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ABSTRACT
ELAINA J. DALOMBA

THE EFFECTS OF SENSORY PROCESSING AND BEHAVIOR OF YOUNG
CHILDREN ON PARENT PARTICIPATION: A CORRELATION STUDY

AUGUST 2015

The World Health Organization (WHO) defines participation as central to health.
Occupational therapy views participation as both the means and end to health (AOTA,
2013). Family members are interdependent and their abilities to participate affect one
another (Sameroff & Fiese, 2000). Therapists assess each family member’s ability to
participate when they intervene in a child’s life (AOTA, 2008).

Children with various developmental delays demonstrate sensory abnormalities
and maladaptive behaviors that cause parental stress (Baker, Blacher, Crnic & Edelbrock
, 2002; Schaaf et al., 2011; Tomcheck & Dunn, 2007). Occupational therapy holds that
maladaptive behaviors result from sensory processing abnormalities (Ayres, 1971; Dunn,
1997). Some literature supports these theories (Ashburner, Ziviana & Rodger, 2008;
Lane, Baker & Angley, 2010). Other literature finds no relationship between sensory
abnormalities and behavior (Hoehn, & Baumeister, 1994; Rogers and Ozonoff, 2005).

This dissertation explored the effects of abnormal sensory processing and
maladaptive behaviors of young children with disabilities on their parent’s ability to
participate. It further explored the relationship between abnormal sensory processing and

maladaptive behavior. These relationships were explored through correlation and
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regression analyses with three tools: the Life Participation For Parents (LPP), The Infant
Toddler Sensory Profile (ITSP), and the Child Behavior Checklist 1.5-5 (CBCL) on
parent reports on 43 children.

Correlations between LPP and ITSP constructs showed no significant
relationships. Correlations between LPP and CBCL 1.5-5 constructs revealed weak
inverse relationships between Anxious/Depressed, Sleep Problems, Aggressive Behaviors
and parent participation. Correlations between ITSP and CBCL 1.5-5 constructs showed
weak inverse relationships between Low Registration and Anxious/Depressed Behavior
and moderate inverse relationships between Low Registration and Withdrawn, Attention
Problems, and Aggressive Behavior. Sensation Seeking showed weak inverse
relationships with Emotionally Reactive, and a moderate inverse relationship with
Attention Problems. Sensory Sensitivity had weak inverse relationships with Sleep and
Avoiding, and moderate inverse relationships with Emotionally Reactive,
Anxious/Depressed, Somatic, and Aggressive Behavior. Sensation Avoiding showed
moderate inverse relationships with Emotionally Reactive, Anxious/Depressed, Somatic
and Withdrawn between LPP and CBCL 1.5-5 constructs. Predictive relationships
between Low Registration and Sensory Sensitivity characteristics and Internalizing
Behaviors only were found.

Maladaptive behaviors were weakly related to lower parent participation however
there was no predictive nature to these relationships in this sample of children.

Relationships between behavior and sensory processing constructs are stronger and some
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predictive relationships were found. This supports theories that suggest that behavior is

related to sensory processing experiences.
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CHAPTER 1
INTRODUCTION

The Occupational Therapy Practice Framework (OTPF), which guides
occupational therapy practice, states that participation in occupations is both the means to
and measure of health for all individuals (AOTA, 2014). Occupational therapists
facilitate engagement in occupations to help individuals regain and sustain their health.
Active participation promotes adaptation to the environment, whereas passive or imposed
participation does not (King, 1978; Schkade & Schultz, 1992). Participation is also a
fundamental construct in the World Health Organization’s revised International
Classification of Functioning and Disability (WHO, 2001). When an individual’s
abilities to participate do not meet the demands of their environment and contexts the ICF
describes this as a disability (WHO, 2001). Participation therefore is central to
understanding and intervening in an individual’s health and wellbeing.

Occupational therapists work with many children with special needs. Typically,
pediatric occupational therapists work with and view children within the context of their
families. Family-centered practice (FCP) is fundamental to occupational therapy with
children (AOTA, 2004). Family members are interdependent and each member’s
characteristics, temperament and actions affect the quality of the interactions and
ultimately the quality of development for the child (Sameroff & Fiese, 2000). Individual
participation within the interdependent unit of the family can be disrupted as a result of

the behavior of one of the family members, therefore, the assessment of all family
1



members’ abilities to participate is an important component in the successful treatment of
the child.

Occupational therapists treat an increasing number of young children with sensory
processing abnormalities that are secondary to various developmental delays (DD)
(Schaaf & Miller, 2005; Tomcheck & Dunn, 2007). The majority of research on sensory
processing abnormalities focuses on children with autism spectrum disorders (ASDs),
very little of which includes children younger than four years of age (Ben-Sasson, Hen,
Fluss, Cermak, & Engel-Yeger, 2009; Rogers, Hepburn & Wehner, 2003). Although
sensory processing abnormalities are not unique to children with ASDs, recent literature
shows children with ASDs have more sensory processing difficulties than those with
general developmental delays and those who are typically developing (Baranek, David,
Poe & Watson, 2006; Rogers et al., 2003). Parents of children with ASDs identify
increased levels of stress and disruption to family life and participation in routines as a
result of these sensory abnormalities (DeGrace, 2004, Schaaf, Toth-Cohen, Johnson,
Outten & Benevides, 2011). Furthermore, the abnormal sensory behaviors of these
children are often the reason for referrals to occupational therapy (Watling, Deitz, Kanny
& McLaughlin, 1999).

Young children with developmental delays also tend to exhibit more behavioral
problems than their typically developing peers (Baker, Blacher, Crnic & Edelbrock ,
2002). This is associated with increased parental stress in DD (Hastings, 2002;

Lecavalier, Leone & Wiltz, 2006). Behavior problems are noted to create more family



disruption than the DD itself (Baker et al., 2003) and can make it difficult for therapists to
provide interventions (Lane, Young, Baker & Angley, 2010).

Some literature suggests that behavior problems in children with DD might be
driven by sensory abnormalities, particularly the behaviors seen in ASD such as sensory
seeking behaviors, avoidance and a hypo-responsive presentation (Ashburner, Ziviana &
Rodger, 2008; Lane, Baker & Angley, 2010; O’Donnell, Kartin, Nalty & Dawson, 2012;
Tseng, Fu, Cermak, Lu & Shieh, 2011). These findings are supported by Dunn’s (1997)
Model of Sensory Processing that describes a continuum of neurological thresholds for
recognizing and responding to sensory inputs, and one’s ability to regulate the two. Dunn
describes how children who demonstrate sensory avoiding behaviors have low
neurological thresholds and resist changes to avoid confrontation with novel input from
the environment. Alternately, children with high thresholds will seek out more of an
input before the brain can recognize it and make use of it for generating a response.
Dunn’s (1997) model might explain how sensory processing abnormalities produce
behaviors that are disruptive to families of children with DDs. However, there are very
few studies examining potential links between sensory processing and maladaptive
behaviors. This is particularly true for very young children.

The three purposes of this study were: 1. to identify whether of not there is a
pattern of sensory-processing that may contribute to decreased parental participation in
occupations, 2. to determine if there is a relationship between maladaptive behaviors
(such as aggression, withdrawal, somatization, emotional over/under-reactivity etc.) and

parent participation, and 3. to identify relationships between sensory processing patterns
3



and maladaptive behaviors in children who have been referred to occupational therapy for

developmental delays, sensory processing concerns, or behavioral issues.



CHAPTER 11
LITERATURE REVIEW
Participation

Participation in meaningful activities has been central to occupational therapy
since its inception (Meyer, 1922, Reilly, 1962). The current Occupational Therapy
Practice Framework 3™ Edition (OTPF, AOTA, 2014, p.S1) describes occupational
therapy as, “the therapeutic use of everyday life activities (occupations) with individuals
or groups for the purpose of enhancing or enabling participation in roles, habits, and
routines in home, school, workplace, community, and other settings.” Occupational
therapists work with people of all ages in a variety of settings using engagement in
occupations as their interventions to promote wellness. Participation implies more than
random activity, but one for which that person is motivated (Florey, 1969) and self-
initiates (Yerxa, 1966), one that has an end product (either tangible or intangible), and is
satisfactory to self and others (Schkade & Schultz, 1992). Participation in occupations
reflects cultural values (Crepeau, Cohn, & Schell, 2003). Participation gives meaning to
life (Hinojosa & Kramer, 1997). Active engagement promotes adaptation to the
environment, whereas passive or imposed participation does not elicit adaptive responses
(King, 1978; Schkade & Schultz, 1992). This is true for individuals of all ages including
young children. Young children’s daily routines may include co-occupations (Zemke &
Clark, 1996) with parents and caregivers due to their age and abilities.

The World Health Organization (WHO) has changed its paradigm of health from

a focus on disability and disease to one of wellness and participation (WHO, 2002). The
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WHO'’s International Classification of Functioning, Disability and Health, or ICF,
provides a standard language and framework for the description of health for healthcare
professionals (WHO, 2002). The ICF views disability as the result of the interactive
process that occurs when a person’s abilities are not matched to their environment or
context (WHO, 2002). Moreover, the ICF holds that diagnosis alone is not an indicator
of function or ability to participate, but recognizes that one’s context can contribute
substantially to decreased participation in life activities and subsequent disability.
Environmental features can both negatively and positively impact an individual’s
functional capacity and ability to participate in life activities (health). Modification to
these features has potential to increase their participation and health. Life activities as
defined by ICF include: personal maintenance, mobility, exchange of information, social
relationships, home life and assistance to others, education, work and employment,
economic life, and community, social and civic life. The World Health Organization also
holds that the healthy development of children is basic to overall societal health and that
children’s ability to function within their environment is essential to such development
(WHO, 2006).

The Occupational Therapy Practice Framework is a “summary of interrelated
constructs that describe occupational therapy practice” (OTPF, AOTA, 2014, p.s1). The
OTPF states that health and wellbeing are maintained when “clients are able to engage in
occupations and activities that allow desired or needed participation in home, school,
workplace, and community life,” (OTPF, AOTA, 2014, p.629). Occupational therapists

assess and intervene in areas similar to the ICF including: areas of occupation, client
6



factors, performance skills, performance patterns, context and environment, and activity
demands (OTPF, AJOT, 2014). Occupational therapists often act as agents of the
environment and may choose to alter the features of an individual’s environment to
enhance self-directed participation (Schultz & Schkade, 1992). Both the OTPF and The
International Classification of Functioning, Disability and Health (ICDF) are frameworks
that guide practice, dialogue, and research for occupational therapists. Both encourage a
holistic view of the person. ICF encourages assessment of body functions, structures,
impairments, and activities and activity impairments, participation and environmental
factors to determine the “gap between capacity and performance” (WHO, 2002, p.12).
Occupational therapists assess the complex features of an individual and their various
contexts (cultural, physical, social, temporal, and visual) that enable or detract from
engagement. The end goal of both is to enhance individual participation in daily
occupations. Therefore, the definition of health for all individuals is the ability to
successfully participate in occupations within one’s particular context and environments.
Family Centered Practice
The History of Family-Centered Practice (FCP)

Family-centered Practice (FCP) has steadily gained acceptance in healthcare since
its development over 70 years ago. In 1959, Carl Rogers proposed a model of client-
centered treatment that includes viewing clients of all ages as people of worth who are
capable of self-direction (Wexler, 1974). In particular, he posited that children have two
basic needs: positive regard from other people and self-worth, both of which develop in

relationship with the parent (Rogers, 1951). The model describes the mutual influence of
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treatment/intervention, family dynamics, function and participation in social life (Wexler,
1974). From Rogers’ work, a general movement toward parent advocacy for children
evolved. Inthe 1960’s the Association for the Care of Children’s Health adopted core
features of Roger’s model by stressing the importance of family to a child’s wellbeing
(Rosenbaum, King, Law, King & Evans, 1998). In his Ecological Theory,
Bronfenbrenner (1979) adds the dimensions of seeing a child as a member of a family, an
extended family, and a community, all of which exert influence over one another. He
emphasizes that the parent-child dyad is of primary importance in normal development
(Bronfenbrenner, 1979). This trend was formalized when the United States Senate
passed the Education for All Handicapped Children Act Amendments of 1986, which
legalized the family role as advocate and equal participant in their child’s healthcare team
(Lawlor & Mattingly, 1998).
Modern Family-Centered Practice
FCP has gained significant support in children’s health with several models

developing during the 1980°s and 1990°s. MacKean, Thurston, & Scott’s 2005 review of
FCP models reports six concepts which are common to models of family centered
practice. These six concepts include:

1) The family is the constant feature and the primary source of strength and support

in a child’s life and must be recognized as such.
2) Family uniqueness and diversity should be acknowledged and respected

3) Parents should be recognized as the experts on the child and the family unit.



4) Intervention should be based on family strengths, not on the identification of
family weaknesses.

5) Family-centered treatment should be truly collaborative between clinicians and
parents.

6) Family-centered treatment should provide family-to-family support, and
networking, to meet the emotional and financial needs of families.

FCP was first described in Early Childhood Intervention (ECI) as a philosophy as
well as a model of intervention for children aged birth to three. In the model the
family is central to the ECI process and interventions are based on and enhance
family strengths (Rosenbaum, King, Law, King & Evans, 1998; Trivette & Dunst,
2005). There is an emphasis on parent training, empowerment and collaboration with
medical professionals (Law, Darrah, Pollock, King, Rosenbaum, Russell, & Watt, J.
1998; Wayman, Forte & Ashland, 2003). There is also recognition that the
characteristics, temperament and actions of both the child and caregiver affect the
quality of the transaction and ultimately the quality of development (Sameroff &
Fiese, 2000). Recent literature confirms that the family context exerts the most
powerful influence on the development of children (Dunst, Trivette, Humphries, Raab
& Roper, 2001; Hinojosa, Sproat, Mankhetwit, & Ansderson, 2002; OSEP, 2008;
Rosenbaum, King, Law & King, 1998). Dunst et al. (2002) add that the primary role
of clinicians is to help parents improve the quality and quantity of a child’s
development-enhancing experiences. FCP has been shown to enhance: child

outcomes (Dunst, 2002; Morris & Taylor, 1998); parent satisfaction (Law et al., 2003;
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O’Neil, Palisano, & Westcott, 2001; Van Schie, Siebes, Ketelaar, & Vermeer, 2004),

and parent participation (Dunst, Boyd, Trivette, & Hamby, 2002) all of which are

goals of occupational therapy.

IDEA, Part C (Early Childhood Intervention) and FCP
In 1986 the Individuals with Disabilities Education Act (IDEA) Part C (Pub.
L.108-446, 20 U.S.C. 1400 et seq.) established a state administered program to serve
children from birth to their third birthday diagnosed with developmental delays, physical
or mental conditions, and a high probability of future developmental delays. IDEA
supports a family-centered therapy approach and requires that the family be the focus of
intervention rather than the child with the disability (idea.ed.gov). By 1993, the
Department of Early Childhood recommended using a family-centered model in all ECI
practice (Odem & McLean, 1993; Vincent & Beckett, 1993). The Individualized Family
Service Plan (IFSP), which drives interventions in ECI demonstrates the family-centered
nature of the IDEA and the Department of Early Childhood recommendations. The IFSP
is defined as “family-directed assessment of the resources, priorities, and concerns of the
family and the identification of the supports and services necessary to enhance the
family’s capacity to meet the developmental needs of the infant or toddler” (IDEA, Sec.
636[a][2]). Furthermore, the Individuals with Disabilities Education Improvement Act of
2004 (Pub L. 108—446) mandated the involvement of parents and caregivers to the
greatest extent possible.
Additional work towards family centered interventions in ECI was done by the

Office of Special Education Programs, the administrative component of the U.S.
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Department of Education’s programs for all children with disabilities. In 2008, the
Office of Special Education Programs (OSEP) convened a working group of subject
matter experts to create a family-centered doctrine for ECI. This workgroup formalized
federal endorsement of family-centered intervention in ECI when it set forth its Key
Principles:

1) Infants and toddlers learn best through every day experiences and interactions
with familiar people in familiar contexts.

2) All families, with the necessary supports and resources, can enhance their
children’s learning and development.

3) The primary role of the service provider in early intervention is to work with and
support the family members and caregivers in a child’s life.

4) The early intervention process, from initial contacts through transition, must be
dynamic and individualized to reflect the child’s and family members’
preferences, learning styles and cultural beliefs.

5) IFSP outcomes must be functional and based on children’s and families’ needs
and priorities.

6) The family’s priorities needs and interests are addressed most appropriately by a
primary provider who represents and receives team and community support.

7) Interventions with young children and family members must be based on explicit
principles, validated practices, best available research and relevant laws and

regulations (OSEP, 2008).
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Clinical Practice and FCP

In spite of the apparent support for FCP in the allied health fields and the federal
government, confusion remains as to how to define and implement FCP in practice, and
to further insure that therapists are using FCP in treatment. Parents involved with ECI
report a gap between the services they receive and those services that they need to be
successful with their child (Summers et al., 2007; Turnbull, Summers, Turnbull et al.,
2007). Research from the The National Early Childhood Technical Assistance Center’s
(2004) research on the provision of ECI services notes that there has been an overall
increase in child-based services on Individual Family Service Plans (IFSP) and a decrease
in family-based services, in spite of governmental direction to do otherwise. Therapists
are working more collaboratively with parents to support family choice in treatment, but
spend less time helping them access supports and services available to them (Turnbull,
Summers, Turnbull et al., 2007). OSEP’s 2011 revision of ECI policy requires programs
to insure parents: know their rights; are able to communicate their child’s needs; and, are
able to help their child develop and learn (OSEP, 2011). The policy does not make ECI
programs or providers responsible for family services, or the families’ ability to access
them (Epley, Summers & Turnbull, 2010). Epley et al. (2010) conclude their review
noting that the family must be central to ECI interventions and that family-based
interventions are needed for the effective care of children with disabilities as described in

the Key Principles of OSEP.
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FCP in Occupational Therapy With Young Children

Occupational therapists evaluate and treat young children birth to three years old
with disabilities in the context of their families and caregivers. The purpose of therapy is
to “enhance the family’s capacity to care for the child’s health and development within
daily routines and natural environments,” (AOTA, 2011, p. 5). Family-centered
occupational therapy reflects the profession’s belief in the mutual impact children with
disabilities and their parents have on one another’s ability to participate in daily
occupations (Jaffe, Humphrey, & Case-Smith, 2010). Furthermore, the American
Occupational Therapy Association describes family-centered interventions that support
and strengthen family and child wellbeing as one of its research priorities (AOTA, 2014).

There is little research however that demonstrates the usage and effectiveness of
FCP in occupational therapy. Fingerhut et al.’s (2013) recent qualitative study on
therapists’ perception of their use of FCP reveals that most understand its principles, but
have difficulty operationalizing the concepts in most practice areas outside of home
health (interventions that occur in the client’s home). Home health (primarily ECI
settings) is noted to be more conducive to the use of family centered principles possibly
due to the federal guidelines (Fingerhut et al., 2013). In her 2003 article, DeGrace asserts
that while the OT profession claims to be family-centered it remains unable to describe
how it is “(a) addressing the occupations of the family unit, (b) measuring change within
the family unit, and (c) helping the family unit to meaningfully participate in everyday
life.” (p.347). She continues to describe how occupational therapy’s ability to address

family occupations can promote and restore health to all its members and can contribute
13



to a healthier society (DeGrace, 2004). Further research in FCP is needed to help
validate its efficacy in occupational therapy intervention and ultimately enhance the
profession’s understanding of and implementation of its elements. The identification of
child-based issues that correlate with decreased parent participation can help focus these
efforts.
Parenting a Child with Special Needs

Evidence shows that raising a child with special needs can be more demanding
and stressful than raising a child who is typically developing (Baker, et al., 2002; Baker
et al., 2003; Hastings, 2002; Tomanik, Harris & Hawkins, 2004; Spratt, Saylor & Macias,
2007). Specifically, parents report higher levels of stress and depression, and lower
levels of general wellbeing than those raising typically developing children (Benson,
2006; Hastings & Brown, 2002; Montes & Halterman, 2008). Children with special needs
often require more attention, time and care as a result of delays in the development of
skills than typically developing children (Breslau, Staruch, & Mortimer, 1982; Roberts &
Lawton, 2001). Children with special needs may require more parent attention and
assistance in multiple areas of life including the completion of self-care activities, social
participation, and education (Schaaf, et al, 2011). There is evidence that the more
attention the child with a developmental delay requires, the more stress the parent feels
(Leonard, Johnson & Brust, 1993). Moreover, parents often feel a lack of competence in
raising a child with special needs compounding their stress (Frey, Greenberg, & Fewell,

1989; Krauss, 1993).
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The effects of the stress that comes with parenting a child with special needs
appear to be widespread. The pervasive demands of caregiving for a child with special
needs can lead to role confusion (McGuire, Crowe, Law & Van Leit, 2004) and role loss,
which contributes to financial strain (Lewis, Kagan & Heaton, 2000; Montes &
Halterman, 2008). Parents are noted to have decreased participation in self-care and
leisure (McGuire, Crowe, Law, & VanLeit, 2004). The stress can even result in
decreased physical health and quality of life (Allik, Larsson, & Smedje, 2006). Emerson
(2003) adds that parents of children with developmental disabilities have impaired
physical functioning and exhaustion that results in lack of attention to their own needs.
Neglecting one’s own occupational needs is associated with feelings of isolation, stress,
and dissatisfaction with life when parenting a child with special needs (Duarte, Bordin,
Yazigi, & Mooney, 2005). Parents raising a child with special needs are at risk for
decreased or altered abilities to participate in desired or needed occupations, from self-
care to career choices.

Parenting a Child With Autism Spectrum Disorder (ASD)

Raising a child with ASD presents some unique challenges and there is an
increase in research into this population. Parents raising a child with Autism Spectrum
Disorder (ASD) report higher levels of stress than parents of typically developing
children and those with other developmental disabilities (Fombonne, Simmons, Ford,
Meltzer & Goodman, 2001). This includes children with Down Syndrome, Fragile X,
and Cerebral Palsy (Abbeduto, 2004; Blacher & Mclntyre, 2006; Eisenhow, Baker, &

Blacher, 2005; Kaseri & Signman, 1997). Families of children with ASD have more
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difficulty maintaining routines and participation, in and outside of the home (Larson,
2006; Schaaf et al., 2011). Parents with a child with ASD spend 50% more time
providing for the needs of their child than those of typically developing children (Tunali
& Power, 2002). This extra time does not appear to be spent in social, cultural or leisure
pursuits because families with a child with ASD tend to spend significantly less time in
these activities than those with typically developing children or those with Down
Syndrome (Sanders & Morgan, 1997). Parents of children with ASDs often change work
patterns and curb participation in activities as a result of the child’s unusual sensory and
behavioral needs. They can have difficulty obtaining appropriate childcare and resort to
shifting their life and work schedules so that one parent is with the child at all times
(Montes and Halterman, 2008). Studies show that behavior problems are more severe in
ASDs than in other DDs (Eisenhower, Baker & Blacher, 2005; Herring et al., 2006).
Behavioral problems in ASDs also tend to be broader than in DDs and can encompass
self-injury, non-compliance, aggression, and destructive and stereotypical behaviors
(Baghdadli, Pascal, Grisli & Aussiloux, 2003; McClintock, Hall & Oliver, 2003)
Several recent qualitative studies from occupational therapy help to illustrate the
lived experiences of parents raising a child with ASD. In 2004, DeGrace used in depth
interviews to explore the significance five families gave to their ability to participate in
daily occupations while raising a child with ASD. Questions focused on family structure,
the meaning that daily activities have to them, and the identification of moments when
they felt like a family. Using a phenomenological approach the author discovered four

themes. The first is that ASD is viewed as a distinct entity to the family around which
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their lives revolve. They describe the demands of ASD as incessant and extremely
stressful. ASD often dictates where, when, and how they can complete occupations in and
outside of the home. The families feel robbed of experiences typical families share and
were reluctant to plan or dream about the future. They describe a need to “occupy and
pacify” (DeGrace, 2004, p.547) the child with ASD to manage his or her sensory
responses or behaviors. These families had difficulty identifying moments that felt
authentically family-like and described grieving for a family life they would not have.

Larson’s 2006 study of nine mothers raising boys with ASD finds that there is
comfort and predictability in making and trying to adhere to routines in family life. If
daily activities remain the same every time, then the children are better able to participate
willingly and the task can be completed. This rigid adherence provides a sense of
security to that child, but also blocks spontaneous activity by the rest of the family. The
mothers add that when a task becomes too challenging or something goes wrong within
it, then the rigid routine around the activity becomes a source of frustration requiring
even more adult supervision and assistance. Mothers describe altering their own and
other children’s schedules to maintain the routine of the child with ASD. They forego
their own participation in desired activities to avoid potential triggers to the child’s
behavior or unhappiness. When this happens the mothers describe a disruption to the
entire emotional state of the family.

In 2010, Kuhanek, Burroughs, Wright, Lemanczyk & Darragh also used a
phenomenological approach to explore common experiences and coping strategies of

mothers raising a child with ASD. They inquired about stressors and effective and
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ineffective strategies for dealing with these. Some themes that emerged for positive
coping were: maintenance of personal time in the midst of an intense and full daily
schedule; the ability to plan ahead to meet the demands of the whole family and, in
particular, for the child with ASD’s sensory and behavioral needs; the ability to share the
workload with a spouse so that personal time and planning can happen; and to be aware
of the resources, laws and services that are available to them. Parents find that being
aware of the services that are available to them gave them a significant feeling of
empowerment (Kuanhek et al., 2010).
Parenting a Child with Special Needs and Maladaptive Behaviors

Parental feelings of elevated stress, decreased satisfaction with daily life and
ability to participate in one’s own occupations seem exacerbated when the child has a DD
and behavioral problems (Baker et al., 2003; McGuire, Crowe, Law, &Van Leit, 2004;
Neece, Green & Baker, 2012). In fact, some literature suggests that the behavior
associated with a developmental delay is more difficult for parents to manage than the
delay itself (Baker et al., 2002; Walker, Van Slyke, & Newbrough, 1992). Also, there is a
cyclical nature to this in family systems: child negative behavior results in increased
parental stress, stress leads to less involved parenting, less involved parenting provokes
more child negative behavior (Baker et al., 2003; Lecavalier, Leone, & Wiltz, 2006). The
bi-directionality of child behavior problems and parenting stress continues to gain
support in the literature (Neece, 2014; Neece, Green & Baker, 2012; Osborn & Reed,
2009). Hastings and Brown (2002) continue to describe evidence from their study that

shows self-efficacy, or feeling that one can successfully parent their child, is a major
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component of understanding a child’s behavior problems and parental mental health.
Maladaptive behaviors noted in the literature include both internalizing and externalizing
behaviors that are clinically significant compared to typically developing children (Baker
et al., 2003; Eisenhower, Baker & Blacher, 2005; Lecavalier, Leone & Wiltz, 2006).
Internalizing and externalizing behaviors are constructs with origins in the field of
psychology (Achenbach, 1979). Externalizing behaviors are those behaviors that are
directed outward towards the external environment and consist of disruptive, hyperactive,
and aggressive behaviors (Hinshaw, 1987). Internalizing behaviors are those directed
towards the child’s internal or psychological self and manifest themselves in withdrawn,
anxious, inhibited, and depressive behaviors (Campbel, Shaw & Gilliom, 2002).
Children with DD demonstrate both internalizing and externalizing behaviors that are
significantly higher than those of typically developing children (Baker, Blacher, Crnic &
Edelbrock, 2002; Emerson & Einfeld, 2012; Tonge & Einfield, 2003).
Maladaptive Behaviors in ASD

Although maladaptive behaviors are not unique to ASD much of the recent
literature focuses on these children’s behaviors. The DSM V (APA, 2013) diagnosis of
ASD requires an individual to display symptoms in two areas: 1) persistent deficits in
social interaction skills (i.e. difficulty understanding verbal and non-verbal
communication, inappropriate responses to social situations, poor eye contact, and
difficulty adjusting behavior to fit different contexts); and, 2) repetitive and restricted
behaviors (RRBs) and interests (such as insistence on sameness and routine with extreme

distress reactions to even small changes, fixation on unusual objects, motor stereotypies
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such as hand flapping or self-injury, and atypical responses to sensory input). RRBs are
defined by their inappropriate and generally inflexible nature and often include hand-
flapping, self-injury and lining up of toys or items in a precise manner (Boyd, McBee,
Holtzclaw, Baranek, & Bodfish, 2009).
Parenting a Child With Special Needs and Sensory Processing Abnormalities

The presence of sensory processing abnormalities in children with disabilities can
also affect family life. Sensory processing is commonly understood to mean the process
by which the brain receives and makes use of all forms (tactile, auditory, visual, taste
etc.) of sensations to generate adaptive behaviors in response to the environment (Miller
& Lane, 2000). Much of the research on this topic occurs in ASD due to the high rate of
sensory processing abnormalities seen in this group of children (Ben-Sasson, Hen, Fluss,
Cermak, & Engel-Yeger, 2009; Rogers, Hepburn & Wehner, 2003). Between 45% and
96% of children with ASDs present with sensory difficulties (Ben-Sasson et al., 2009;
Lane, Young, Baker & Angley, 2010). Sensory difficulties are so pervasive that the
American Psychological Association (2013) now includes hypo- or hyper-reactivity to
sensory input as a distinguishing feature of ASDs because of the common manifestation
in the ASD population, as noted in Subsection B of diagnosis 299.00 (APA, 2013).
Estimates of the rate of sensory processing abnormalities in children with various
disabilities vary between 40-88% (Ahn, Miller, Milberger, & Mclntosh, 2004; Kientz &
Dunn, 1997; Talay-Ongan & Wood, 2000).

Research on abnormal sensory processing is limited and has not clarified any

specific sensory presentations that are unique to specific diagnoses (Baranek et al., 2006;
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Rogers & Ozonoff, 2005). Several studies show that children often present with co-
morbid sensory under-responsivity and over-responsivity, one of the most identified
confounders of research in this area (Baranek, 2002; Baranek et al., 2006; Ben-Sasson et
al, 2009; Greenspan & Wieder, 1998). It remains unclear as to whether sensory
abnormalities evoke specific behavioral issues, such as repetitive and restrictive
behaviors and this warrants further exploration (Baker, Lane, Angley & Young, 2007;
Miller, Coll & Schoen, 2007; Rogers et al., 2003).

Schaaf, Toth-Cohen, Johnson, Outten & Benevides (2011) looked specifically at
sensory-related behaviors in four children with ASD and their effect on family routines.
They used a semi-structured interview process to inquire about family routines,
occupations in which they participate inside and outside of the home, family roles, and
the child’s sensory processing difficulties. They also used the Sensory Processing
Measure (SPM, Parham et al. 2007), and a Home Form, a parent report form, to identify
the parent’s view of quality and intensity of the child’s sensory processing abilities. All
of the children in the study demonstrated sensory processing dysfunction on some level
in all areas of the SPM. Themes that emerged from the qualitative interviews were: the
need to maintain flexibility in their schedule so the child’s sensory responses can be
managed and the family can continue to participate in desired activities (particularly
outside of the home); the need to stay mostly in familiar environments due to the
unpredictability of the child’s responses to the features of a novel environment; difficulty
completing family activities due to the child with ASD’s unique needs (such as food

preferences or the inability to sit for prolonged periods of time); sibling difficulties (such
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as an inability to spend quality time with other children because sibling’s needs come
second) due to the intensity of needs of the child with ASD; and the need to be vigilant at
all times about how the environment is affecting the child with ASD’s ability to self-
regulate sensory experiences. They summarize their study noting that sensory-related
behaviors have a significant and far-reaching impact on all family routines and
occupations, and the ability to participate in them. The constant need to plan, modify
plans, and maintain a high level of vigilance alters the family experience in a way that
families without a child with ASD would typically have to.

Bagby, Dickie and Baranek (2012) used a grounded theory approach to research
the lived experiences parents of children with and without ASD and sensory processing
issues. They used open-ended questions and specific prompts. Results showed that the
sensory experiences affected both what families chose to do and not to do, including
avoiding or approaching places and situations that might be challenging for the child with
sensory issues. Furthermore, families with a child with ASD identified a significantly
greater need for planning and a willingness to change those plans quickly should the child
be unable to tolerate the sensory stimulation in an environment. Some families felt that
their child’s sensory experiences lead them to have unique feelings of togetherness.
Others reported that sensory experiences lead them to participate in different activities
thereby preventing a feeling of family cohesion. Parents of children with ASD reported
difficulty making a cognitive connection with their child and feelings of incompetence

due to this lack of connection and shared experiences.
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Researchers suggest that more rigorous studies on sensory abnormalities are
warranted (Ben-Sasson et al., 2009; Rogers & Ozonoft, 2005; Schaaf, Toth-Cohen,
Johnson, Outten & Benevides, 2011). A primary recommendation is for research with
children who have homogenous sensory presentations (Ben-Sasson et al., 2009; Dawson
& Watling, 2000; Schaaf, Hunt & Benevides, 2012; Schaaf & Miller, 2005). Since
sensory processing difficulties of children with disabilities have a significant effect on the
participation of their parents, the identification of sensory processing patterns that trend
with decreased participation could facilitate such research studies.

What is the Relationship Between Maladaptive Behaviors and Abnormal Sensory
Processing?

Maladaptive behaviors have been attributed to sensory processing problems in
occupational therapy literature for many years (Ayres, 1972; Ayres, 1979; Baker, Lane,
Angley & Young, 2008; Baranak, 1999; Dunn, Myles & Orr, 2002). Theories of sensory
processing and integration propose that the adequate and efficient processing of inputs
from the environment results in adaptive behavior (Ayres, 1972; Dunn, 1997; Johnson-
Ecker & Parham, 2000). Conversely, the theories suggest that dysfunctional sensory
processing evokes maladaptive behaviors that are viewed as attempts to regulate
environmental input (Baranek, Foster & Berkson, 1997; Dunn, 1997). Dunn’s 1997
model of sensory processing and its instruments are commonly used in occupational
therapy assessment and research (Ashburner, Ziviani & Rodger, 2008; Schaaf et al.,

2013; Wiggins et al., 2009). The model creates a classification system of specific

23



response patterns of individuals with sensory processing abnormalities. These are based
on neurological and behavioral thresholds and include:

1.) Low Registration describes the child who has difficulty registering stimuli from the
environment due to high neurological thresholds and therefore presents as disinterested in
what is happening around him or her. These children may be perceived as withdrawn,
difficult to engage, or self-absorbed. Dunn notes that these children engage in RRBs
“presumably to increase the stimuli so they can "fully experience" the activities” (Dunn,
1997, p. 31).

2.) Sensation Seeking describes the child with high neurological thresholds that is trying
to counteract this by seeking more sensory experiences. He or she may present with
excessive movement, noise-making, touching or mouthing behaviors. They may be
perceived as extremely active, risk-taking, and impulsive (Dunn,1997).

3.) Sensory Sensitivity represents the child who cannot screen out stimuli due to low
neurological threshold therefore, can present as distracted and hyperactive. They can be
perceived as fearful, resistant to activity or even defiant. These children often cannot
participate in traditional learning activities due to their sensitivities (Dunn, 1997).

4.) Sensation Avoiding represents a child with low neurological thresholds that tries to
counteract his by avoiding environmental input. He or she may present as insistent on
routine or rituals to help avoid unexpected input and may withdraw or resist activities.
The model is based on neurophysiological concepts, but Dunn (1997) notes that it must
be tested. It is evident in this model that behaviors are viewed as outward expressions of

underlying sensory processing issues.
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Research on the Relationship Between Sensory Processing Abnormalities and
Maladaptive Behaviors
There has been a growing interest in research into the relationship between

sensory processing and behavior in the past two decades. The suggestions of
occupational therapy’s sensory-processing theories seem to be borne out in some
intervention studies that show a decrease in maladaptive and an increase in adaptive
behaviors following sensory-based interventions (Ayres & Tickle, 1980; Case-Smith &
Bryan, 1999; Linderman & Stewart, 1999; Mulligan, 2003). However, others show no
decrease in maladaptive behaviors following sensory-based interventions (Hoehn, &
Baumeister, 1994). RRBs have been strongly associated with sensory symptoms
(Rogers, Hepburn & Wehner, 2003; Wiggins, Robins, Bakerman & Adamson, 2009). A
hyper-responsive sensory presentation (over-reacting to sensory stimulation from the
environment) showed significant association with repetitive behaviors in children with
both ASD and DD (Baranek et al., 1999: Boyd, et al., 2010). Hyper-responsivity has
been shown to trend with avoidance in self-care (Jasmine et al., 2009), with motor
stereotypies (Baranek et al., 1997: Gal et al., 2009) and with anxiety (Pfieffer, Kinnealey,
Reed & Hertzburg, 2005). Sensory hypo-responsivity has been associated with poor
attention to task (Ashburner, Ziviani & Rodger, 2008). Some studies show that young
children with ASD display significantly more hypo-responsive (under-reacting to
environmental stimuli) than DD or typical children and therefore are more sensory-
seeking (Ben- Sasson et al., 2008; Rogers, Hepburn, & Wehner, 2003; Watling, Dietz, &

White, 2001). However, in their 2005 systematic review of 75 empirical and concept
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papers on ASD, Rogers and Ozonoff (2005) conclude that there is no solid evidence that
the theories of under-arousal/over-arousal, habituation and neurological thresholds and
unusual behaviors in ASD are attempts to regulate abnormal sensory responses.
Recommendations they make for future studies of sensory concerns include the use of
narrower participant age groups and the use of at least two sensory modalities so that a
fuller picture of sensory abnormalities and their impact on children emerges.

In 2012, the American Academy of Pediatrics’ (AAP) published a statement on
sensory integration theory and the treatment of children with DD and behavioral
disorders. It cautions that there is little conclusive evidence that sensory processing
issues exist apart from other developmental and behavioral disorders. The AAP states
that clinicians must complete more methodologically rigorous outcomes studies that
include: consistent outcome measures, participant groups with more homogenous sensory
symptom presentations, and family factors that impact treatment (AAP, 2012).
Nonetheless, the literature indicates that there is a high incidence of children with DDs
with sensory processing abnormalities, that these co-occur with maladaptive behaviors in
many cases, and prevent full participation in the occupations of many children and their
families. It is evident that further research is needed to determine if there are
relationships between the various facets of behavior (internalizing/externalizing) and
sensory processing (hyper/hypo-responsivity) areas.

What Mitigates Stress in Parents Raising a Child With Special Needs?

There are many factors that appear to mitigate stress for those parenting children

with developmental delays. Professional intervention in naturalistic settings, such as
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ECI, can help parents to better understand the child’s disability and learn about resources
available to them, which can decrease stress (Koegel, Bimbela & Schreibman, 1996) and
depression (Bristol, Gallagher, & Holt, 1993). Social supports outside of the family also
decrease stress for parents (Park, Turnbull & Rutherford, 2002). Society members who
show understanding of the child’s disability helps mitigate stress (Gupta, 2007). Having
healthy and active coping strategies are some of the more universal methods of mediating
stress and is particularly true of families raising a disabled child (Grant & Whittell, 2000;
Jones & Passey, 2005). Reframing the disability or delay can enhance parental coping.
Parents who are able to see the positive aspects and results of raising a child with a
disability seem to cope better with the elevated stress of their lives (Hastings et al., 2005;
Twoy, Connelly & Novak, 2007). Therefore, the identification of which child factors
interfere with parent participation and how they do so become critical parts of the
occupational therapy evaluation and intervention process.
Significance and Questions

Occupational therapy posits that health is measurable, maintained and re-
established through participation in occupations. When therapists intervene with young
children, they do so in the context of the family system, per the Occupational Therapy
Practice Framework, which guides occupational therapy practice (AOTA, 2014).
Families are interdependent and the behaviors and needs of one member affect all family
members (Jaffe, Humphrey, & Case-Smith, 2010). Raising a child with a DD often
results in increased stress and decreased participation in many life occupations of parents

and caregivers (Baker et al., 2003; McGuire, Crowe, Law, &Van Leit, 2004). Since
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young children are dependent on their parents for most of their needs and access to
development-enhancing opportunities parental health is a primary focus when intervening
with this age group. Therapists can identify which issues are constricting or preventing
parent participation in order to effectively intervene. Qualitative literature shows that
both behavioral problems and abnormal sensory processing cause significant stress and
create barriers to participation for parents (DeGrace, 2004; Schaaf, Toth-Cohen, Johnson,
Outten & Benevides, 2011). It remains unclear which behaviors and sensory processing
abnormalities are more disruptive to parental participation. The relationship between
sensory processing abnormalities and maladaptive behaviors has only recently been
addressed (Rogers, Hepburn & Wehner, 2003).

This study sought to add to the growing body of literature on the effects of
sensory processing abnormalities and maladaptive behaviors on parent participation in
their chosen occupations. It did so by comparing three instruments designed to measure
the constructs of parent participation, sensory processing in young children, and behavior
in young children. It seeks to address the following questions:

* Do levels of sensory processing as measured by the Infant Toddler Sensory
Profile (ITSP, Dunn & Daniels, 2002) correlate with parent participation as
measured by Life Participation of Parents (LPP, Fingerhut, 2005)?

* Do levels of maladaptive behavior, as measured by the Child Behavior Checklist
(CBCL, Achenbach & Rescorla, 2000), correlate with levels of parent

participation as measured by the LPP (Fingerhut, 2005)?
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* Does the pattern of sensory presentations as measured by the ITSP correlate with

maladaptive behaviors as measured by CBCL (Achenbach & Rescorla, 2000)?
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CHAPTER 111
METHODOLOGY
Methods

The purpose of this research was to explore relationships that may exist between
three entities: first between abnormal sensory processing in young children and their
parents’ participation; next, between maladaptive behaviors in young children and their
parents’ participation; and, finally between the relationship between abnormal sensory
processing and maladaptive behaviors in young children. The study met specifications set
forth by Texas Woman’s University (TWU) Institutional Review Board (IRB) through an
Institutional Authorization Agreement with the University of Texas Medical Branch.

Participants

The participants for this study were parents and caregivers with a child age three
years and younger who receives ECI or outpatient pediatric occupational therapy for
developmental delays, ASDs, identified or suspected sensory processing abnormalities, or
behavioral issues. Exclusion criteria included parents of children with an identified co-
morbid genetic disorder such as Fragile X, children with cerebral palsy, parents of
children without suspected or identified sensory processing abnormalities, families
outside the state of Texas, parents who do not speak either English or Spanish.

Instruments

The Life Participation of Parents-LPP (Fingerhut, 2005) is a 23-item parent

questionnaire designed to measure parent ability to participate in life occupations while

raising a child with special needs. The purpose of the tool is to help clinicians: determine
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a need for further evaluation; identify specific need areas; develop specific interventions;
and, measure progress after intervention has occurred (efficacy). It is based on the
Occupational Adaptation frame of reference that uses personal efficacy and satisfaction
as primary indicators of quality of life (Schkade & Schultz, 1992; Schultz & Schkade,
1992). The LPP uses a 5-point, Likert scale with a range of answers strongly agree,
agree, both agree and disagree, disagree, and strongly disagree. At the end of each
question there is space available for optional comments or open-ended answers. The LPP
showed good internal consistency (0=.90) and test-retest reliability (r=.89) in recent
analysis (Fingerhut, 2013).

The Infant Toddler Sensory Profile (Dunn & Daniels, 2002) for children seven to
36 months of age, is a 48-item parent/caregiver questionnaire designed to measure
sensory processing abilities as seen in daily life experiences. Parents rate the frequency
of their child’s behaviors on a 5-point, Likert scale that ranges from almost always,
frequently, occasionally, seldom, to almost never. The frequency of behaviors is
calculated for sections including: Auditory, Visual, Vestibular, Tactile, and Oral Sensory.
Scores are then grouped into four quadrant scores of Low Registration, Sensation
Seeking, Sensory Sensitivity, and Sensation Avoiding. Scores are interpreted according
to age norms and placed into the following categories: definitely different, less than
others (> 2 SD); probably different, less than others (1 SD to 2 SD); typical performance
(x1 SD); probably different, more than others and (—1 SD to -2 SD); and, definitely
different, more than others (< -2 SD). Internal reliability for the Infant Toddler Sensory

Profile ranged from 0.42 to 0.86 (Dunn 2002). Test-retest reliability for the Infant
31



Toddler Sensory Profile ranged from 0.74 for quadrant score to 0.86 for sensory
processing section scores (Dunn 2002).

The Child Behavior Checklist for Ages 1.5-5 (Achenbach & Rescorla, 2000) is a
99-item parent questionnaire that provides descriptors of behavioral, emotional, and
social problems with which preschool children may present. Respondents, who are
typically parents or caregivers, rate each descriptor on the frequency noted in their child
on a three-point scale between: 0, not true; 1, somewhat or sometimes true; and 2, very
true or often true. The CBCL/1.5-5 yields t-scores for seven syndrome scales that
include: Emotionally Reactive; Anxious/ Depressed; Somatic Complaints; Withdrawn;
Attention Problems; Aggressive Behavior; and Sleep Problems. The syndrome scales can
be combined to create Internalizing Behavior Scores (Emotionally Reactive,
Anxious/Depressed, Somatic Complaints, and Withdrawn scores combined), and
Externalizing Behavior Scores (Attention problems and Aggressive Behavior scores
combined). Items are scored according to Diagnostic and Statistical Manual V scales in
the categories: Affective Problems, Anxiety Problems, Autism Spectrum Problems,
Attention Deficit/Hyperactivity Problems, and Oppositional Defiant Problems. These
data were not used in this study. CBCL 1.5-5 yields scores in the “borderline” range,
which indicates concern about the behavior, but not at clinical levels. There are blank
spaces for parents/caregivers to add information, ask questions, describe what concerns
them most, and note what they like about the child. These data were not used in this

study. The CBCL/1.5-5 shows reliability between 80°s-.90’s for all scales. The
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CBCL/1.5-5 reports construct validity as between .56 to .77, when correlated with the
Richman Behavior checklist.
Procedures
Institutional Review Board approval was obtained prior to initiating this research.

Occupational therapists and clinic directors who work in ECI and outpatient pediatrics
were approached to help identify and recruit parents who meet the inclusion criteria. A
total of 15 therapists were educated on the purpose of the project and how to instruct and
direct parents/caregivers to complete the forms as per the administrative procedures for
each tool. Pre-coded packets were delivered to treating occupational therapists
containing the following:

* Consent to participate

e The LPP (Fingerhut, 2005)

* The Infant Toddler Sensory Profile (Dunn & Daniels, 2002)

e Child Behavior Checklist (Achenbach & Rescorla, 2001)

* Return envelope for participant and local therapist to seal completed forms
Local occupational therapists or the primary investigator issued the coded
protocols and packets to parents recruited to participate and who had read and signed an

informed consent form. Therapists or PI instructed parents on how to complete the
forms, excluding any personally identifiable information. Demographic information
sections of the ITSP and the CBCL 1.5-5 were blacked out to protect participant
confidentiality and avoid repetitive data collection. Therapists were asked to complete a

brief demographic sheet that accompanies the LPP to provide the researcher with the date
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the questionnaire was completed, the relationship of the person completing the form to
the child, the child’s age and gender, the caregiver’s age, treatment diagnosis (if known),
the primary language spoken in the home, and the ethnic background of the person
completing the form. Parents completed all three questionnaires and returned all forms in
the envelope provided to the therapist. The three questionnaires took approximately sixty
to seventy-five minutes to complete. Parents who required more time were asked to
complete the forms in a second therapy session. The therapists returned the envelope to
the researcher when completed. The questionnaires were scored and the data entered into
IBM® Statistics® 23 (SPSS) on a password-protected computer. No personally
identifiable information was included on the coded protocols that were returned to the
researcher. The analysis was made on coded data only.
Analysis

Frequency data were tabulated on participants including gender, age of caregiver
and child, role of person completing the questionnaires, diagnosis, ethnic background,
ITSP, CBCL, and LPP. Demographic data are reported. Normal curve histograms and
Quantile-Quantile (Q-Q) plots were created to identify any obvious relationships or
trends in the data, to insure that the requirements of linearity were met, and to check for
data entry errors and outliers. Four participants were removed because of large sections
of data missing from their questionnaires. A power analysis based on the different
sections of the ITSP revealed that an n of 57-83 would be needed to obtain statistical
power at the recommended .80 level. However, given the highly specific inclusion

criteria of this study and difficulties recruiting parents of special needs children, an n of
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30-40 participant families was established as the goal. Data analysis was completed on a

total of 43 participants.
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CHAPTER IV
RESULTS
Frequency Data

A sample of Forty-three parent/grandparents and fifteen occupational therapists
participated in the study. Participants came from south Texas ECI centers and private,
outpatient clinics. The majority of respondents were the children’s mothers (39, 86%),
followed by their fathers (3, 9.3%), and custodial grandparents (2, 4.7%). Parents were
predominately under 30 years of age (21, 48.8%) or 30-50 (20, 46.6%) years of age
(46.5%). The grandparent participants (2, 4.7%) were over 50 years of age. The mean
age of the children was 29.5 months, with a range of 18 to 36 months at the time of
questionnaire completion. Ethnic distribution is shown in Table 1.
Table 1

Ethnic Distribution of Participant Families

Frequency/
Ethnicity Percentage
White 19 (44.2%)
Hispanic 12 (27.9%)
Combination 9 (20.9%)
Asian 1(2.3%)
Black 1(2.3%)
Other 1(2.3%)
Total 43 (100%)
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Diagnoses were distributed as shown in Table 2:
Table 2

Diagnoses of Children Reported On

Diagnosis Frequency/
Percentage
Autism Spectrum Disorder (ASD) 17(39.5%)
Developmental Delay (DD) 16 (37.2%)
Sensory Processing Disorder (SPD) 5(11.6%)
Developmental Coordination Disorder 1,2.3%
DD/Deaf 2 (4.7%)
DD/SPD 2 (4.7%)
Total 43 (100%)

Of particular interest is that six of the 17 children diagnosed with ASD were sets of
twins. Participating therapists confirmed a specific diagnosis was on file, however,
independent confirmation of diagnosis was not obtained for this study.

The data were coded and grouped into descriptive categories. If there is no
impairment in participation the total LPP score is 110 (five points for each of the 22
items). In consultation with the LPP creator the researcher coded the scores. Scores
from 100-110 were described as unimpaired, scores of 80-99 were described as mildly
impaired, scores of 60-79 as moderately impaired, and below 60 as significantly
impaired. Scores on the LPP ranged from 43 to 99, with 44.2% reported mild
impairment, 32.6% reported moderate impairment, and 23.3% reported severe
impairment in participation. The average score was 70.37. There were no significant

differences in the means of the various diagnostic categories for LPP scores.
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Data were coded for the ITSP in keeping with the descriptive categories used by
its developer. A code of zero indicated typical performance, a code of one indicated a
difference from typical performance in the “less than others” category, and a code of two
indicated difference in performance in the “more than others” category. Frequencies of
scores for ITSP constructs are shown in tables three through six for the Quadrant
Summary Scores of Low Registration, Sensation Seeking, Sensory Sensitivity, and
Sensory Avoiding.
Table 3 shows frequencies of Low Registration scores on the ITSP.
Table 3

Low Registration Scores of Children as Reported by Parents

Code Frequency Percentage
0 5 11.6%
1 1 2.3%
2 37 86.1%
Total 43 100%

Table 4 shows frequencies of Sensation Seeking scores on the ITSP.
Table 4

Sensation Seeking Scores of Children as Reported by Parents

Code Frequency Percentage
0 24 55.8%
1 5 11.6%
2 14 32.6%
Total 43 100%
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Table 5 shows frequencies of Sensory Sensitivity scores on the ITSP.
Table 5

Sensory Sensitivity Scores of Children as Reported by Parents

Code Frequency Percentage
0 14 32.6%
1 1 2.3%
2 28 65.1%
Total 43 100%

Table 6 shows the frequencies of Sensation Avoiding scores on the ITSP.
Table 6

Sensation Avoiding Scores of Children as Reported by Parents

Code Frequency Percentage
0 10 23.3%
1 1 2.3%
2 32 74.4%
Total 43 100%

Low Registration differences in performance were reported by 88% of respondents. This
made it the most frequently reported difference in sensory processing. All but one of
those reporting clinical differences fell into the “more than others” category.

CBCL 1.5-5 scores were coded in accordance with the categories of its scoring
model, which are based on severity of symptoms reported. A code of zero indicated no
clinical concerns about the behavior, a code of one indicated borderline (approaching
levels of) clinical concern about the behavior, and a code of two indicated clinical

concerns about the behavior. These frequencies of scores on the CBCL 1.5-5 Syndrome
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Scales of Emotionally reactive, Anxious/Depressed, Somatic Complaints, Sleep
Problems, Attention problems, and Aggressive Behavior are listed in Tables 7 to 12
below.

Table 7 shows frequencies of Emotionally Reactive Behavior scores on CBCL1.5-5.
Table 7

Frequency of Reports of Emotionally Reactive Behaviors in Children

Code Frequency Percentage
0 22 51.2%
1 11 25.6%
2 10 23.3%
Total 43 100%

Table 8 shows frequencies of Anxious/Depressed Behavior scores on CBCL 1.5-5.
Table 8

Frequency of Reports of Anxious/Depressed Behaviors in Children

Code Frequency Percentage
0 35 84.1%
1 5 11.6%
2 3 7.0%
Total 43 100%

Table 9 shows frequencies of Somatic Complaints scores on CBCL 1.5-5.
Table 9

Frequency of Reports of Somatic Complaints in Children

Code Frequency Percentage
0 34 79.1%
1 5 11.6%
2 4 9.3%
Total 43 100%
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Table 10 shows frequencies of Withdrawn Behavior scores on CBCL 1.5-5.
Table 10

Frequency of Reports of Withdrawn Behavior in Children

Code Frequency Percentage
0 18 41.9%
1 4 9.3%
2 21 48.8%
Total 43 100%

Table 11 shows frequencies of Sleep Problems scores on CBCL 1.5-5.
Table 11

Frequency of Reports of Sleep Problems in Children

Code Frequency Percentage
0 35 81.4%
1 2 4.2%
2 6 14.0%
Total 43 100%

Table 12 shows frequencies of Attention Problems scores on CBCL 1.5-5.
Table 12

Frequency of Reports of Attention Problems in Children

Code Frequency Percentage
0 14 32.6%
1 5 11.6%
2 24 55.8%
Total 43 100%
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Table 13 shows frequencies of Aggressive Behaviors scores on CBCL 1.5-5.
Table 13

Frequency of Reports Aggressive Behavior in Children

Code Frequency Percentage
0 29 67.4%
1 3 7.0%
2 11 25.6%
Total 43 100%

Attention problems and withdrawn behavior were the most frequently reported behavior
problems and most often reported at levels that suggest need for clinical intervention for
these behaviors
Diagnostic Comparison Between Children With ASD and Other Diagnoses

A preliminary review of the data suggested children with a diagnosis of ASD had
significantly different responses on the CBCL 1.5-5and the ITSP. Therefore the data
were grouped for the children with ASD and children with a diagnosis other than ASD.
ITSP data revealed that 16 out of 17 children with ASD scored in the Definite Difference
“more than others” area of Low Registration, and 14 of the 17 scored in the Definite
Difference “more than others” category of Semsation Avoiding. There were no other
significant differences in ITSP scores between the children with ASD and those with a
different diagnosis. On the CBCL 1.5-5 children with ASD scored significantly higher
on the Withdrawn Behavior scale with a mean score of 8.5. A score of 8.5 is identified
by the CBCL 1.5-5 as indicative of behavior, which might require clinical intervention.

The children with other diagnoses had a mean score of 4.8 on the Withdrawn Behavior
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scale, which is in the normal range. On the Attention Problems scale children with ASD
had a mean score of 7, which is in the clinical range. Children with non-ASD diagnoses
had a mean score of 5.4, which is in the normal range. Means on the remaining scales
(Emotionally Reactive, Anxious/Depressed, Somatic Complaints, and Sleep Problems)
were within one point on each other and all fell in the normal range for all diagnostic
groups.

Correlation Analyses: Parent Participation, Sensory Processing and Maladaptive

Behavior
To address the research questions of potential relationships between parent
participation and child abnormal sensory processing and maladaptive behavior,
correlation analyses were run on the data. Pearson Product Moment (») Correlation is a
commonly used measure to show relationships between constructs (Kielhofner, 2006).
Pearsons 7 can be used when the variables are normally distributed and measured on
interval scales (Kielhofner, 2006). The LPP, ITSP, and CBCL 1.5-5 meet these criteria.
Additionally, correlation strength is measured on a scale of -1 to +1. Correlations that
range from 0-0.4 are described as “weak”, those ranging from 0.4-0.8 are considered
“moderate”, and those > 0.8 are considered strong (Field, 2009). Three separate Pearsons
r correlations were performed to compare:
* Total scores of LPP and raw quadrant scores of the ITSP constructs (Low

Registration, Sensation Seeking, Sensory Sensitivity, and Sensation Avoiding);
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* Total scores of LPP and raw syndrome scale scores of the CBCL 1.5-5 constructs
(Emotionally Reactive, Anxious/Depressed, Somatic Complaints, Withdrawn
Behavior, Sleep Problems, Attention Problems, and Aggressive Behavior).
* Raw quadrant scores of ITSP constructs (Low Registration, Sensation Seeking,
Sensory Sensitivity, and Sensation Avoiding) and raw syndrome scores of the
CBCL 1.5-5 constructs (Emotionally Reactive, Anxious/Depressed, Somatic
Complaints, and Withdrawn Behavior, Sleep Problems, Attention Problems, and
Aggressive Behavior).
Pearson r Correlation Analyses-LPP and ITSP

The null hypotheses postulated that there were no relationships between parent
participation and sensory processing constructs (4 total). Correlations between the LPP
and ITSP showed no significant relationships (null hypotheses are retained) between the
constructs of parent participation and Low Registration, Sensation Seeking, Sensory
Sensitivity or Sensation Avoiding.
Pearson r Correlation Analyses —-LPP and CBCL 1.5-5

For the correlation between parent participation and CBCL 1.5-5 constructs the
null hypotheses postulated that there were no relationships between behavior and parent
participation constructs (7 total). Correlation analysis between the constructs of
Anxious/Depressed Behavior and parent participation was R = .388, p < .05. This is a
weak, negative relationship. Correlation analysis between the constructs of Sleep
Behaviors and parent participation were R = -.339, p < .05, which is a weak, negative

relationship. Correlation analysis between the constructs of Aggressive Behavior and
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parent Participation were R = -.359, p < .05, which is a weak, negative relationship. The
null hypotheses for these areas were rejected. The null hypotheses that there were no
relationships between Emotionally Reactive, Somatic Complaints, Withdrawn Behavior,
and Attention Problems were retained.
Pearson Correlation r Analyses ITSP and CBCL 1.5-5

Null hypotheses for the correlation between the sensory and behavior constructs
were that there were no relationships between the ITSP constructs of Low Registration,
Sensation Seeking, Sensory Sensitivity, and Sensation Avoiding and the CBCL 1.5-5
constructs of Emotionally Reactive, Anxious/Depressed, Somatic Complaints,
Withdrawn Behavior, Sleep Problems, Attention Problems, and Aggressive Behavior (28
total). For ease of viewing, the correlations were grouped between the following areas:

* TSP quadrants and Internalizing Behavior constructs of Emotionally Reactive,
Anxious/Depressed, Somatic Complaints, and Withdrawn as shown in Tables 14
and 15 below,

* ITSP quadrants and Externalizing Behavior constructs of Attention Problems and
Aggressive Behavior as shown in Tables 16 and 17 below, and,

* ITSP quadrants and Sleep Behavior as shown in Table 18 below.
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Table 14

Correlations Between ITSP Low Registration and CBCL 1.5-5 Internalizing Behaviors

Emotionally Anxious/  Somatic Withdrawn
Reactive Depressed Complaints
Low
Registration -.291 -.328%* -301* - 769%*
Pearson r .059 .032 .049 .000
Sig (2-tailed) 43 43 43 43
N
Seeking
Pearson r -301* -.112 =217 -.291
Sig (2-tailed) .050 475 162 .058
N 43 43 43 43

Note: *Correlation is significant at the 0.05 level (2-tailed); **Correlation is significant at
the .01level (2-tailed)

Table 15

Correlations Between ITSP Sensory Sensitivity and Sensation avoiding and CBCL 1.5-5
Internalizing Constructs

Emotionally Anxious/ Somatic Withdrawn
Reactive Depressed Complaints
Sensitivity
Pearson r - 752%* -.656%* -.642%* -.268
Sig (2-tailed) .000 .000 .000 .082
N 43 43 43 43-.
Avoiding
Pearson r - 724%* -.629%* -.596%* -476%*
Sig (2-tailed) .000 .000 .002 .002
N 43 43 43 43

Note: *Correlation is significant at the 0.05 level (2-tailed); **Correlation is significant at
the .01 level (2-tailed)

46



Table 16

Correlations Between ITSP Low registration and Sensation Seeking and CBCL 1.5-5
Externalizing Behavior

Attention Problems Aggressive
Behavior
Low Registration .
Pearson r - 501%* A413%*
Sig (2-tailed) .001 .006
N 43 43
Seeking
Pearson r -518%* -.285
Sig (2-tailed) .000 .064
N 43 43

Note: *Correlation is significant at the 0.05 level (2-tailed); **Correlation is significant at
the .01level (2-tailed)

Table 17

Correlations Between ITSP Sensitivity and Avoiding and CBCL 1.5-5 Externalizing
behaviors

Attention Problems  Aggressive

Behavior
Sensitivity
Pearson r -.263 -.583%*
Sig (2-tailed) .088 .000
N 43 43
Avoiding
Pearson r - 455%* -.563%*
Sig (2-tailed) .002 .000
N 43 43

Note: *Correlation is significant at the 0.05 level (2-tailed); **Correlation is significant at
the .01level (2-tailed)
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Table 18

Correlations Between ITSP Quadrants and CBCL 1.5-5 Sleep Problems

Sleep Problems
Low Registration
Pearson r -213
Sig (2-tailed) 170
N 43
Seeking
Pearson r -.224
Sig (2-tailed) 148
N 43
Sensitivity
Pearson r -.328*
Sig (2-tailed) 011
N 43
Avoiding
Pearson r -.353%
Sig (2-tailed) .020
N 43

Note: *Correlation is significant at the 0.05 level (2-tailed); **Correlation is significant
at the .0llevel (2-tailed)
Multiple Regression Analyses

Multiple regression analysis was then used to determine predictability of the
effect of the independent variables of the behavior constructs of internalizing versus
externalizing on parent participation. Field (2009) states that regression analysis allows
for the prediction of outcomes “based on values of predictive variables” (p.198). Use of
multiple regression analyses requires that certain assumptions be satisfied. The first two
assumptions are that the dependent variable and independent variables (more than one) be

measured on continuous scales. The LPP, ITSP, and CBCL 1.5-5 meet these
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assumptions. Researchers must check for violation of the no multi-collinearity
assumption, or that variables are not too closely related to one another (Field, 2009).
Pearson r correlation coefficients, the tolerance level, and variable inflation factor (VIF)
levels between the predictive variables (Field, 2009) were reviewed to validate this
assumption. To determine the statistical significance and relative importance of each
independent variable in the regression analysis the unstandardized and standardized beta
coefficients were examined. Data from this study revealed no correlation between parent
participation (LPP) and the ITSP constructs of Low Registration, Sensation Seeking,
Sensory Sensitivity, and Sensation Avoiding, therefore regression analysis between these
constructs was not appropriate since the assumptions were not met.
Regression Analysis Between the Constructs of LPP and CBCL 1.5-5

The postulated null hypotheses for regression analyses were that there are no
predictive relationships between parent participation and Internalizing Behaviors
(Emotionally Reactive, Anxious/Depressed, Somatic Complaints, and Withdrawn
Behaviors.) and no predictive relationships between parent participation and
Externalizing Behaviors (Attention Problems and Aggressive Behavior). The results of
regression analysis between CBCL 1.5-5 Internalizing Behavior constructs of
Emotionally Reactive, Anxious/Depressed, and Somatic Complaints are listed in Table

19 below.
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Table 19

Multiple Regression Analysis for Variables Predicting Parent Participation

b SEb B t Significance

Constant 83.993 6.602 12.722  .000
Emotionally 1.202 1.075 313 1.118 271
Reactive

-2.555 1.481 -.480 -1.724 093
Anxious/Depressed

-.113 1.081 -.022 -.105 917
Somatic
Complaints 1.058 765 252 1.383 175
Withdrawn -434 831 -.103 -.522 .605
Sleep problems -1.103 1.226 -.179 -.900 374
Attention Problems -.383 380 -.239 -1.008 320
Aggressive
Behavior

R*=.117, F (2,40) = 15.872, p =>.05. (N=43).

The data show no significant predictive relationships between behavior constructs and
parent participation. The null hypotheses for predictive qualities between behavior
constructs and parent participation are retained.

Regression analysis between the constructs of ITSP and CBCL 1.5-5.

The postulated null hypotheses for regression analysis were that there were no
predictive relationships between ITSP constructs of Low Registration, Sensation
Seeking, Sensory Sensitivity, and Sensation Avoiding and CBCL 1.5-5 constructs of
internalizing behaviors (Emotionally Reactive, Anxious/Depressed, Somatic

Complaints, and Withdrawn Behaviors). The results of the regression analysis between
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the ITSP Quadrant Scores of Low Registration, Sensation Seeking, Sensory Sensitivity,
and Sensation Avoiding with CBCL 1.5-5 constructs of Internalizing Behaviors are
listed in Table 20.

Table 20

Multiple Regression Analysis for variables predicting Internalizing Behaviors (N=43)

b SEb B t Significance
Constant 57.840 5.273 10.968 .000
Low
Registration -.358 131 =301 -2.742 .009
Sensation 116 119 102 975 336
Seeking
Sensory -.445 196 -401  -2.270 .029
Sensitivity
Sensation -.346 202 -329  -1.175 .095
Avoiding -

R*=.676, F (4,38) = 6.337, p =>.05

These data show that there is a predictive relationship between Low Registration
characteristics and Internalizing Behaviors. They further show a predictive relationship
between Sensory Sensitivity characteristics and Internalizing Behaviors because their p-
values are less .05. The null hypotheses for predictive relationships between Low
Registration and Sensory Sensitivity and Internalizing Behaviors are rejected. The null
hypotheses for predictive relationships between Sensation Avoiding and Sensation

Seeking and Internalizing Behaviors are retained.
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The final set of postulated null hypotheses for regression analysis were that there
were no predictive relationships between ITSP constructs of Low Registration, Sensation
Seeking, Sensory Sensitivity, and Sensation Avoiding and CBCL 1.5-5 constructs of
Externalizing Behavior (Attention Problems and Aggressive Behaviors). The results of
the regression analysis between the ITSP Quadrant Scores of Low Registration, Sensation
Seeking, Sensory Sensitivity, and Sensation Avoiding with CBCL 1.5-5 constructs of
Externalizing Behaviors are listed in Table 21.

Table 21

Multiple Regression Analysis for Variables Predicting Externalizing Behaviors (N=43)

b SEb B T Significance

Constant 59.952 8.010 7.485 .000
Low Registration =279 198 =212 -.990 329
Sensation Seeking  -.179 181 -.141 -1.039 305
Sensory Sensitivity

-.309 297 -252 -.738 465
Sensation Avoiding

-.226 306 -.194 -1.408  .167

R’=.390, F (4,38) = 6.072, p>.05
The analysis shows that Low Registration, Sensation Seeking, Sensory Sensitivity, and
Sensation Avoiding did not significantly predict Externalizing Behaviors. The null

hypotheses for ITSP constructs and Externalizing Behaviors are retained.
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CHAPTER V
DISCUSSION

Participation in occupations is central to health (OTPF, 2013; WHO, 2002) yet
there is limited research into the effects of young children’s maladaptive behavior and
abnormal sensory processing on their parent’s participation. The OTPF (2013) states,
and ECI federal legislation IDEA-Part C (Pub. L.108-446, 20 U.S.C. 1400 et seq.)
mandates that family and caregivers’ participation be central to any treatment of the child
(OSEP, 2008). This study sought to explore factors that might be related to parental
participation while raising a young child with special needs. This study looked at
relationships between parent participation and abnormal sensory processing; parental
participation and maladaptive behaviors; and between maladaptive behaviors and
abnormal sensory processing in young children. These relationships were explored
through Pearson 7 correlation and multiple regression analyses. Pearson R correlations
are used to establish that a relationship exists (Field, 2009). Regression analysis can then
be used to determine if there is a predictive nature of that relationship (Field, 2009).
Forty-three parents and grandparents completed three standardized, parent questionnaires
identifying their abilities to participate in various life occupations (LPP, Fingerhut, 2005),
their child’s sensory processing skills (ITSP, Dunn & Daniels, 2002), and their child’s
behaviors (CBCL 1.5-5, Achenbach & Rescorla, 2000) that provided data to explore
these relationships.

The first research question was: Do levels of sensory processing as measured by

the ITSP (Dunn & Daniels) correlate with parent participation as measured by Life
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Participation of Parents (Fingerhut)? This question was answered negatively with Pearson
r Correlation tests that showed no significant relationships between the ITSP constructs
of Low Registration, Sensation Seeking, Sensory Sensitivity, and Sensation Avoiding.
Since there were no direct relationships regression analyses could not be completed
between these constructs. Although no significant relationships were found, these results
adds preliminary data to understanding parent participation while raising a child with
special needs, a topic which, to date, is limited to qualitative information. .

The second research question was: Do levels of maladaptive behavior, as
measured by the CBCL 1.5-5 (Achenbach & Rescorla), correlate with levels of parent
participation as measured by the LPP (Fingerhut, 2005)? This question was answered
affirmatively with Pearson » Correlation tests that showed weak, inverse relationships
between Anxious/Depressed Behavior, Sleep Behavior, and Aggressive Behaviors and
parent participation. Regression analyses however revealed no significant predictive
nature to the relationships between these constructs. This supports the literature that
shows parents experience increased levels of stress and anxiety when they had difficulty
engaging in personal or family activities due to their child’s aggressive and unpredictable
behaviors (Montes & Halterman, 2008). Furthermore, the literature indicates life
disruption around unanticipated events evokes sensory defensiveness in children, which
contributes to family stress and anxiety as found in this study (DeGrace, 2004; Schaaf, et
al., 2011)

The third research question was: Does the pattern of sensory presentations as

measured by the ITSP (Dunn & Daniels, 2002) correlate with maladaptive behaviors as
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measured by CBCL (Achenbach & Rescorla, 2000)? This was answered affirmatively
with Pearson » Correlation tests that showed moderate negative relationships between the
ITSP constructs of Sensory Sensitivity and Sensation Avoiding and the CBCL 1.5-5
(Achenbach & Rescorla) combined construct of Internalizing Behaviors (Emotionally
Reactive, Anxious/Depressed, Somatic Complaints, and Withdrawn scores combined).
This supports the research and models of Baker, Lane, Angley & Young (2008), Ben-
Sasson et al. (2008), and Dunn (1997). However Sensory Sensitivity and Sensation
Avoidance also correlated with the Externalizing Behavior of aggression in this study,
which is supported in other literature such as Ben-Sasson, Carter and Briggs-Gowan
(2009) and Tseng, Fu, Cermak, Lu, & Shieh, (2011). Many parents in this study
described their children as having Definite Differences “more than others” in multiple
areas of the ITSP such as displaying characteristics of both extreme Sensation Seeking
and extreme Sensation Avoiding. This supports the literature related to the complex
nature of sensory processing in children with ASD (Kientz & Dunn, 1997; Rogers,
Hepburn, S., & Wehner, 2003; Watling, Dietz & White, 2001). Regression analysis
further revealed a predictive nature between the constructs of Low Registration and
Sensory Sensitivity constructs on the ITSP and Internalizing Behaviors on the CBCL 1.5-
5. This adds evidence to the theory that maladaptive behaviors are correlated with and
may result from sensory processing experiences (Ayres, 1972; Ayres, 1979; Baker, Lane,
Angley & Young, 2008; Baranak, 1999; Dunn, Myles & Orr, 2002).

In addition, frequency data from this study added depth to the existing

information in each area and supported the literature. CBCL 1.5-5 (Achenbach &
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Rescorla) revealed an overwhelming majority of children with clinically significant

b 1Y

Withdrawal Behavior. Behaviors in this scale include “acts too young”, “avoids eye
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contact”, “refuses active games”, and “unresponsive to affection,” among others. Parents
described Internalizing Behaviors such as these as producing the most stress and as the
source of parent-child problems in studies by Eisenhower, Baker and Blacher (2005) and
Davis and Carter (2008) respectively. This could explain why Withdrawal was so
extensively identified in this study of participation. Withdrawal was the most commonly
described behavior problem in young children with ASD in a study by Hartley, Sikora &
McCoy (2008) and with DD (Baker, Blacher, Crnic & Edelbrock, 2002), which is
supported by the results of the current study.
Children With ASD versus Non-ASD Diagnoses

The children with ASD in this study had a high presentation of Low Registration
(or hypo-arousal). All the children with ASD (17/17) in this study scored in the Definite
Difference “more than others” area of Low Registration. Moreover, nearly all of those
(15/17) scored in the Definite Difference “more than others” category of Sensation
Avoiding. No child with ASD had a completely, or even mostly, “typical” sensory
response profile (at least two of four quadrant scores in clinically significant levels of
either “Probable Difference” or “Definite Difference”). All of these findings support the
work of others that found predominantly hypo-aroused presentations and clinically
significant scores in many sensory areas simultaneously in children with ASD (Baranek,
et al., 2006; Ben-Sasson et al., 2009, Rogers, Hepburn & Wehner, 2003; Rogers &

Ozonoff, 2005; Tomchek & Dunn, 2007).
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Many children with DD, SPD, or combinations not including ASD in this study
also showed significant sensory processing differences. Moreover, they scored very
similarly to the children with ASD in the areas of Low Registration and Sensation
Avoiding. This adds to the limited sensory data on children with general developmental
delays (Boyd, et al., 2010), but contrasts findings of others (Baranek et al., 2006;
Tomcheck & Dunn, 2007).

The behaviors of children with a diagnosis of ASD were similar to non-ASD
diagnosed children. There were no significant differences (within one to two points) on
the constructs of Emotional Reactive, Anxious/Depressed, Somatic Complaints, Sleep,
Attention, and Aggression. The category means showed sub-clinical (not suggestive of a
need for clinical intervention) levels overall. However, the children with ASD had a 77%
higher mean level of Withdrawal compared to those without ASD. These results support
the research of numerous others (Achenbach & Rescorla, 2002; Ashburner, Ziviano &
Rodger, 2008; Baker, Lane, Angley & Young, 2008; Hartley, Sikora & McCoy, 2008;
Tomanik, Harris & Hawkins, 2004) and provide further support for the first criterion in
DSM-V’s diagnostic category 299.0 of Autism Spectrum Disorder, which are deficits in
social interaction (APA, 2013). It is worth noting that that 37% of participants in this
study of children less than 36 months of age already have a medical diagnosis of ASD

whereas the nationwide average age of diagnosis is four years old (CDC.org).
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Limitations

The primary limitation of this study is its lack of power. The recruitment of
parents of young children proved difficult for myriad reasons including the parent’s busy
schedules, difficulty keeping the child occupied while they completed the forms, not
having enough time due to household and childcare demands, and other reasons related to
life with small children. Recruitment and participation was also dependent on a
commitment from the treating therapist. Therapists’ time limitations were often a factor
in how thoroughly they could process the questionnaires with parents. The majority of
parents required more than one hour to complete the forms and needed clarification on
both ITSP (Dunn & Daniels, 2002) and CBCL 1.5-5 (Achenbach & Rescorla, 2000)
items, which could explain why some neglected to complete them fully. The addition of
more participants could lead to stronger correlations and perhaps predictive relationships
between the constructs of behavior and sensory processing and parent participation.

The time at which the study procedures were introduced was another possible
limitation. Many of the children had been in treatment for sensory and behavioral issues
for several weeks to several months. Those completing the forms at the beginning of this
process, prior to any intervention, may have scored their child’s performance differently
than those who have been in treatment for some time. Only “time since diagnosis” was
recorded on the demographic sheet, therefore this information was not obtained.

The subtleties in the scoring of ITSP (Dunn & Daniels, 2002) proved difficult to
capture in SPSS analysis. The ITSP (Dunn & Daniels) yields data that include “Probable

Difference” and “Definite Difference” scores at both the high and low points of the scale
58



with severities (of difference from typical performance) that vary according to the child’s
age. Because of the low numbers of children in this study they could not be grouped
further into these homogenous categories for analysis. Grouping them in this manner
could have clarified some of the subtle differences in sensory processing and their impact
on parent participation. ITSP Section Summaries scores (auditory, visual, touch,
vestibular, and oral sensory) were not used in this study. Section summary information
would have added more specific information about the children’s sensory performance.
Although instructed to use the LPP in an interview format either during or after
administration, therapists were not consistent in the administration of the LPP (Fingerhut,
2005). Some therapists asked the questions, clarifying meaning when needed, and wrote
the answers. Others allowed parents to keep the (coded) form at home and work on them
for several weeks then followed this with only brief conversations. These strategies were
allowed to reduce the imposition on the therapist’s and family’s time and involvement.
Inconsistency in administration might have had an effect on parent responses. It
is noted that there were some discrepancies between the families’ reports of their child’s
sensory processing and behavior concerns and answers on the LPP (Fingerhut, 2005).
Therapists communicated on a few occasions that they did not feel the parent had
answered questionnaire items accurately. One example is a parent who reported several
sleep problems on the CBCL 1.5-5 (Achenbach & Rescorla, 2000), noting that their child
wakes up multiple times throughout the night, rarely sleeps for more than 20 minutes at
time, and causes the whole family to be sleep-deprived, but did not endorse disruption to

their own sleep on the LPP Item 21 (Fingerhut). These apparent contradictions could not
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be explored due to time constraints, but offer insight into how to most effectively use the
LPP (Fingerhut).

Many parents made no comments on the LPP (Fingerhut, 2005). More detailed
responses could have enhanced understanding of participation limitations that could have
yielded more accurate data for this study. The incorporation of qualitative data might
have added specific information as to which occupations (ADLs, IADLS etc.) are most
affected by raising a child with special needs.

Clinical Applications

Dunn (1997) notes that researchers can only observe behavior as evidence of what
the child is experiencing. Children do not possess the language or cognitive skills to
describe sensory neurological responses. Children’s behavior shows the observer how the
child is reacting to their individual threshold for sensory input (Dunn). Application of
Dunn’s Model of Sensory Processing to the data in this study shows the following

continuums of neurological threshold and behavioral responses to these:
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Dunn’s Model of Sensory Processing

Neurological Behavioral response | Responds to

Threshold Continuum | Continuum COUNTERACT the
Responds in threshold
ACCORDANCE with
threshold

HIGH (Habituation) | Poor Registration Sensation Seeking

LOW (Sensitization) | Sensitivity to Stimuli 'Sensation Avoiding

Model taken from: Dunn (1997). The Impact of sensory processing abilities on the daily
lives of young children and their families: A conceptual model. Infants and Young
Children, 9 (4): 23-25.

The majority of children in this study were described as having Low Registration (88%)
and as being Sensation Avoiding (75%). Dunn describes children with these issues as
being “withdrawn and difficult to engage” (p. 31). This would seem to correspond with
the prevalence of CBCL 1.5-5 (Achenbach & Rescorla, 2000) scores in the Withdrawn
(>59%) and Attention (>66%) problem areas. In this sample of children, those who
presented as withdrawn and inattentive (observable behaviors) were also noted to have
characteristics of Low Registration and a need for more, or enhanced qualities of an input
to recognize and respond to it. These children were likely to engage in a strategy of
sensation avoidance to maintain this neurological state, thereby maintaining the cycle

between habituation and sensitization as described in Dunn’s (1997) model above.
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This study found predictive relationships that can be considered in clinical
settings. A predictive relationship between inattentive, withdrawn children and Low
Registration and Sensation Avoidance patterns means therapists can anticipate a need to
increase the intensity, frequency, or kind of input offered to these children so that they
can more effectively participate in development-enhancing experiences. Therapists can
modify the sensory aspects of both home and social environments to meet the particular
threshold and motivational needs of a child. Likewise therapists can teach parents to
implement these strategies in the home and community environments to enhance
participation in developmental opportunities as is suggested by Dunst et al. (2001).

The frequency data from this study show many observable sensory characteristics
and behaviors that can be valuable in clinical settings. Behaviors can provide information
to physicians and others to develop the diagnostic picture of a child with ASD, Attention
Deficit Hyperactivity Disorder, and Anxiety Disorders among others. This is one of the
stated purposes of the CBCL 1.5-5 (Achenbach & Rescorla, 2002). ITSP was designed to
help clinicians identify sensory processing patterns that might interfere with a child’s
participation, which is critical to intervention planning (Dunn & Daniels, 2002). ECI
therapists in particular intervene at a very early point in the child’s life therefore they can
help parents recognize their child’s atypical behavioral and sensory responses and how
these may be preventing participation. If parents recognize and feel equipped to manage
these differences it could better prepare them for potential diagnoses and help them

anticipate needs the child may have to more effectively engage in occupations.
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The various and often extensive reports of sensory and behavioral concerns
parents reported in their child confirm much of what this researcher sees in the clinical
setting. Administering occupational therapists also reported that the families expressed
concerns about abnormal sensory processing and maladaptive behavior and actively
sought help with these issues. Sensory and behavioral issues in young children can be
complex as seen in the results of this study. Their complexity and variability make
intervention difficult for therapists and families. The data from this study confirms these
clinical experiences.

Future Directions

A replication of this study with higher participant numbers would contribute to
the knowledge gained from this study and add to the power and generalizability of the
results. A larger study would also allow for more specific characterization of behavior
and sensory constructs that impact parent participation.

The use of the other portions of each tool would also enhance future studies. The
use of ITSP Section Summaries (Auditory Processing, Visual Processing, Tactile
Processing, Vestibular Processing, and Oral-Sensory Processing) would add further detail
to a child’s sensory performance. The use of the CBCL 1.5-5 Syndrome Scales would
add a diagnostic dimension. The use of the comments sections of the LPP would add a
qualitative aspect to the overall interpretation of impact of maladaptive behaviors and
sensory processing abnormalities on parent participation.

A study of LPP’s metrics with a control group of typically developing toddlers

could increase understanding of typical parent participation during this phase of life. It
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could help define existing differences between parenting typically developing children
versus those with special needs. It may be that raising infants and toddlers leads to
natural disruption to parental participation and the reported levels of impairment in this
study would have been found regardless of the child’s developmental status or reported
maladaptive behaviors and sensory abnormalities.

The frequency data from this study also suggest directions for future studies.
There was widespread endorsement of Low Registration on the ITSP (Dunn & Daniels,
2002) in this sample of children, however, no correlation was found with this construct
and parent participation. This finding warrants further exploration as to its prevalence
among children receiving services from occupational therapists. Since sensory-based
treatment is the most frequently requested in pediatric occupational therapy (Watling,
Deitz, Kanny & McLaughlin, 1999), it would be valuable to explore if behaviors
measured on this scale, such as having to speak loudly or touch the child to get his
attention, are ones that present participation barriers for parents, children individually and
as a family unit. Outcomes studies that include specific interventions for Low
Registration and Withdrawal, with use of the ITSP (Dunn & Daniel, 2002) and CBCL
1.5-5 (Achenbach & Rescorla, 2000) as measurement tools, would also be appropriate
given the prevalence of these reported characteristics. A secondary goal of this study was
to identify a more homogenous group of children for future sensory intervention
effectiveness studies.

From the data collected in this study a specific outcome study with children with

Low Registration and Withdrawal qualities would be appropriate. This could be done
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with initial administration of the LPP (Fingerhut, 2005), ITSP (Dunn & Daniels, 2002)
and the CBCL 1.5-5 (Achenbach & Rescorla, 2000). This could be followed with
specific interventions to address behaviors associated with the Low
Registration/Withdrawal presentation (i.e. not responding when their name is called,
avoiding certain environments and inputs) using a fidelity measure to train and insure
consistency of its usage among therapists. The intervention could be provided for a
prescribed amount of time and be followed with re-administration of the LPP (Fingerhut,
2005), ITSP (Dunn & Daniels, 2002) and the CBCL 1.5-5 (Achenbach & Rescorla,
2000). This would add to the limited data on frequency and intensity (dosage) of
treatment needed to have an impact on sensory processing and behavior of young
children. It would also yield data on how changes in the child impact parent
participation, the ultimate purpose of the LPP (Fingerhut, 2005; Fingerhut, 2009).

A longitudinal study that follows children with DD, SPD and DCD diagnoses
over time using CBCL 1.5 and ITSP could add to the existing literature on the
identification of ASD related characteristics in young children prior to diagnosis
(Baranak, 1999; Tomchek & Dunn, 2007; Werner, Dawson, Osterling & Dinno, 2000).
Many parent reports indicated that their children with non-ASD diagnoses displayed
sensory and behavioral characteristics that were very similar to those diagnosed with
ASD. While ITSP is not meant as a diagnostic tool, it’s possible that studies with much
greater participant numbers may provide valuable information to the diagnostic decision-
making process. This is highly relevant now that the APA has included sensory

processing differences in its diagnostic criteria for ASD (APA, 2013). Furthermore, it
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may identify unique sensory presentations in different diagnostic groups, which can
enhance clinical understanding of the disorders and ultimately enhance intervention.
Summary

This study sought to explore the relationships between: parent participation and
abnormal sensory processing, parent participation and maladaptive behaviors, and
sensory processing abnormalities and maladaptive behaviors. The study did this through
frequency data, Pearson  Correlation analyses, and multiple regression analyses.
Abnormal sensory processing did not impact parent participation in this sample, although
parents reported widespread abnormal sensory processing. Anxious/Depressed Behavior,
Sleep Behavior, and Aggressive Behaviors showed weak inverse relationships with
parent participation, whereas Emotionally Reactive, Somatic Complaints, Withdrawn
Behavior and Attention Problems were not found to affect parent participation.
Maladaptive behaviors and abnormal sensory processing showed numerous inverse
relationships of various strengths; however the strongest were between the sensory
construct of Low Registration and the behavioral construct of Withdrawal, and the
sensory construct of Sensory Sensitivity and the behavioral constructs of Emotionally
Reactive and Anxious/Depressed Behavior. The data from this study supports much of
the existing literature on abnormal sensory processing and maladaptive behavior, but also
adds to the limited literature on these issues in young children with various

developmental delays and on their impact to parent participation.
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Life Participation for Parents (LPP) ® (2005)

Backgrownd
Literature

Fanulycomered peacte goos beyord chid relmed poaks to moorporace chunging the
m.ruuu-uuum&-h—.u—.&h.nm
Famibes are mierdopendent wd istorveston with the chid can have 3 mgndficant
mpact en life parscpesion for the oatire Sumily, especially the purems, Raiving 2
cheld with special noeds can influence 3 parent’s time ssage, heakh, and dhoice of
sctivities (Crowe, 1993, Jones & Passcy, 2005 Kabaneck, arroaghe, Wright,
Lemsnieyk & Dusragh, 2010, & Schasl Told Coben, Jobmon, Outica, &
Boocviden, 2011) Tnondor 3 geovide hows- practace iy cestored sterventos
Scrapinds aocd %0 sndorstand ind v sl baeriors 00 3o particpation foe de child,
percens, and other family members (Hiboess, Speast, Munkictwit & Andorson,
2002, Roberss & Lawion, 2001, Boscobaam ot ol 199%)

Parica L. Pegerit, OTK. PO,
Boulevand

0| Univorsity
Cadveston, Texan, 775551042
acingaitutinb.ely

| Pegartat, PE. (2013) Life Panticpation for Pasosts: A sool fie
occupaskonal

tharapry, Americoms Jowrmil of Ocvespasional Thesapy, 63 1), 37-

Fagorhut, PE. (2009). Measurag Ousconcs of Faosly-Cestered btervemton:
Developmens of the Lise Putciparun foe Parcots (1LPP). Myvical &
Oocwpanionsd Therapy e Podietrscn. 292), 110128

The LIF wan developod %0 eabunce Suruly costossd pratos by peoviding & sell-
repon grestioamaine o mossere setadaction wieh S clfickoacy and effectivemons of
parcreal life particigation whle reming o cheld wid spocial soads.

Type of Chest

The LIT s appeoprasc for amy prumary caregiver of a child with specal scody.

Chimieal Utilicy
Forms

mmmdnumwnmmmw-by
primary caregivers that may be influenced by e role of raning » cheld with spocial
nords. Questions relase 10 the parerty Larcgives”s satixfcton with the ¢ffectivenos
mhdnﬁ‘odm_”)dmumhhl

wmmmq.mm—u Thane
Ao mpece for Qualicatineg comipents to provide more isformation to the Bomapet B
Somod folowsp.

B takes ppeexinutcly 10 seuecs lir S clers to comploe the LI aad loss then 10
mivetes for the therap st 1e scose.

n= 162, a = 90 (Fingerhut, 2015)
8= 17, ¢~ 8% (Fiagerbut, 201 1)
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Coatenn of the questummre dern was extablinhal firosgh litensuy srvew and
review by theragist and perons stskcdollers (Fngerhue, 2009)

Imcrvicws wrb parcacs and thorapess etablabad St the Setom qoist oo were
endorvisod, wore relevant to the constrect heing messsred, and caposred » raege of
responses provaling evidenoe of respossc proccscs (Fagertue, 2009)

A priscgel componet amlysis reseliod = 8 2. fctor sedel scoousting fv 41.01%
of the varkescs. Thase Bactons roprososiod The satis faction with officicecy sad
snafaction with cffoctvenons constton wih the occupational adaptation fame of
seference msad in omstrucng he guostioasaine {Fingerbut, 200 %)

The LI'P conelatod moderately with the Parosting Stross Indeox -~ Short Form
(Abdin, 1985) (n = 37 r = 340 Variables of child’s dingniscs, age, or fime
Scrapy dud not prodict paroatal resposses. {Fperet, 2013)

Mere rewearch oy the | PF i praction i neodod 10 establish consapeesoes

Further rescarch i 8 pestat - micrention - postiod formst i nooded to establish o
O LIT Is suficacnnly seoitive to imcasse cu

outooency.
mmnumunwhhwﬂiﬁq-m
Sossaon, I the waking roonL of 1o be returnad of » fetere . Il should by
explasned 0 e parces canegiver that the quesions relste 2 e parerfi'caregiver '«
e partcipation md net (e child s, and thet (he mlrmation & 4 st in
developmg findy centerad micrvention.

AMMM-’“M‘ Quastives &ro woedod hoth
positively and nagatively. Tor fus romos geesthons 24681011, & 12 acal o be
severse scorod (i The chosen Likart score bs sshoraoiad froem 6 (6.1) i these
Questos 1 give e soore that will be addod into the tetal ) Themapets can we e

Wangna, 1, Syoo, € Masbbaton % amnmmu—w
MM,-‘“*A-—M{WWW

hnl thlm” dar ey eml v o b iy
mmam temma Srurma of Ivvebpawatsl v,
I,

Kuhamock, M., Bomosgh, T, Wiight, | Lovwscnh, T. & Darraghs A (20100 A gubtaeve
-.dmomdﬂ-ﬂ--—q-- - Payeeed &
o Thavaps bn Feiss SN, W0 10

CARL Core. Moaleh & Dvvelaponens, I 4), 000310
n—.—v.u.t.u.u.n‘c.nmx 119 Parnilly comtonsd sorvice: A
ok and rovonch 1oview. Phossvd and Os spaionned Tiavegy =
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Schaal K, Toth Cohon, 5. Mtoam, 5, Outen, G & Foneridon, T 08 11 The evorpday sontines of
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Life Participation for Parents (LPP) ® (2005)
Pavicia K. Faageriaw. OTR. PAD

Pevent’s Nowe Child'y Nawee
Quality thernpy needs 8o be lumily centeral . Raising chiklren with specinl needs affects all tamily

membery. Thiv questionnabre addrvews many sctivitios of o parent/caregiver that may be affected by
raising o child with spociad neods.

| Imstructiens: | M&md“hﬁmdmlﬁ-“h*nﬂuﬂ““

Corcle e rowpoame that mont choscly doscribes how you foed sbwent e Faglain bow thewe act -
deficalt oo the hnes biboliod commants befow . 1T e questom (oes sot wpply b you cinde oot spphcable.
gty Agrow N Agyrer Thnagyve Sruegls

Agre aref Tomagres (L Nt Mgyl i

1 2 3 4 ) o

1. Dapesd aeere of my thoe caring for my chiM's physical and persoasd hypicse noods Mhas | woald
Hie. (eg. fooding, bathing, sellcting, deosdng, ssfety, meving them arvand, efc.)

Sarvagly Agvee Rah Agrve Idmagres Shrveghy
Agrer and [Aagres Thaagree Mt Agriveainde
o

2. Tamm able 4o mamage my chid"s physicsl snd perseast by ghone scodi.

= Duagrve Ihegy e N Apgisealin

S gy Agree Bath Agree hnagree Strongly
Agree ol g ey ee Nar Appiie v
a
3. 1 spend more of sy parenting towe doleg Ohings -m-—uamqumn
would Bhe. (e homewark, therapy botse prograsms elc
vty Agree Both Agve osgres Streeghy
O

&, Thecl 1de o good job when | do the things & teachor/thernpist might do Far my child.

Stronghy Agree Bah \pee [agrve N vanty
Agree wond [ Rasggrve Thmgros Now Mgy s
a

5. My child's mord for emetionsl suppert is wearing me ont. (e aet able to entermale thommelves,
et cuslly, cannot msmage chunge in roatine otc)

Agree Bach \prew [agree Sty
weed Laagcore Doagres Now Apple s

i
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&. 1 am able to meet my child's emetional needs,
Sty Agree Bun Agrer Dhgree Strveghy
Agree and Daagre Dnaagree
<

To Dapend mmore Ghose arvmeging scrvioes for oy ¢hid thas | would Bhe. (cg. sppolntascnts with
health prefosionals, whosl srvicos eic.)
Sarvaghy Ao Bad Agree Desagroe Seraegh
Apree wred [haryone [Nagrve Nt e ahe
C

5. | s pood st petting services for sy child,
Sarvmgly Agere N Agrer Ihvags v Nyl
Agree and [Woagrer Deagrve Nt Ayl e

Cmmmants

¥. 1apend more of my thoe seranging and providing seclal sctivitios for my ohild, than T weald like.

(0. things lo do, poople to pliny with cte)
Seroagly g e Agree Ihaagree gty
Aprw ant [esagree agree At Spytivanh
Commmante

10,1 sen pood st providiog for my child's sockal activithes
e A N A Drasgsse Srasgty
Agree vk Dhaagrer Dagrve
<

11,1 am able 8o mamage heusebold cheres while carieg for my child, (e.g. paying bills, clesaing.

muking meaks, dodag bvendry vic)
Suromgty g N Agres gy Mrgty
Aprw ank [Naagres Dsagroe Nt Agya i

Comments
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12, 1am able 1o effectively do ervands with my ohild, (.. shopping, banking, deliveries)
Survaghy e Boch Aprw [Wagyve Saromgty
Ao PR TS Dhoagron N Agplducde
Cormranns

1N Havieg o child with special scods bas lnteeforod with my ability 1o hold » Job or parvos edocathon.

Sorvngly e Dokd Agren [ovagrve Saromgly
Mg and [Nmagres Disagron Nt Agopln e
C

T Financiol lnnes relnted o my ehild's sprecial noeds mre o source of srwes for sor Pasily,

Sorveghy Aprve Both Agres hagree Covegty
Agrve wet Dvnagree Dongroe Nt Applin e

Coammaeetn

15 Maving & child with special seeds hus restricted my abdlity to spond time with my friends and
Sarnily ws oftem o | would Bke to.

e Agree Bath Aprve Thogree Saramgly
Agree aaal Amgren Dhagree Ao Appiicatsr
1 v

15 Sponding tiome with sy fricads ssd sy with my chidd presont is stresfel.

il Agre Bk A Egron Sy
Agres ] Dragerew [hoagres N A
Commons

17, Huvleg & child with spectal noeds restricts the cime | wanld like 30 spend with oy spouse |
siznificant ether.
Sarvmety Aot ah Agree [Sagere oyt
Apre ot [Nagrry Magrve Nt Mgl A

Coavnwnm
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15, Having & child with speciad noeds restricts Uhe time | woold like to spend with my other childres.
Stroagly o s Agrer [nags ve Nirvegty
Agres st [agrre Doagroe Nt AL ah
Cornorwmrs

19, Having & Al with special noods affects mey ability to be lnvolved ln comssunsity sctivithos m oflen
2 1 would ke, (0.g. refigiom servioes, charilable sepusi mtions, political or commusity
orpani ratiens)

e vy Agrre Dah Agros [haagren Sarmgty
Apre ot [haapyee gy re Nt g b
Commeontx

20, Having » child with special meeds has sffectod my health,

N vgly Agree Bah Agrow [hangroe Struegly
Agree and Iagree [wagree Nt Spphate
« S —

21 Mavieg & chil with special moods hus sffectod my shoop.
Ny Agres Buh Apree i -]
Adree el ad Inagree Nt Apgiia sl
(amioazate

22, Naving » child with special needs affects my epportunition to tapage In persensl sctivithes, (eg.

Babbles, sparts, kelaice activizhes)
Strvghy Agree Eaoth e Uhagree -
Agree wnd Dheagree (e Nov Apgiscatis
(s

23, Thiakimg back oo & typload day, are there sther activithes that you would like to participate in?
How are these affected by havisg a child with speciad noeds?

Crroromte
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APPENDIX B
Participacion de Vida Para Los Padres ® 2005

Patricia Fingerhut, OTR, PhD
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Participacion de Vida para los Padres (LPP) ® (2005) Patricia E.
Fingerhut, OTR, PhD

Nowmbre de podee; _Nowbve de hijo:
Terapia de calidad debe estar centrada en ka familia. Criar hijos con necesidades especiales, afecta a
tacios Jos mbembeas de s Gumilios. Este coestionario se reflere a muochas actividades de un padire/'cuidador
_que podrian verse afectadas por criar a un sifio con secesidides especiales,
Instrucciones: Leer las preguntas y pensar cOmo eite nspecte de sa vida se ve dectnda pore criar & wn alfo
con secesidades expacinles, Clrenlo la respuesta que s cerca se describe odmo te sieates acerca de b
declamcitn. Explicar cdmo cstas actividades won dficiles ca las siguiostes Haess comentarios & contipscion,
5i 1a progenta 0o 5 sptica o usied, circulo «mo aplicable, «

Totalmente de deacserdo  deacuerdoy  dowsconrdo  Totalimmte Nose aplica
Acwerdo desacoerds thesacuerdo
1 2 3 R s 6

1. Paso mis de mi tlempo atendiends kas mecesddades de higheno fisicas v persosales de mi hijo que
me gustaria (e2. alimentacida, buflarse, Ir ol bado, vestir, seguridad. movimientos, etc.)

Totmlmese de  de acusndo de novendo y desacucrdo Totalmenic No se spfics
Aceerdo desnroerdo desacuerde
e nianos

2. Pucde mane jar lay secesidades de la highene fisicas v personales J mi hojo.

Tomimeme de  de acoendo de aceerdo y desacacrdo Tonsbasenite No se aplica
Acecndo derncaendo devacwcrdo
Commentanos

3. Puso mis empo hactendo s coses gue un macstro o terupeuts podeia hacer con ml hijo gue
me gestaria, (e, areas, inico programas de lerapia en casa, oic.)

Totalmente de  de acuenda de acwerdo y desacuendo Totalmente No se aplica
Acpendo &esaceerdo desacuendo
Commentanas

4. Creo que hacer un been trabajo cuando hago |as cosas e un MASIro o lerapeuts podseran
hacer por o hijo,

Towlmeme de & acuerdo de aceercho v desacusndo Totdmente No s¢ aplica
Acoendo desarwerdo desacuendo

Commentaron
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Participacién de Vida para los Padres (LPP) ® (2005) Parricia E.
Fingerhut, OTR, PhD

5. La mecesicad de apoyo enochonal de mi o nse desgasta, (0. mo poder entretenerse, facilmense
alterado. o pucde tolerar of cambéo en la rutina, etc)

Totalmeme de  de acuenda de acoerdo y desacuento Torsmente No se aplica
Acverdo desacsendo desacverdo
Commentanios

 6.Soy capaz de satistacer las mecesidades emoctonales de mi hijo,

Totalmente de  de acuerdn de acverdo ¥ desacoendo Totalmente No se aplica
Acuendo desacuerdo dexacucrdo
Caommentsnos

7. Paso muis tiempo del que quisiera, organizando los servicks para mid hijo. (por ejemplo, bas eltas
con bos profesionales de ke ssdad, bs servichos escolares, ele).

Totalmeme de  de acoerdo de acoerdo y desacuendo Totalmente No se aplica
Acuendo desaceardo desacecrdo

Commcmanos

8. Soy eficicnte on comseguir servicios pars mi hijo.

Totalmente de e acuendo de acverdo y desacuendo Totulments No se aplica
Acuendo desacserdo desacserdo
Commentaios

9. Paso muds de mi licespo del gue yo gustaria seganizando v ofreciends uctividades sociales pers
i hijo, (por cemplio, cosas que bacer, ka gente con guilen jugar ete)

Toaalmente de  de acuerdo de acwerdo y desacuendo Totwlmente No se aplics
Acuesdo desacuerdo desacaerde
Commenmanios

10. Yo soy cficeinte en proveer actividades sociales para mi hijo.

Totsdaentc 8¢ de akwerdo de sowerdo y deacuerdo Totsimeme No se wiica
Asuento s rdo desacrerde

Commentarios
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Participacion de Vida para los Padres (LPP) ® (2005) Patricia E.
Fingerhut, OTR, PhD

11, Soy capaz de manejar b tarcan del hogar, msicatrar que caido de mi hijo, (por cjempls, ol
pago de Eacturas, ls limpieza, hacer kus comidas, lavar ks ropa, etc).

Totalmente de deo acwendo d¢ scwendo ¥ desacuerdo Totlmente No s aplica
Acuerdo desncwerdo desacwerdo

Commentanc:

12. Yo soy eficeinte de hacer mandados com mé hijo. (e.g, Ir de compras, wl bance, las entregas..

Tomlmeme de  de acvendo & nceerdo y desaceendio Totsdmente No s aplica
Acwendo desncnento desncoerdo
Commentanos

13. Tener um hijo con mecexidades expecialex ha interferido con mi capacidad de mantencr un
trabajo o persegulr uns educacion,

Tetalmene de  de acuendo de aceerdo y desacomdo Totaleente No se aplica
Acuesdo desacuerdo desacuerse
Commentanos

14 Cuestiones fimancheras relacionadas con mecesidudes especiales de mi hijo son uma fuente de
estrés para nuestra familia.

Totakmente de  de acuerdo de acwerdo ¥ desacuenda Totalmense No se aplics
Acuesdo desacserdo desacserde
Lomenentsnios .

15, Tener un hijo con necesidades cspecisdes ha restringido mi habilidad para pasar tiempo con mi
faenilis v amigos Las & menudo come e guvlianis,

Totsbmente de  de scwendo de mowerdo y Besacmerdo Totalmesse No se splicn
Acuerdo desaceerdo desaceerdo
Commentarion

16, Pasar tiempo con mis amiges ¥ familia con mi hijo preseste o estresamie,

TotMlmente d¢  de scwenlo de mowerdo v desacuerdo Totalmeme No se mlicn
Acuerdo desaceerdo desaceerds

Commentancs
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Participacion de Vida para los Padres (LPP) ® (2005) Patricia E.
Fingerhut, OTR, PhD

17, Tenee un Mjo con necesidades especkales rostringe el Hompo que me gestaria posar con mi
cénywge / parcja.

Totalmenicde  d¢ scuesdo de acuendo ¥ desaceerdo Tosdmente No e splica
Acuerdo desacoendo desacuendo
Comesemunos

18. Temer un hijo con mecesidades espeeiales restringe ef tien po que mee estani pasar con mis
otrox hijos.

Totalmeste de  de scoenlo de ncoendo ¥ desacuerdo Totsdmeate No s aplsca

Acecalo desacoeedo desacucnbo

Commentanas
l’.Tmuﬂoqu«ﬂo“ﬂwmwub

setividodes de b comunidad 13m 3 menodo como me gustarks, (vrvickon religiose, organizaciones de

beneficencia, Las organizaciones politicas o de lo comunidiad

Towlmeose e de acwendo de scuendo ¥ desacucrdo Toulmeate No se aplica

Acuerdo desacsendo desscucndo

Commentanos

" 20. Tener un hijo con necesidades especiales ha afectado a mi salud

Toalmeme de  de acuesdo de acuerdo v desacnendo Tomlmests No ¢ aplica
Acuendo dsacueedn desciesdo
Commemanos

ii.i‘éwn‘ﬂmemﬂnthw.

Tolmenss ¢ de acwendo de acncrdo v bon 2 Totabinento No s aplica
Acvendo desacocndo desacwendo
Commemano

22. Tener un hijo com necesidades especials afecta 2 mis sportunidades de participar o2
actividodes personades, (aficknes, deportes ¥ actividades recreativas)

Tosdmene & de acverdo de scuenlo y desacuerdo Tealmente No se aplica
Acuverdo deaacwenio deracwerdo

Coevmentanos
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Participacion de Vida para los Padres (LPP) ® (2005) Patricia E.
Fingerhut, OTR, PhD

23, ;Pesvar on um din tipico, exkcten otras actividados en b que to gestaria participar? JComo svos
estas actividades afectndas por tener un bijo con necesidades especiales?

Commentanos
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APPENDIX C
Child Behavior Checklist 1.5-5

Achenbach & Rescorla, 2000
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APPENDIX D
Child Behavior Checklist 1.5-5 Spanish Version

(Achenbach & Rescorla, 2000)
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APPENDIX E
Infant Toddler Sensory Profile™
Caregiver Questionnaire
English Version

Dunn & Daniels, 2002
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APPENDIX F
Infant Toddler Sensory Profile™
Caregiver Questionnaire

Spanish version

Dunn & Daniels, 2002
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APPENDIX G

Parent Consent to Participate in Study-English Version
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Code — O4-Duc-2014-
21-Now 2015

Mger)» Health
School of Health Professions m

mnmmmmm-ﬂm Liaina Dalomba, MHDL

Department of Owupationsl Therapy Fastor Seak of San Amisnio

9.520 School of Health frefessions Sy, 2208 Baboock Rd.

301 Univerdty Bodievasd, Galveston, Tesas, 775551142 San Artonio, TX TR229
CONSEMT TO PARTICIPATE

Mm&ﬂumu-mmummmmmmp
m--mmmumaudmmm Phi, Associase Professor
uudumwmuummmmm

PURPOSE OF TH STUDY
m.ﬂﬂ““mﬂu“moﬂwﬁmdﬂvm This study
‘Mammﬁunmaﬂlﬂm&m‘n&bm“ﬂ“m
mmunmu»m-unmwmwu-nmm
»mmuummmnwm«mdawmwm

Mummmuqmmﬂumm*v&mmu
suetinnares. ndumwpwwmww

RELATED 10,115 RESEARCH (i, stapdiard of cont)
Maﬂ.-ﬂwmuu.umd-.wwww You wil
mhmmmwdHJWW.huomofﬁ.ﬂﬂu
mmmnmbwnmuum han yor harve been.

REEKS OF PARTICRATION
1hmmummumnmm Thare is anly the time reguired to Tl 0w
the questicenaire and unspectod lass of confidentiality.

NUMSER OF SURELTS PARTLIEA NING AND THE DURATION U TN ATION
mmwamwmumaunmmww
programs Deoughout Teen. Yuww-lmupdmmhdmu
Lt Joowlood. SEN1N

Page 1 of 4
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Qo -
collect mone dets, This will not have sewy «ffoct on the length of e your chitd i In Serapy which wil
e dwtearmsieed by you and your thersplat.

BENUNES TO TiE SUIECY

. Wi you complete the questicensires, you may fisd new arcas that you can work on in occupetional
henpy. m‘ﬂ.-md—whq*hh-ﬂwnﬂ.ﬂﬂ“
done. However, you mary also find there i 50 banefit 1 taking pert In B study.

OTHER CHOICES IATERNATIVE TRXATMIENT)
The only altermative sction for the study Is for you ot 1o participste.

SATE WITHDRAWAL FROM THE STUDY
mm”m.”wh“hhﬂuwm Participating or net
participuting will not affect your child's therapy services in anry way. You can change your mind sed
~m~uuu~mwmw~.

REMELEST MENT FOR EXPERSES/COSTS OF PARDCIPATION
There i 00 Cost to you for participating by this study. & will be compieted a5 a part of your reguler
ocruperinal tharapy avaksation and treatment ohiskone Mo redmbursement will be needed.

COMPENGATION ['OR RESEARDH RELATED MRINE
wmnwmmmmmmmum

o yous e phwysically injured becsurse of awy procedars properly performed ca you under e plaa for this
Mwmﬂh”Mme“”w-ﬁnh“
mun*mumcmmm;m«n—m
mewmmw“mhﬂhwdmﬂh“
for any dhanges, The reseerchers will try 10 prevent sery problem that coudd happen because of this
ressarch. mmnu—a—wu-—:vmu-n&-ﬁmnum
m.m-mamwmmuwmhm-m
happon becauce you nre tildeg part in this research.

USE AND DISCLOSUSE OF YOUR MEALTH INFORMATION

Mo persoally idestifishle information wil be wiad ie this study. Yors shosdts NOL ety YOur Ianes of any
eter nformation that might k¢ others know who you are on the qeestionnaires. Your gu-tioreaire(s)
Wil be coded with 2 number, Owly your occupational therapit will see YoUr anblers. By signing this
w—tmp-mmt-u“mcmmd—ﬂhlm—nnm
mmmuupumhwn—wmw.m

mdmwmmmmm‘uwﬂaw
therapy clinic or home. muu-.—--mmm.mm»ueauu-p-.
Tocked fie in Dr, Fingerhet's office.

lm“md‘hﬂbmﬂubuﬂdummmm'&uﬂ
10 contict the ressarcher fated on this consent form by telephone, You need 1o say that you heve
m-mmuammumnmummmmmd
MMQNMhM“*‘mNu“

ACOITIONAL IMFOSMA TION
Lt Rewhed 2911
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N It you Ieve acy questicnn, Cobcnme or complaints bofore, during or sftor the rescerch study, or
If you need 1 report & restarch releted Injury or sdwerse reaction (bad side effect), you shoukd
lrermedistely coataa Or. Fingerheut's office ot 4097723061 or Hleine Delombe at 230-573-61%.

£ X Your particiution In this study Is completely voluntsry sod you hove boon fold that you may
PfUSE 1D PRITCPate OF SI0P YOur Participation In this project at any time without penaity or loss of
benefits and withowt jeopanding your ocoupations therapy. If you dedde 10 Sop your
participation in this project aed revoke your authortzation for the wse and disdosae of your
arnation, UTME may confieus 0 wio snd daclose your informetion in some watencoes. This
would inchede any Infoomation that was used or disciosed prior 1 your deckion o Sop
perticipation snd meeded in order 10 maintaln the etegty of the rescerch study. if Shere ao
sigificent mew findings or we pet any information that might dange your mied sboot
perticipating, we will ghe you the kdormation and allow you % reconsider whether or aot 1o
condirean.

3 If you have sy complaints, conoerns, input or questions regarding your rights a5 3 Subject
participeting in this research study or you would the more Information, you mey comtact the
tentitusional Review Bosed Office, st (409) 260-5475.

ntormed consent is required of sl perscas in this project. Wisther or net you provide » sigmed Informed
corpant for this ressarch study will heve no offect o0 your owrsent or futere relationsidp with your
octapational therapks, UTME or TWU.

The purposs of this sessarch study, procaduerss to be followed, risks and benefits have been explained 1o
you. Yeu heve been sllowed 0 ack questions and your guestions hove bon answered 20 your ssthfaction.
You have boen told who 0 contact If you have additional questions. You: Save read this consant form and
vohuntarfly agroe to participots as a cubjoct iy this tudy. You e free 1o withdrew your Cemment, incheding
your authortzation for the use snd disclosare of your hesith iformtion, st sy time. You may withdraw
YOur conveent by notifiing Dr. Fingerhus office ot 400.772.3081.

1T you 2o willing to participets ploase sign the consest furm nd rvters to the researcher. You sy
koep this letter for your Information. Thank you.

P Soguds

Patricis Flagerbut, OTR, FhD

Pape3of 4
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Code

1 agree to participate in the research project entitied The Life Particpation for
Parents as an Outcome Measure.

Sgnature of Subject Dute

Using banguage Dt is understancable 30d appropre, | e denmsnd this project aad B Rems Eded
sbowe with the sabject.

Date Sigrature of Person Obtainkng Compent

Lt Rowsd WYY

Pagedof 4
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APPENDIX H

Parent Consent to Participate in Study-Spanish Version
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Code

m Health M

Schoal of Health Frofewions

Patricls L Fingerhue, OTR, PRO, Assecute Pratessor snd Ohair Elaina Dulomby, MD-L

Degartment of Ocospational Therapy Eaiver Seaks of San Antosio

3370 School of Heath Prodesscns Bidg. 2203 Badcock Rd

301 Universty Boulevard, Gaveston, Texas, 775551142 Sen Amtomio, TX 78229
CONSENTIMIEENTO PARA PANNICIPAR

S0 ke pide panicipar COMO sujeto en of Proyecto de vestgaciin thulado, La PATiCRacon de Vids pacs
Padres (Utulado en Ingles como “The L Partipution for Rwitr o LT 20ms uns modids de resultado
bajo ka dweccidn de Patricia Fisgerhat, O1R, PAD, Profesor Aseciado v director del Programa de Terapia
Ocepacienal 0e la Unhverudad de Tevas Nedical Brasch.

PROPOSTO OLL LSTU0I0

La cranza de en(a] aifols) con necessdades especiales puede lenor an wlecto en el tlempo de ks padies
¥ Ins actuidades diarias. [ste estudie sveitigara cdmo los padres que estdn corlando 2 unjal nikela) con
necesidades espechales son aces de obtener su sctividedes diaries realzadas. B propdsito de este
tudio 0% Crede Uns Rerramionta pace hacer b taragis mbs cantrade on le il Se e pide 3o
Participacidn en este estedio pocque wited o3 of padre o cuidador de un(a) niBala) con necesidades
especaks

Se le pedivd completar Cusstionarios scerce de cOmo usted consgue realiza las actividades durus
mnnteas usted culds de su hicla). S el cuestionanio Mentfics us problema, va 3 crear uns mots con w
terapeuta ocupacional para sbordar ese F5usto. Se ke peded gue complete el Corstionario de nuevo
derpués de NV meses. S s nifiofs) terminard con fa terapia antes del Bempo deternmunada, uwtod Tenss
el segundo curstionario en la dtima sesidn. El cuestionarie de ls “Participacion de Vida para 105 Padees”™
|LPP) 5e acponta 3 U presente carta. Todo el mendo va a tevminie eite formulario. S1su hijea) tene
mesoc de 1 380c de adad, tambdidn s le pedirk que Bene otras dos formas Estas won of Perfil infantd del
nik) Semsorkal (ITSP) y la ista de comportamissto del Ninala) {ttulados en Ingles come “the fnfime
Todther Sevsevy Profiie © ITSP) and Ihe O Sedawor Oheckdist © CBCL™) Estos formulancs evaluan ¢l
comgonamiesto de los nflos para ver como afecta 2 108 padres en lograr reakaar s sctividades dlaris.
Usted no deben escnbir s nomboes 0 coalquies inftemacion que pemitira que ks Semas sepes que
wited esth en e comtionador Todos ot cuestanarnas deben volver o su terapeuta acupacionst

Lot Bovimd VIV

Page Lol §
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Este e51uS0, ¥ U PMTORICIon en el misme, No va & cambiar tu Lo ocupscionsl regular, Continuara
recliendo su shveld y HHO de Lerapla cupational actusl Sor parte de oute oxtudio no signiica gue usied
bene que verir 3 la terapls mis 0 menos frecuencia de fo que o ha realeado.
RIESGOS DE PARTICIPACION

Los fespos potenclales para cartcpar en este estudio son muy prguetios. S840 05 of tempo reguendo
paa Benar el cosiionasio y s potencul péadids mesperada de b condhidencataad

RO D€ PAR Y

[ nimero previsto de los suetos Involocrados en ¢l esudio serd de 60 tamilias de programas de tntpls
orupacional » través de Tewas Su terspouts Ocupacionsl supervism le mets que sitablecd duane )
meses para oliener mds datos. 30 1o tiese ningln efecto wobre & duracion del tempo que su hijola)
eutd en terapla ol cual sord Stenminado POF USted y LU BerApeuts

BENEFICIOS PARA (L TEMA

Al COMPILET 108 COESHONMNOS, PUOSE ENCOMIAN BUEVES Areat Que W pusden trabapr dutante as
teraplas. Usted vera s cambios que se familia hace v en 1o Bien que son capaces de obtener b
actividades reatzadas disramente. Sm embango, también se guede encontrar que 60 hay un benelicio
Do Bomar pante an o ovtlio

OTRAS OPCIONES [TRATAMSENTO ALTERNATIVOY)
13 0nica 200N aREMAthva Pars ol estedio €3 GUe 50 participes.

ALNAADA SEGURA DEL ESTUDID

Usted puedie ogtar por no participar o retirarse de este estedio on cuaiguier momento, Pirticipar 0 1o
SOF PATCPANTe no sfectark & los wervicios de terapia de su hjo{a) de cuiquier manera, Usted puede
caniiar do opwda, dojar de participar y @410 no slectark s tratamie o de teragis Ocupachond
LampOro.

RELMBOSO DE LOS GASTUS/COSTOS DE LA PARTIOPACION

NO hiry ningn 0oi20 pars wsted por particigar en este estodo. Serd realzado como parte de sus
SESNES MADITEANS 08 CVRAICON Y LUEANENT0 OF [erapll SCupacons. Ningen reemboho serk
nectianc.

COMPENSACON DE INVESTIGACIONES RELACIONADAS CON LESIONES

NO iy Ieiiones gue 1@ e5pera & raves del proceso de completar es0s cuestionarios. La politica de &a
Universidad requiere la sipsents declaracion:

Lt Rewied WHAY
Page 2 of §
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Code
S wited estd fiucamente lesionadola) 3 causa de cualquer procedmienco correctamente realuado
solve usted bao ol plan para este estedio, te tratard tu lecitn, La compansacién por los dafos
SUbSRDUIENTES 2 S PATICipaciin en eia nvertigacén no exts daponible en ls Universidad de Texas
Rama Medica Gadveston (Lulads on bghes como “Unwvenity of Tesis Medics' Branih o UTMET o en
Texss Unwersedad de la Majer (Btwfada en Ingles como “Texas Woman's University o TWU®). Se e
forturard 3 wsted © Su plan de Segurc de Mencicn médics, y witod wri reapomablo por cvalquier cango,
Lot mvestigadores Iratards de evitar ualaweer prodiema aue POdI 00w e Selsdo & esla invetigation.
Usited debe dejar » los iovestigadores saber de inmediato 5 bay un probilema y en gue se puede ayudar,
Sin embarga, UTMB y TWU 10 grogortionsn servicios médices o spuda Snanciern para la leskones qoe
PO suceder pOrgee usted este Lomando parte en ewta inwestigacion.

S0 Y DIVULGACION DE SU INFORMADON DE SALUD

No hay inflormacion de ideatificacian penoeal gue sars utlizado e acte sstudio. No debe introduci sus
nombres o cusigquier otrs formackdn que los demds puedes wper que usted esth o los Cuestone s,
Su cuestienars(s) se codfics con un mimern. 5610 tu terapeuta ocupacional verd sus respuestis. Al
Thrmar oste Sormedano de consestimiento, vited autonta el w50 y Svulgacion de las respaestis
relacionadas con of evtudie de investigacion. Deoepto (sando sea reawernido por 1 tey, ussed no serd
Idertficado por su nombee, ndmero e Separo SOk, Sreccdn, sdmero do Sekdons, o cuiquier otre
matio de idemficacen peesonal diencto en los regitros del estudio dvaigads fuers del Cantro Médieo
@e b Universidad de Texas Rama Medca. Solaments kn comtionsnios cadificados serdn wtitzados fuera
de ws climcs de terapha © en of hogar, So be ssgnacd un sdeers de cOdign nko. La tlave pars of codigo
w mantiene en un archive Sloqueado en of conseitono del Or. Fingerhul

Sl cambia de opinidn mads sdelarte y no deves que recopilesnos i compartamos su nformacion de
Salud, ustad Aecesita PONIFEe én CONMACIO CoN of Mmvestgador que Jparece en este emuanio de
consentiminnts por eléfons. B3 mecesario decir gue ha cambiado de opinkdn y no quiere que o
Investigadar recolects y COM@ans su mormacion. Los sesultados de este estudio pueden ser publicasos
N feviite Ciertificas sin entfcario por su nombee.

INFORMACKIN ADSCIONAL

1. Slustod tiene algusa pregunts, duds o guejs sates, durante o después del estudio de lavestigacitn, o
1 PECesIts reportar Una lesion reliconada con la Bveligacide o reaccitn adverss |efecto secundario
makol, se debe comusicas nmediatamente con ls oficis del Or Figorbut on 400 7723061 o Hlaka
Datomba en 230573 6156

2. 5% pArtiopIcon e este estudio cs completamente valunticis y se le ha dicho gue usted puede
NEGArSe & Partipar 6 dejar de Partitipar 06 300 PrOYECto Of CUNGUIOT MOmento Ba ponlidad o
pértida de benelicion y s pone: en peigro w terapls scupacional. S usted decide defor s
PRUCIPIOEN OF SS0E SIOYECTO  FEVOCE S JUTORRACIA pars ol wio y dvuigackin de su Indormacin,
UTNA purde continuer utiizando y dwuigasdo sv informacidn es alguncs cases. Esto mcieye cuslguiet
dormacidn que fue atiluads o Cviigeds aates O su D2Cision de OCar Su PAMIKIPATON en ¢l eTude
con of fin de mantener b itagridad del situdio de inveitigacdn. % hay saevon hallargos dgnificativos o

Laot heveed w1910
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ol ...
Que reciien Csiquier IOMackin que puSers Chmblar de opinida scerca de pacticipar, b daremos b
nformacién y permitie a reconsiderar o dede O NO CONtmaar

3 S ustod thene Alguna Queia, inquietud, 0pinkAs & pregunts 1obee wet derechos Cama teto participar
en este esbadio de investigacion o desed mibs informacidn, peede comunicarse con ks Ofiona de la Jonta
de Pevisién Irautucional, o [409) 20649475

Bl cansertimionto inkirmado ¢35 un requishio pors todas las personas on e proyecto. S usted
PFOPOILIsna un conmentimiento mfarmado Srmado 0 1 para este estulo de investgacide, no tendrd
MNEUN efecto sebire s relachOn ACTUM © Futurd Con Su Terapevta coupaconal en las institecionss de
UTMB o TWU

£l progdato de este estudio de mvestigacitn, 103 procedimientos 3 seguir, 16 resges v bn Beneficios
Ran expleado wited. Se e ha peemitido pars hacer preguntas y ks mismas haa Sdo contestadas a 3o
satinfaccidn. Seles ha dicho 2 QUM Contactan §i tene pregurtss aficionales. Dited b leido eate
formuderio de consentimiento y voluntaramente e513 68 ACutrdO &N DMTICEN COMS UN Serto en eite
estudio Usted o5 Sbre de setinar s consentimisnto, ncupendo 1w autonzackda pars ol uso y divaigacikin
de s mformaccen de alug, en csalquer mamemo. Usied pusde retirsr 1u comsentimiemo mediante
NOtNCackin a b oficisa de Dr. Fagerhet al 609772 3081

% uited oitd Sapuesto & participer, per Lavor frmar el formda ko de corsentmiems y rogresas o
Investigador. Peede mantener esta Carta pana su eformacion Genttan

Patricis Fegerhet, OTR, PHO

Law Bovind Wivi
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Yo estoy de aceerdo an participer en of proyecto de investigacion Stulado “La Partiopacida Vida pan
Padees (oMo ura medda de revaltady”.

Frma del sujeto Fecha

S0 b usado un lenguaje compreniibile y adecuada, yo he hatlado do evte proyecto v los slementas
enumerados artericemente com el tema.

Fecha Frma de la persons gue obliess of consestmimto

Lot Bovid VIV1

Page S of §
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APPENDIX I

Therapist Consent To Participate
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i

Code O4-Dwo-2014-

Wlens)o8 Health

Schocd of Health Profeedons w

Patricis £ Fngertes, OTR, PO, Aasociste Professer and Chéir Elsing Datomds, OTR, PHO-C

Ovpariment of Occupationsd Theeapy Esmstes Seabs of San Antoeso

3320 Schoal of Health Professions Bidg. 2203 Babeock Ad.

301 Vaiversity Boslevant, Galveston, Texas, 77555 1142 San Antonio, TX 78229
SESLARCH CONSENT FORM

Mnh“bMu-mhﬁmmmmWMh
mm.-mmmmam&mmmm
Wumdnwwwuhmuuuwm

PROCEDUSES SELATED 1O 1V RESEARCH
morsumm-dhw»mummm“um
-ﬂnmyw.hmh&.“nmmmhmmmmm”b
mmmu&mdmnummm

mmmmmmwm
vnMuthamththﬁMm&-nmm
and approge late ocoupational Berapy serdcos for theen Howeenr, do not inchade thern in study data,

LSS

The risks 80 particimting in i study ase misimel. One of the riks you may fisce b5 3 1ass of tse from
Mumum.mmmwm»hwum

BENEEITS TO THE SasupcT
Vou may Sscover new ways of nquiring sbout parent participation, and thereficre planning Inte cventions
hm&umhummmmmmmmn-um

SATCWITHDRAIAL FROM THE STUDY
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Code
Panicipation In this wudy & valuntary, VumMnbmabMMlnq
bm'umhmumhlumﬂ.

m-ﬂ be delivernd to you, MM“UWM“M
mumumumm.

SLMEPENSATION FOR RESTARON RELATED AR

%wmhum‘ Uriversty regulations require the ieckision
of the following statemont.

study, your injury will be treated. mb-mmmhwme-hh

m.mwmummmmummummm
happen because you are tiking part In this msearch.

All information will be confidenial, Mﬂ‘hth.ﬂmqudk
Study resuits. ﬂmMﬂumh-m.*um.mw

coerputer by De. Finperhut. mmm-ﬁnnma-ummwmm
unespocied breach of confidentialiny.

mmmuumunmmumunn The study is conductend
wmmmmmmmnmmmmmm
mumn.lwuhwnmnhnwor.mmw
nvesigmion, AR.T72.3061. ¥ yeu have ANy QUEIEGNS sbot your ights as o parUdpant in ths research
ummumnmmmmmmdmwmm
of Rmearch, 40% 266 9475

!yu-mu.r.bmmvuommﬂmbum. You may
Keep this better for your information. Thask you.

Patrices Fingeetudt, OTR, PhD
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nmmuwumhumlmmw
u-&u&-umm-wnum | 3roe 10 paticinste.
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APPENDIX J

Institutional Authorization Agreement
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APPENDIX K

Request For Expedited Research —University of Texas Medical Branch
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Institutional Review Board
301 University Bivd.
Galveston, TX 77550-0158
Warking together to waork wonders™ 409.266.9475

04-Dec-2014

MEMORANDUM

TO: Patricia Fingerhut, OTR, PhD
Occupational Therapy 1142

[ ddres. ALy,
a
FROM: Michael Loeffelholz, PhD
Institutional Review Board, Chairman

RE: Initial Study Approval

IRB #: IRB # 14-0326

TITLE: The Life Participation for Parents (LPP) as an Outcome Measure
DOCUMENTS: Protocol, Therapist Consent Form, Parental Participant Consent Form, Child

Behavior Checklist (English & Spanish), Infant Toddler Sensory Profile (English &
Spanish), and LPP

The UTMB Institutional Review Board (IRB) reviewed the above-referenced research protocol via an
expedited review procedure on 21-Nov-2014. Having met all applicable requirements, the research
protocol is approved for a period of 12 months. The approval period for this research protocol begins
on 04-Dec-2014 and lasts until 21-Nov-2015.

The research protocol cannot continue beyond the approval period without continuing review and
approval by the IRB. In order to avoid a lapse in IRB approval, the Principal Investigator must apply
for continuing review of the protocol and related documents before the expiration date. A reminder
will be sent to you approximately 90 days prior to the expiration date.

The approved number of subjects to be enrolled is 90. The IRB considers a subject to be enrolled once
s/he signs a Consent Form. If, additional subjects are needed, you first must obtain permission from
the IRB to increase the approved sample size.

If you have any questions related to this approval letter or about IRB policies and procedures, please
telephone the IRB Office at 409-266-9475.
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