternative measures
to tap into the various nuances of these variables. For instance, a measure focusing more on QoL

related to psychological well-being (versus physical) may be helpful to determine the cognitive
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impact of caregiving for youths with OCD, particularly because mental illness incurs higher
caregiver emotional burden (Settineri et al., 2014). Indeed, the caregivers in the present study
fell around 1 SD below norms for their mean psychological well-being and social relationships
(Hawthorne, Herrman, & Murphy, 2006), and above the 70""/80" percentile for their
anxiety/depressive symptoms, on average (Crawford & Henry, 2003). Additionally, given the
higher rates of caregiver psychopathology in this sample, future studies may consider the
potential impact of parental psychopathology on the perception of child symptomology (Jensen,
Traylor, Xenakis, & Davis, 1988). Fifth, it would be important for future studies to place these
examinations within a developmental perspective. Specifically, studies examining potential
phenomenological and clinical differences in caregiver experiences across age groups would be
helpful, given the different expectations and varying levels of caregiver involvement when
considering a young child versus an older adolescent. Sixth, future studies should examine
alternative models for interpreting the interplay of child and caregiver psychopathology on
caregiver QoL/burden. For instance, it would be interesting to examine whether caregiver
experiences are impacted after controlling for their own psychopathology, testing whether or not
child psychopathology affects caregiver QoL/burden beyond the caregiver’s own symptoms.
Seventh, there are certain characteristics of the caregivers that are unknown in this sample,
necessitating future considerations. For instance, certain variables that could influence the
caregiver experiences (e.g., other caregiving roles beyond caring for the child with OCD) would
be important to examine to determine cumulative effects that may impact caregiver QoL/burden.

Ultimately, considering the lack of research on the QoL and burden of caregivers of
youth with OCD, this study functions as the first investigation of these joint constructs in a

pediatric sample. Much of the attention has understandably been devoted to the functional
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impact and diminished QoL of the child with OCD. However, given the enmeshment and
inevitable impact of the disorder on caregivers, it is imperative to consider the expansive
consequences of the illness on the immediate family as well. Parents and other caregivers are
integral and pertinent to the well-being of their children, but their own well-being and health are
often neglected, necessitating quantitative investigations of the deleterious impact of OCD on the
caregivers. Results highlighted the robust and deleterious impact of caregivers presenting with
heightened depressive symptoms and child externalizing symptoms. Consequently, families
presenting with these symptoms are at heightened risk for experiencing negative impacts in
caregiver well-being across various domains, suggesting the need for targeted identification and
interventions for managing these symptomology. Ultimately, by identifying certain factors
associated with reduced caregiver QoL and increased burden, these data are hoped to help

identify at-risk families and inform more targeted interventions.
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APPENDIX 1
Tables
Table 1

Table of Measures Completed by the Clinician, Parent, and Child

Clinician Parent Child
CY-BOCS X
FAS-IR X
CBI
WHOQOL-BREF
SDS (P)
FAD-12
CSlI-16
PA0C
DASS21
CBCL
Demographics
SDS (C) X

XX XXX XXX X

Note. CY-BOCS = Children’s Yale-Brown Obsessive Compulsive Scale; FAS-IR = Family
Accommodation Scale for Obsessive-Compulsive Disorder — Interviewer Rated; CBI =
Caregiver Burden Inventory; WHOQOL-BREF = World Health Organization Quality of

Life — BREF; SDS-P/C = Sheehan Disability Scale — Parent/Child Report; FAD-12 = Family
Assessment Device — 12 Item Version; CSI-16 = Couples Satisfaction Index — 16; PAoC =
Positive Aspects of Caregiving; DASS21 = Depression Anxiety Stress Scale — Short Version;
CBCL = Child Behavior Checklist.



Table 2

Means, Standard Deviations, Ranges, and Correlations between Caregiver QoL and Study Variables
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Caregiver QoL (WHOQOL-BREF)

General Physical Psychological Social Environment

CY-BOCS -.03 -.05 .09 .05 .08
SDS-P -27* -.19 -13 .00 -.10
SDS-C -.09 .01 10 13 .08
FAS -.20 -13 -.26* -11 -.01
DASS Anxiety -11 - 45%** - 45%** -14 -.29*
DASS Depression - 43**x* - 58*** -.84*** - 50%** - 5h***
CBCL — Int -.15 -.20 -.18 -.10 -.22
CBCL — Ext -.25* -.14 -.16 -.07 -.15
Mean 3.09 65.57 56.77 52.65 67.82

SD 1.00 16.54 19.61 20.68 17.09
Range 1-5 25-96 0-92 0-100 16 — 97

Note. * p <.05, ** p <.01, *** p <.001; WHOQOL-BREF = World Health Organization Quality of Life — BREF (subscales n = 63-

64); CY-BOCS = Children’s Yale-Brown Obsessive Compulsive Scale total score (n = 71); SDS-P/C = Sheehan Disability Scale —

Parent/Child Report total score (n = 62/64); FAS = Family Accommodation Scale for Obsessive-Compulsive Disorder total score (n =

70); DASS = Depression Anxiety Stress Scale — Short Version (subscales n = 62-64); CBCL = Child Behavior Checklist (Int =

Internalizing/Ext = Externalizing subscales; n = 64).



Table 3

Means, Standard Deviations, Ranges, and Correlations between Caregiver Burden and Study Variables
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Caregiver Burden (CBI)

Time Physical Social Emotional

Total Dependency Development Health Relationships Health
CY-BOCS 15 A3FE* 10 -12 21 .07
SDS-P A6%** H3F** A40** 22 .26* 29*
SDS-C .05 33* 12 -.09 -.07 .00
FAS A9Fx* B7F** 34** 18 34** 22
DASS Anxiety .35** 23 14 23 A3FF* .08
DASS Depression ~ .49*** 22 34** S50*** H5*** .28*
CBCL - Int .25* 33** 15 -.00 .20 .23
CBCL - Ext A2Fx* 32%** .25* 14 18 H4Fx*
Mean 42.90 9.72 12.25 8.58 6.76 4.95
SD 16.16 4.79 5.10 3.60 4.62 4.39
Range 10-96 0-20 2-20 2-16 0-20 0-20

Note. * p <.05, ** p <.01, *** p <.001; CBI = Caregiver Burden Inventory (subscales n = 62-64); CY-BOCS = Children’s Yale-
Brown Obsessive Compulsive Scale total score (n = 71); SDS-P = Sheehan Disability Scale — Parent/Child Report total score

(n =62/64); FAS = Family Accommodation Scale for Obsessive-Compulsive Disorder total score (n = 70); DASS = Depression
Anxiety Stress Scale — Short Version (subscales n = 62-64); CBCL = Child Behavior Checklist (Int = Internalizing/Ext =
Externalizing subscales; n = 64).
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Table 4

Means, Standard Deviations, Ranges, and Correlations between OCD Symptom Severity and Family Variables

PAoC PAoC PAoC

FAD CSI-16 Self-Affirmation  Outlook on Life Total

CY-BOCS .06 -.08 -.09 .05 -.05
Mean 25.89 49.04 17.03 8.64 25.67

SD 8.62 21.76 5.72 3.27 7.68
Range 12 - 48 0-81 6—28 3-15 9-141

Note. * p <.05, ** p <.01, *** p <.001; CY-BOCS = Children’s Yale-Brown Obsessive Compulsive Scale total score (n = 71);
FAD-12 = Family Assessment Device — 12 Item Version total score (n = 63); CSI-16 = Couples Satisfaction Index — 16 total score
(n =57); PAoC = Positive Aspects of Caregiving (n = 64).
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Table 5

Means, Standard Deviations, and Ranges for Study Variables

CY-BOCS Total SDS-P SDS-C FAS Total DASS Anx DASS Dep CBCL Int CBCL Ext

Mean 28.01 21.79 18.19 12.41 5.84 10.45 26.50 13.13
SD 5.86 6.58 7.57 23.60 6.09 9.75 12.00 9.58
Range 9-38 0-30 0-30 0-48 0-28 0-42 0-58 0-46

Note. CY-BOCS = Children’s Yale-Brown Obsessive Compulsive Scale total score (n = 71); SDS-P/C = Sheehan Disability Scale —
Parent/Child Report total score (n = 62/64); FAS = Family Accommodation Scale for Obsessive-Compulsive Disorder total score (n =
70); DASS = Depression Anxiety Stress Scale — Short Version (Anx = Anxiety/Dep = Depression; subscales n = 62-64); CBCL =
Child Behavior Checklist (Int = Internalizing/Ext = Externalizing subscales; n = 64).



Table 6
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Hierarchical Multiple Regression Analyses for Predicting Caregiver QoL and Burden beyond OCD Symptom Severity

Predictor B SE(B) B R? AR? F for AR?

Predicting Caregiver QoL
Step 1

Constant 3.24 0.60

CY-BOCS Total 0.00 0.02 -0.03 0.00
Step 2

Constant 3.84 0.55

CY-BOCS Total -0.01 0.02 -0.03

CBCL Internalizing 0.01 0.01 0.07

CBCL Externalizing -0.03 0.02 -0.25

DASS Anxiety 0.04 0.03 0.27

DASS Depression -0.06 0.02 -0.58*** 0.28 0.28 5.34**
Predicting Caregiver Burden
Step 1

Constant 30.23 10.68

CY-BOCS Total 0.45 0.37 0.16 0.03
Step 2

Constant 13.78 9.33

CY-BOCS Total 0.59 0.32 0.21

CBCL Internalizing -0.21 0.21 -0.14

CBCL Externalizing 0.71 0.23 0.41**

DASS Anxiety 0.23 0.42 0.08

DASS Depression 0.67 0.25 0.40** 0.39 0.36 7.91%**

Note. ** p < .01, *** p <.001; CY-BOCS = Children’s Yale-Brown Obsessive Compulsive Scale; DASS = Depression Anxiety Stress

Scale — Short Version; CBCL = Child Behavior Checklist.
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