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ABSTRACT
TITLE: The Family Experience With School When An Adolescent Has ADHD
AUTHOR: Kathleen Collins Shelton

APPROVED: '/Mﬁ /( g2

Jug Kendall, RN, PhD

The purpose of this qualitative study was to generate a theoretical understanding
of the family experience with school when an adolescent had ADHD. The sample
(N=40) included members of twelve families: 19 adolescents diagnosed with ADHD, one
adult sibling, and 20 parents, twelve of whom had been diagnosed with or displayed
strong characteristics of ADHD themselves. All participants were Caucasian, and all
families were middle class SES. This study used grounded theory methodology. The
research design included intensive interviewing and coding using constant comparative
methods; reiterative data collection and inductive data analysis continued until one
category emerged as the central phenomenon. Results indicated that the central
phenomenon was the family focus on organizing cooperative efforts to manage ADHD in
the family. Parents referred to ADHD as an “invisible disability” that made family_llife
“a nightmare”. Two patterns of adolescent behavior resulted from the combined effects
of ADHD: difficulties accomplishing things and struggling with school. Because of
these significant disabling patterns of behavior, parents took extraordinary measures With

schools, community agencies, with the adolescents, and for themselves to manage the
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effects of ADHD on the family. Outcomes from these actions included a range of family-

school relationships, family costs and benefits, and adolescents gradually taking personal

responsibility for their lives or prolonging their dependence on others.
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CHAPTER ONE

INTRODUCTION

Attention deficit hyperactivity disorder (ADHD) is the most common chronic
behavioral disorder in childhood and adolescence, affecting approximately 3-5% of all
children (American Psychological Association, 1994; Goldman, Genel, Bezman, &
Slanetz, 1998), or as many as two million children (National Institutes of Health, 1996).
ADHD is a chronic condition that continues to affect life into adulthood (Weiss &
Hechtman, 1994). Diagnostic features of ADHD include inattention, distractibility,
impulsivity and hyperactivity (American Psychological Association, 1994). Secondary
problems associated with ADHD include social immaturity, low self-esteem, oppositional
behaviors and depression'(Cantwell, 1996). These characteristics can impact all aspects
of growth and development and often negatively affect the experience at school and
home (Levine, 1992; Lewis-Abney, 1993). This dissertation project involved the

interactions between school and family when an adolescent had ADHD.

School is a significant setting where adolescents gain social, emotional, and
academic competency. When school life is negatively affected by ADHD, adolescents
fall behind peers socially, emotionally, and academically, and are less able to master
developmental tasks (Lobar & Phillips, 1995). Adolescents with ADHD are at high risk
for academic under-achievement and school dropout (Branch, Cohen & Hynd, 1995;
Hinshaw, 1992a, 1992b).

ADHD is defined as a disability in legislation pertaining to education. Students
with ADHD are covered by two civil rights statutes that guarantee the right to participate

in public education, The Rehabilitation Act of 1973 and the Americans with Disabilities



Act (ADA) of 1990. The Individuals with Disabilities Education Act (IDEA) of 1990
required public schools to provide special education services to disabled students,
including students with ADHD. Protections under these three federal statutes entitle
students to accommodations to facilitate their success in school. Wifhin the Amendments
to IDEA (1997) Congress emphasized the importance of parent involvement and parental
rights to participate in the educational decision-making about their children.

Families often are negatively affected when any member has a chronic condition
(Rolland, 1999). Reflecting this chronicity, several family studies reported that negative
effects of ADHD on the family increase when the child moved into adolescence
(Hechtman, 1991; Kendall, 1998; Lewis-Abney, 1993). Kendall (1998) and Lewis
(1992) identified school difficulties as a major source of family disruption. Shelton
(1995) found that dealing with homework was among the top five “most problematic”
behaviors in a study of parents of children with ADHD. Yet, parents of adolescents are
still expected to prepare teens for a productive adulthood, even if they have a diagnosis of
ADHD (Steinberg, Lamborn, Dornbusch, & Darling, 1992). This study focused on the
family experience with school in order to examine this phenomenon in depth.

Statement of the problem

The literature on ADHD has carefully described the characteristics of ADHD that
affect teens and their families, and its effect on school performance. However, there is
little empirical research on the subjective experience of adolescents and their families
regarding school, nor is there a study proposing a theoretical understanding of such
experiences. Therefore, the purpose of this study was to generate a theoretical

understanding of the family experience with school and to identify processes and
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interactions that impact family functioning and school when a teen has ADHD. Findings
are needed to generate relevant intervention strategies to alleviate family disruption and
help families facilitate social, emotional, and academic competency in adolescents with
ADHD.

Aims

The specific aims of this study were to:

1. Describe the family experience with school from the perspective of the parents and
adolescents with ADHD.
2. Identify the following family processes when an adolescent has ADHD:

e the context, interactions, and strategies that facilitate and/or interfere with

family life as it relates to the experience with school,

e the conditions which impact the family experience with school,

» the basic social processes within families which are related to school.
3. Develop an mnitial grounded theory about the family experience with school when an
adolescent has ADHD.

This study was designed to describe the family experience with school when an
adolescent has ADHD. The purpose of this study was to elicit the complex relationships
among family members and their activities regarding schooling. A grounded theory
design was selected because its product describes the processes and meanings of a social
phenomenon from the perspective of the participants and generates a conceptualization
about a particular area of human interaction. A family perspective was sought to
understand the experience of parents and teens with ADHD that may be very different

from the perspectives of professionals in education, psychology, and medicine who work



with the parents and teens who have ADHD.

Significance to Nursing

As a discipline, nursing is interested in the human response and adaptation to
health and illness. ADHD is a medical condition that requires a Variéty of interventions
to improve the functioning and quality of life of those who have ADHD. There is no cure
for ADHD; therefore, adaptation and amelioration of symptoms are the focus of
treatment recommendations. Nurses are trained to provide many of the health services
needed by families of children with ADHD. With 3-5% of all children diagnosed with
ADHD, nurses will ﬁnd these children and families in nearly every practice setting. In
many cases, nursing interventions are cost effective because of the multiple functions
performed by nurses: assessment and diagnosis, case management, family education and
counseling, and medication supervision (Diacon, 1992; Kendall, 1998; Lewis-Abney,
1993).

Nurses in primary care clinics and schools need to be knowledgeable about how
ADHD affects family functioning and academic work. Parents of ADHD children
reported they needed information and advice about managing ADHD problems from their
primary care providers (Shelton, 1995). Roles for school nurses and school-based nurse
practitioners are expanding to provide specialized services to students with ADHD and
other health impairments (Adams, Shannon, & Dworkin, 1996; Allensworth & Bradley,
1996; Francis, Hemmat, Treloar, & Yarandi, 1996; Fryer & Igoe, 1996; Resnicow &
Allensworth, 1996). Nurses in mental health settings, juvenile facilities and prisons come
in contact with many adolescents and adults with ADHD, and their families (Diacon,

1992). Knowledge about the experience with school from the perspective of the family is



prerequisite to the assessment and planning of successful family interventions. Findings
from this study may be used by nurses in many settings where ADHD teens and their

families appear for nursing services.



CHAPTER TWO
REVIEW OF THE LITERATURE

Attention deficit hyperactivity disorder (ADHD) is one of the most researched
topics of child behavior, including its diagnostic criteria, incidence aﬁd prevalence,
treatments, and outcomes. Children and adolescents affected with ADHD reside with
families and attend school just like their peers. How ADHD affects learning has been
researched extensively in the fields of medicine, education, and psychology. Clinicians
working with this population know ADHD profoundly affects the family and school
experience, yet very few empirical studies have examined this aspect of ADHD. Recent
family studies about the family experience when a child has ADHD identified schooling
as a major source of frustration and conflict in these families (Kendall, 1998; Lewis,
1992; Lewis-Abney, 1993).

This chapter contains a review of literature from three areas relating to the topic
of study: ADHD, families, and school. For the purposes of this study, the literature
review within each area is focused on research about interactions among families, school,
and teenagers with ADHD. Literature on ADHD‘ includes a summary of diagnostic
criteria, treatment, how ADHD affects adolescent development, and teen behavior at
home and school. Review of family literature is limited to research on family
management styles when children have chronic health problems, and the impact of
ADHD on family life. The third section of this chapter contains research regarding

school law, parent participation in school, the establishment of the family-school

connection, and the school experience of families with ADHD.



Literature Related to Attention Deficit Hyperactivity Disorder

Attention deficit hyperactivity disorder (ADHD) is a complex condition with a
neuro-biological basis that presents in childhood, persists in adulthood, and is manifested
behaviorally as inattention, distractibility, impulsivity, and hyperacti{/ity. Secondary
effects of these characteristics include egocentricity, poor impulse control, difﬁculty
delaying gratification, hyperactivity, and poor rule-regulated behaviors (Barkley, 1990;
1997, Cantwell, 1996, 1997). Frequently, children with ADHD have comorbid
conditions such as oppositional defiant disorder (ODD), conduct disorder (CD), anxiety,
depression, and learning disabilities (Biederman, Newcorn, & Sprich, 1991; Shaywitz &
Shaywitz, 1991). Comorbidities may exacerbate the effects of ADHD symptoms
(Biederman, et al., 1995; Jensen, Martin, & Cantwell, 1997).

ADHD is a lifelong condition (Biederman, 1998) known to disrupt families and
complicate daily living for all family members (Barkley, 1990; Kendall, 1998; Murphy &
Hagerman, 1992). Prevalence is estimated to be 3-5% of all school age children and
affects males 3:1 times more frequently than females (Goldman, Genel, Bezman, &
Slanetz, 1998; Greenhill, et al., 1996). Prevalence rates have been reported in school
literature as between 3-10% (Barkley, 1990); the wide range of estimates is explained by
methodological difficulties (CDC Division of Birth Defects, Child Development, and
Disability and Health, 2000). ADHD does not have a single cause, but is thought to be an
interaction between various genetic and biological factors. Strong patterns of familial

heritability have been established (Biederman, et al., 1992; Faraone, et al., 1993a).

Diagnostic criteria

The diagnosis of ADHD has undergone considerable revision over many years
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but the primary defining characteristics of the disorder have remained constant over time.
Historically, ADHD has been called the hyperkinetic syndrome, minimal brain
dysfunction (MBD), hyperactivity disorder, and attention deficit disorder (Barkley, 1990;
Cantwell, 1996; Hechtman, 1996). Regardless of the name given, the previous labels for
ADHD have included inattention, distractibility, impulsivity, and overactivity as primary
behavioral manifestations.

Diagnostic criteria Has been revisited with each of the six editions of the
Diagnostic and Statistical Manual (DSM) published by the American Psychological
Association in 2000, 1994, 1987, 1980, 1968, and 1952. Research and discussion has
accompanied each revision of criteria with the intent of refining categories and
relationships among the subtypes (Barkley, DuPaul & McMurray, 1990; Cantwell, 1997;
Cantwell & Baker, 1987; Faraone, Biederman, Sprich-Buckminster, Chen, & Tsuang,
1993). Two primary issues were addressed with each revision of the DSM: whether
inattention and hyperactivity are distinctly different entities rather than manifestations of
the same disorder, and how to distinguish features of ADHD from the comorbid
conditions which have similar presenting behaviors (Biederman, et al., 1996). Barkley
(1997) proposed a theoretical model of ADHD that separated the problems of inattention
from disruptive behaviors. Meanwhile, clinicians and researchers both emphasize that
careful consideration of the differential diagnoses during the initial diagnostic phase is
necessary for diagnostic accuracy, and that periodic review of primary symptoms and
treatment recommendations is essential for optimal outcomes (Biederman, 1998: Boyle,
Offord, Racine, Szatmari, Fleming, & Sanford, 1996).

Diagnostic criteria from Diagnostic and Statistical Manual. 4™ Edition (DSM-1V)

(American Psychological Association, 1994) appear in Table 1.



Table 1
Diagnostic Criteria for Attention Deficit Hyperactivity Disorder

HISTORY
The history must include assessment of the following:
* Family: ADHD, neurological problems, leaming difficulties, or psychological problems.
« Birth: Maternal health. medications, use of drugs, alcohol, tobacco, birth anoxia, difficult
delivery, postpartum complications and postnatal history.
* General health: Consider especially neurological, vision, hearing, chronic diseases.

SIGNS AND SYMPTOMS
* Symptoms occur in more than one setting and
* There is significant impairment in social, school, or work settings and
* Symptoms have been present before the age of 7 and
* Symptoms have persisted for more dun 6 months and

At least six symptoms of inattention are present:

TRAITS OF INATTENTION
* Does not attend to tend to details, makes careless mistakes routinely in schoolwork.
* Has difficulty sustaining attention at work or at play.
* Does not seem to hear or pay attention when spoken to,
* Fails to follow instructions or fails to complete tasks.
+ Has difficulty organizing activities and tasks.
* Frequently puts off doing off tasks requiring sustained mental effort,
* Often loses things necessary for accomplishing tasks,
« Is easily distracted by extraneous stimuli.
+ Is often forgetful in daily activities.

At least six of the following symptoms of hyperactivity/impulsivity are present:

TRAITS OF HYPERACTIVITY/IMPULSIVITY
+ Frequently squirms in seat or fidgets with hands or feet.
» Often leaves seat when remaining in seat is expected.
* Frequently climbs, runs. or moves restlessly in situations when it is inappropriate.
* Often has difficulty playing or enjoying quiet leisure activities.
» Is often described as "on the go" or "driven".
* Frequently talks excessively.
* Often answers before question is completed or "blurts out".
* Has difficulty taking turns.
* Often interrupts or intrudes in others' activities.

(Adapted from Diagnostic and Statistical Manual-IV, American Psychological Association,
1994)
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Currently diagnostic criteria for ADHD includes three subtypes: predominantly
inattentive, predominantly hyperactive, and combined type (American Psychological
Association, 1994). Age of onset and presence of symptoms across settings are importgmt
factors in the diagnosis, in addition to the presenting behaviors of ina;ctention,
distractibility, impulsivity, and hyperactivity. Children displaying impulsive and
hyperactive behaviors are more likely to be evaluated at a younger age than children
displaying inattentive and distractible behaviors (Barkley & Biederman, 1997). DSM-IV
(1994) criteria must be met and differential diagnoses ruled out to confirm the diagnosis.

Three factors complicate the diagnostic process: comorbidity, confusion with
conditions whose presenting features mimic ADHD, and those who doubt the validity of
the diagnosis. Each will be discussed briefly below. What confounds the diagnostic
process is the fact that the primary signs and symptoms of the comorbid conditions often
represent behaviors of ADHD along a continuum. However, ADHD and each of the
comorbid conditions can and do exist without the other.

Comorbidity. Comorbidity refers to the frequent association between ADHD and
other psychiatric diagnoses ‘including Tourette’s syndrome, oppositional defiant disorder
(ODD), conduct disorder (CD), anxiety, depression, obsessive-compulsive disorder
(OCD), bipolar illness, and learning disabilitiAes. Of those with ADHD, approximately
60% have comorbid conditions. The process for differentiating ADHD from other
comorbidities is based on time of onset of symptoms, frequency, severity, or intensity of
symptoms, causes for exacerbation, and history.

Comorbidity has significant implications for treatment and prognosis. Accurate

diagnosis of ADHD and comorbid conditions is important for selecting appropriate
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treatment (Pliszka, 1998), to establish the basis for legal protection by federal education
statutes, to identify prevalence rates and thresholds for measurement tools (Boyle,
Offord, Racine, Szatmari, Fleming, & Sanford, 1996), and to further develop the
diagnostic category (Barkley, 1990).

Each comorbid condition interacts differently with symptoms of ADHD;
behavioral manifestations of ADHD present differently when influenced by comorbid
conditions. The family experience with ADHD and comorbidities varies accordingly
(Biederman, et al., 1995). For example, Barkley, Fischer, Edelbrock & Smallish (1991)
found that in an 8 year prospective study of ADHD teens, ratings of home conflicts and
maternal psychological distress were higher among teens who also were diagnosed with
oppositional defiant disorder (ODD).

Confusion with other conditions. ADHD is sometimes confused with other

diagnostic categories such as posttraumatic sfress disorder (PTSD), child abuse, reactive
attachment disorder, fetal alcohol syndrome/fetal alcohol effects (FAS/FAE), and
children affected by congenital exposure to drugs or toxins other than alcohol, because
presenting symptoms of these diagnoses often mimic those of ADHD. Famularo, Fenton,
Kinscherff, & Augustyn (1996) studied the psychiatric comorbidity in childhood
posttraumatic stress disorder and found significant correlations with ADHD. Glod and
Theicher (1996) studied the relationship between early abuse, posttraumatic stress
disorder and activity levels in prepubertal children. Findings indicated that abused
children with posttraumatic stress disorder had activity levels similar to children with

ADHD. In both studies, authors emphasized the importance of accurate diagnosis for

presenting and comorbid conditions and the need for multimodal treatment for optimal
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outcomes. Gardner (2000) studied the experience of living with children with fetal
alcohol syndrome (FAS). Results indicated that aggressive and hyperactive behaviors of
children with FAS occurred frequently and were disruptive to daily living.

The differential diagnosis is critical because the behavioral features of ADHD are
similar to those of children and adolescents who have experienced physical, sexual, and
emotional abuse, chronic neglect, significant losses, and other traumatic events. More
importantly, personal safety planning and treatment recommendations differ significantly
for this range of diagnostic entities; therefore; accurate diagnosis is essential for selecting
effective interventions and for providing physical and emotional safety for children who
have suffered abuse, trauma, and neglect. As with comorbidities of ADHD, elements of
history, age of onset, and settings in which symptoms occur are factors that help
differentiate ADHD from this group of diagnostic categories (Perry & Polland, 1998). A
structured interview to assess abuse, neglect, trauma, and loss, as well as screening tools
for depression, behavioral problems, stress, and family assessment tools are frequently
used to discern the differential diagnosis.

Doubt about the validity of ADHD. Complicating the diagnostic process are

those who doubt that ADHD exists at all, in spite of mounting scientific evidence. The
media frequently fans the debate over the existence of the disorder by citing isolated or
poorly designed research (Bacon, 1988; Baren, 1989; Bass, 1988; Docks, 1988). Others
voice bias, ignorance, or malevolence in public arenas such as television and radio talk
shows. It is a great disservice to those affected by ADHD when behaviors related to the
disorder are characterized as flaws in character, irresponsibility, and immaturity, in a

manner similar to those who misunderstand disorders like alcoholism and mental
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illnesses, and malign sufferers of these conditions (Diller & Tanner, 1996).

Etiology and treatment

ADHD does not have a single cause, but is thought to be an interaction between
various genetic and biological factors (Barkley, 1997; Cantwell, 1995). Strong patterns
of familial heritability have been established (Biederman, et al., 1992; Faraone, et al,
1993b; Faraone, Biederman, Keenan, & Tsuang, 1991). The role of parenting requires
maturity in social and emotional development, and mastery of life skills, all of which can
be compromised when a parent has ADHD. Implications of familial heritability for this
study include increased family stress and disruption when a parent also has ADHD. As
with any chronic condition, family life is complicated when the parent has ADHD that
interferes with his or her ability to parent and manage a household.

Recent advances in radiographic imaging techniques indicate that there is a
biological basis for ADHD; differences in bréin glucose utilization patterns, blood flow
patterns in the frontal lobe, and size of anatomical structures in the brain have been
documented in children with ADHD (Amen & Carmichael, 1997; Posner & Peterson,
1990; Zametkin, 1993). Other research suggests that there may be alterations in the
biochemistry of neurotransmitters and neurological differences (Boutros, Fristad, &
Abdollohian, 1998).

Medication. Treatment of ADHD in school age children frequently involves the
use of stimulant medications (Greenhill, et al., 1996), behavior modification, and parent
education and training (Duléan & Benson, 1997; Goldman, Genél, Bezman, & Slanetz,
1998). Medication management has been researched extensively for many years

(Barkley, McMurray, Edelbrock, & Robbins, 1990; Diller & Tanner, 1996);
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psychostimulants continue to be the first line of pharmocologic therapy (Dulcan &
Benson, 1997; Greenhill, et al., 1996). 1t is reported that two million children are
currently being treated with stimulant medication for ADHD (Centers for Disease
Control ADHD Conference proceedings, 1999). There is considerable debate as to
whether use of stimulant medication increases the risk for substance abuse during
adolescence and adulthood (Horner & Scheibe, 1997; Martin, Earleywine, Blackson,
Vanyukov, Moss, & Tarter, 1994; Schubiner, Tzelepis, Isaacson, Warbasse, Zacharek, &
Musial, 1995). It is unclear if stimulant medication predisposes adolescents to substance
abuse, whether substance abuse is related to adolescent risk-taking behavior, or if a
combination of factors is involved.

Since 1990, new preparations of dexedrine and methylphenidate have been used
to increase compliance and efficacy with some success (Elia, Welsh, Gullotta, &
Rapoport, 1993; Greenhill, et al., 1996; Swanson, et al., 1998). Use of medication to
treat ADHD becomes more complicated when comorbidities exist (Greenhill, et al.,
1996). Medication, however, only mitigates the intensity of symptoms; it does not
“normalize” the pathophysiologic condition nor “treat” the disorder (Greenhill, et al.,

1996).

Behavior modification. Behavior modification is an important treatment for

ADHD and can be used in conjunction with, or without, medication. There are
behavioral interventions for parents (Anastopoulos, Shelton, DuPaul, & Guevremont,
1993) and the child or adolescent who has the disorder (Cocciarella, Wood, & Low,
1995). Underlying all parent training interventions is the belief that parents need to be

educated about ADHD and be willing to improve their parenting skills (Barkley, 1990;



Cantwell, 1996; Dulcan & Benson, 1997). A certain level of maturity is required to
understand the need for parent education, practice the skills, and apply them consistently;
this level of maturity is often compromised when parents themselves have ADHD. In
addition, parent training programs require an investment of time and fnoney, and
presuppose the ability to incorporate the additional demand of the training on daily
schedules. Parent training programs often may be doomed at the outset for certain
parents due to lack of resources and level of family functioning.

The role of therapy in the management of ADHD is used most commonly to
address issues of self-esteem, angér and frustration, and stress management for all family
members. Ziegler & Holden (1988) developed a model of therapy for families with
children who have ADHD and learning disabilities (LD). The model described five
different types of families who have children with ADHD and LD: healthy families,
fragile families, disorganized families, blaming families, and split families. They also
outlined “family work™ and “child work” for each family type. In healthy families, the
primary stressor was the ADHD or LD, parents have displayed adequate parenting skills
to deal with “normal” childhood. Fragile families were characterized as having marginal
communication and parenting skills even before the ADHD/LD problems surfaced. The
disorganized family was one with multiple problems and little structure to facilitate
family functioning. In the blaming family, there was often disorganization, but in this
family type, the child was seen as responsible for the family problems. The split family
was composed of parents with very different and often conflicting ideas of how to
manage ADHD/LD that significantly affected the rest of the family system. The model

included individual and family therapy, which focused on child development and family
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organization simultaneously, and the pressing needs of each family type.

Results from many studies indicate few interventions have had lasting
effectiveness, although there is agreement that multimodal treatments work best (Barkley,
1997b; Greenhill, et al., 1996; Horn, Ialongo, 1988; Horn, et al., 1991.; lalongo, et al.,
1993; Pollard, Ward, & Barkley, 1983). This is not surprising considering the
complexity of the disorder and its effect on all aspects of daily living. This study aimed
at exploring the complexity of behaviors within the family regarding school to guide
future interventions.

Model of Behavioral Disinhibition

Barkley (1997) constructed a theoretical model of ADHD that incorporated the
biological component and the behavioral manifestations of the disorder. He proposed
that the core deficit in ADHD was behavioral disinhibition, which occurs in the executive
function area of the brain. Executive functioning provides coordination and feedback to
all other sections of the brain. For clarity, the model of behavioral inhibition will be
presented first, followed by the model of behavioral disinhibition.

According to Barkley’s (1997) model (Figure 1), behavioral inhibition provides
individuals with the abilities to inhibit “first responses”, to stop ongoing responses, and to
manage “interference control” when presented with a stimulus. Four mental mechanisms
combine to provide motor control, fluency of behavior, and a syntax of behavior:
working memory; internalization of speech; self-regulation of affect, motivation, and
arousal; and reconstitution. Each mechanism provides a cluster of skills that govern or

regulate other functions.
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Figure 1. Barkley model of Behavioral inhibition. From ADHD and the Nature of Self
Control, by R.A. Barkley, p.191. Copyright 1997 by The Guilford Press. Reprinted with

permission.

The working memory is a non-verbal mental function that contains the ability for
one to hold events in mind, and to manipulate and act on events and information
mentally. The working memory provides useful hindsight, is important in creating
forethought, and provides a sense of time and self-awareness when selecting a behavioral
response. Internalization of speech guides rule-governed behavior, problem solving, and
self-questioning. This mechanism is required for good reading comprehension and moral
reasoning. Self-regulation of affect, motivation, and arousal provides emotional self-

control and allows one to think objectively and consider the perspective of others.
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Arousal to stimuli is regulated to form goal-directed behaviors. Reconstitution involves
the processes of analysis and synthesis of behavior, it allows one to use behavioral
simulations before selecting a particular behavioral action, and use of reconstitution
allows for creative and diverse behavioral responses to stimuli.

Together, these four mental mechanisms yield motor control and behavior
selection based on internally represented information, rather than impulsive,
unthoughtful, or reactive behavioral responsés to stimuli. In addition, use of the four
mechanisms allows individuals to execute goal-directed responses, make complex motor
responses, use flexibility in behavioral responses, and to re-engage in activities following
disruption. The end result is behavior that results from reflection and complex
consideration after inhibiting a “reflexive” or “non-thoughtful” response to a stimulus.
This process of behavioral inhibition is an on-going developmental process throughout
the lifespan, and is reflected as children move through stages of development to maturity.

In contrast to the process of behavioral inhibition, Barkley has proposed that the
core deficit in ADHD is behavioral dis-inhibition. Despite chronological physical
maturation, the developmental milestones that signal internalization of social behavior
are delayed in children and adolescents with ADHD. Behavioral disinhibition results
from the poor or absent coordination within and among the four mental mechanisms that
regulate behavioral inhibition, and results in reduced motor control, decreased sequencing

abilities, and decreased internal behavioral control (Figure 2).
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Figure 2. Barkley model of Behavioral disinhibition. From ADHD and the Nature of Self
Control, by R.A. Barkley, p.237. Copyright 1997 by The Guilford Press. Reprinted with

permission.

A poor working memory limits the ability to hold events in mind while
considering options for behavioral response; it limits the ability to engage in hindsight or
forethought before acting. Both the sense of time and awareness of self in relation to
others are altered, which leads to a persistent egocentric perspective. Delayed
internalization of speech results in reduced description and reflection within oneself, less
effective problem solving, generation of rules and meta-rules, and impaired reading
comprehension. Immature self-regulation of affect, motivation, and arousal leads to
limited emotional self-control and less objectivity. Inability to take the perspective of

others diminishes the capacity for empathy. There is a diminished self-regulation of
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drive and motivation, resulting in difficulty in accomplishing goal-directed activities.
Impaired reconstitution limits internal analysis and synthesis of information to form
meaningful bases for behavior selection and less frequent use of behavioral simulations
before selection of a behavioral response.

The result of behavioral disinhibition is reduced motor control and deficits in
internal locus of control. There is more difficulty returning to tasks after interruptions,
behavior is less driven by internally represented information and there is diminished goal-
directed persistence. Behavioral disinhibition, then, ends in the primary behavioral
characteristics of ADHD: inattention and distractibility, impulsivity, and hyperactivity.

ADHD and Development

ADHD is also viewed as a developmental disorder (American Psychological
Association, 1994) characterized by behaviors which are seen in all children, but are
significantly more intense and frequent, and persist beyond the time when the behaviors
normally should have abated, thus interfering with the acquisition of normal
developmental skills (Pisterman, et al., 1992). As early as age two, inattention and
distractibility may interfere with the mastery of basic motor skills, cognitive development
and language skills (Sonuga-Barke, 1994). Of preschoolers with ADHD, 30-50% of
children diagnosed with ADHD also display oppositional behaviors that interfere with the
acquisition of social skills (Barkiey, 1990). These children often need constant
supervision and they experience more frequent and sometimes more harsh discipline than
peers (Hechtman, 1996; Stormont-Spurgin, 1995), caﬁsing self-esteem, confidence, and
acceptance of rules to erode during preschool years when ADHD symptoms are moderate

or severe (Sonuga-Barke, 1994). Once children reach school age, inattention,
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hyperactivity and impulsivity interfere with demands of structured classroom settings,
learning rules of social interaction and reciprocity in relationships (Atkins & Pelham,
1991; Cantwell, 1996). Academic work and social tasks not mastered during elementary
years leave the adolescent with ADHD ill equipped to meet the challénges of adolescence
(Biederman, et al., 1996b; Fischer, Barkley, Fletcher, & Smallish, 1993).

Some researchers view ADHD as an extreme variation in normal development
and behavior (Gingerich, Turnock, Litfin, & Rosen, 1998; Taylor, 1995). These
proponents do not discount the evidence of radiographic imaging associated with ADHD,
but interpret the findings along a broad continuum. They argue that many persons with
ADHD characteristics function well and do not deserve the stigmatizing label and stress
associated with this diagnosis (Levine, 1992). Instead, they emphasize the importance of
identifying strengths and limitations that affect daily life, capitalizing on the strengths of
individuals and compensating for or mitigating the limitations imposed by ADHD
(Coleman & Levine, 1988). Proponents of ADHD as a developmental variation do not
hesitate to acknowledge, however, that there are those who suffer with the disorder to a
much greater degree and they would consider those individuals as affected beyond
“normal variatioﬁ” at the extreme end of the continuum, often warranting the diagnosis of
ADHD so as to receive adequate services to manage their symptoms.

Adolescent development and ADHD

Adolescence is the developmental stage of identity vs. role confusion and when
teens emotionally separate from their family of origin in preparation for beginning their
own nuclear family (Erikson, 1963; Havighurst, 1972). Cognitively, adolescents become

able to think abstractly, solve complex problems, and mentally manipulate and synthesize
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larger sets of information. Many teens develop abilities in music, athletics, and
academics that provide sources for self esteem, recognition of peers and adults, and skills
for adulthood. Normal adolescent development includes risk taking and rebellion to
differing degrees. ADHD affects the nature of and timing of adolescént development.

Characteristics of ADHD, inattention, distractibility, impulsivity, and
hyperactivity, can exacerbate “normal” teenage risk-taking and rebellion and put
adolescents at higher risk than their peers for negative experiences during adolescence.
Of adolescents with ADHD, 25-35% underachieve or fail in school, 75% experience
more interpersonal problems than peers, 28% also were diagnosed with conduct disorder,
73% displayed oppositional behavior (Biederman, Faraone, Milberger, Jetton, Chen,
Mick, Greene, & Russell, 1996a), and 50% have involvement with police (Barkley,
1990). Goldstein (1997) reported 39% of 16-23 year olds with ADHD had been arrested,
28% had been convicted of a crime, and 9% had been incarcerated.

Cantwell (1996) and Fischer, Barkley, Fletcher, & Smallish (1993) indicated that
youth with ADHD are at higher risk than non-ADHD youth for creating teen pregnancy.
Teens with ADHD are at higher risk than non-ADHD youth for motor vehicle accidents
(Barkley, Guevremont, Anastopoulos, DuPaul, & Shelton, 1993; Barkley, Murphy, &
Kwasnik, 1996); substance abuse (Horner & Scheibe, 1997; Martin, Earlywine,
Blackson, Vanyukov, Moss & Tarter, 1994; Schubiner, Tzelepis, Isaacson, Warbasse,
Zacharck, & Musial, 1995); depression and anxiety (Biederman, Faraone, Mick, Moore,
& Lelon, 1996; Biederman, Mick, & Faraone, 1998), and school failure (Barkley, 1990:
Hinshaw, 1992b), all serious social problems which often extend into adulthood. Poor

school performance and social difficulties in an adolescent with ADHD was identified as
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a significant precursor to underemployment, unsatisfactory personal relationships and
antisocial behavior in adulthood, with only 11% having no psychiatric problems as adults
(Barkley, 1990; Barkley, Fischer, Edelbrock & Smallish, 1990; Biederman, 1998;
Hinshaw, 1992a, 1992b).

Each of these negative adolescent experiences tends to disrupt family life and
increase stress in family members (Anastoupolos, Guevremont, Shelton, & DuPaul, 1992;
Kendall, 1998; Lewis, 1992; Lewis-Abney, 1993). Increased family conflict interferes
with a teen’s ability to emotionally separate from his or her family of origin. Delayed
development often leaves teens dependent on their family of origin beyond high school
years (Barkley, Fischer, Edelbrock, & Smailish, 1991).

Conversely, adolescents who succeed academically, participate in athletics and
extra curricular activities are less likely to be underemployed, socially isolated, or in
trouble with the law (Biederman, Mick, & Faraone, 1998; Biederman, et al., 1996b).
Clearly, there is a social mandate to intensify efforts to better understand this disorder in
order to intervene more effectively with adolescents and their families before further
morbidity and social difficulty occur. This study sought to understand adolescent
development and ADHD as it related to school performance during middle and high
school years.

In this section, literafure related to ADHD was reviewed. ADHD is a behavioral
disorder that affects approximately 3-5% of all children. Primary features of the
condition include inattention, distractibility, impulsivity, and hyperactivity. Frequently,
those with ADHD are diagnosed with other conditions such as depression, anxiety,

oppositional defiant disorder, conduct disorder, Tourette’s syndrome, and learning
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disabilities. In addition, symptoms of ADHD are sometimes confused with those
associated with abuse, trauma, loss, néglect, and congenital exposure to alcohol, drugs,
and other toxins. ADHD is a developmental disorder that often interferes with normal
adolescent development and puts teens who have ADHD at greater risk for negative
outcomes than peers without ADHD. These negative experiences disrupt family life and
increase stress for all family members. The next section will focus on research regarding

ADHD and families.

Literature Related to Family

Development within Families

The family is an integral part of society. Human development unfolds within
families where children are born, reared, and prepared for adulthood (Duvall & Miller,
1985; Hanson & Boyd, 1996). Developmental tasks for the adolescent stage include
achievement of mature relationships with peers, establishment of a firm identity and a
masculine or feminine social role, establishment and practice of an internal ethical system
to guide social behavior, achievement of emotional independence of parents, and
preparation for a career, marriage, and family of one’s own (Erikson, 1963; Havighurst,
1972). Difficulty in future stages is encountered when previous developmental tasks are
not met in previous stages. Parental tasks which facilitate adolescent development
include loosening family ties; maintaining the couple relationship, parent-adolescent
communication, and family moral standards; addressing risk behaviors associated with
adolescence; and promoting success in school and social life (Aldous, 1996).

Chronic Health Problems and Families

Chronic health problems refer to illnesses, diseases, and conditions that do not
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resolve within an anticipated time frame and cause prolonged impairment to normal
functioning, in contrast to an acute illness that “runs its course”. Although the terms
“illness”, “disease”, “disorder”, and “condition” frequently are used interchangeably,
there are subtle distinctions. Illness and disease often refer to beingéick; chronic
illnesses and diseases are those where symptoms wax and wane, as in asthma, heart
disease, and cancer. People look and act “sick” when the symptoms flare up. A
“condition” refers to an alteration in health usually not associated with being sick.
“Condition” is often used interchangeably with “disorder”. Many “conditions” and
“disorders” are not readily apparent as with an illness, or recognizable by a physical
deformity or defect. ADHD is such a condition; that is, without a visible deformity, scar,
or corrective appliance to alert observers to its presence.

Normal family functions and accomplishment of developmental tasks are
impacted by chronic conditions, and significant adjustments must be made by families to
accommodate chronic conditions (Deatrick & Knafl, 1990; Gedaly-Duff, Stoeger, &
Shelton, 2000). Families of children and adolescents with chronic conditions are
expected to perform normal family functions, learn how to manage the chronic condition,
and live with the constant change, uncertainty, and additional caregiving tasks that are
associated with chronic conditions (Corbin & Strauss, 1988).

Family Management Styles

Knaf], Breitmayer, Gallo, and Zoeller (1996) studied how families define and
manage a child’s chronic illness. Thematic analysis of qualitative data yielded two main
categories: defining themes and managing themes. “Defining themes” related to how

family members viewed the child, the illness, the parenting philosophy, and the nature of
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the work associated with caring for a child with a chronic illness. “Managing themes”
described the division of labor, the approach to illness management, and role satisfaction.
Defining and managing themes in combination determined how families managed their
child’s chronic illness. Five specific family management styles of a .child’s chronic
illness were identified: thriving, accommodative, enduring, struggling, and floundering.

Families of Adolescents with ADHD

There is little doubt that ADHD has a profound effect on family life. Parenting
children and adolescents with ADHD is difficult and stressful. Children with ADHD
exert a more powerful and more stressful effect on their family than do children without
ADHD (Lewis, 1992). They often need constant supervision, mature more slowly, and
become responsible for their own appropriate behavior at a later age than peers without
ADHD (Barkley, Fischer, Edelbrock & Smallish, 1990, 1991). There is considerable
research to support the bi-directional influence between child behaviors and parenting
behaviors that continues throughout the childrearing years (Anastopoulos, Guevremont,
Shelton, & DuPaul, 1992; Anderson, Hinshaw, & Simmel, 1994; Breen & Barkley, 1988;
Donenberg & Baker, 1993). |

Parents have reported feeling blamed by extended family and friends as
ineffectual when their children (Donenberg & Baker, 1993) and teenagers (Kendall,
1998) displayed ADHD behaviors. Many parents feel incompetent when dealing with
professionals. Shelton (1995) studied the information and advice parents of children with
ADHD wanted from their primary care provider. Qualitative data analysis indicated that
parents wanted physicians to be supportive rather than critical of their parenting efforts

and treat them with compassion.
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Two studies indicated that prolonged stress and family dysfunction are related.
Donenberg and Baker (1993) found that parental stress and family dysfunction result as a
cumulative process over time when children exhibited externalizing behaviors. Kendall
(1998) described a cycle where parents found themselves wearing out in the repetitive
process of becoming discouraged, recharging to advocate and intervene once again for
their child, only to find themselves burned out by the ongoing demands created by
ADHD behavior that affected home and school life. Needs of other family members
went unmet as time and energy were focused on the child or adolescent with ADHD and
siblings without ADHD were frequently victims of the aggression and impulsivity of the
child with ADHD (Kendall, 1999b).

In some cases, deleterious coping strategies were used by parents to alleviate their
stress (Anastopoulos, Guevremont, Shelton, & DuPaul, 1992; Breen & Barkley, 1988:
Pelham, Lang, Atkeson, Murphy, Gnagy, & Greiner, 1997). Maternal depression and
increased parental consumption of alcohol have been linked to increased stress resulting
from parenting children with ADHD. Pelham et al., (1998) studied parents of boys with
ADHD and found that in families with a positive history of alcohol use, alcohol
consumption increased after negative interactions with boys displaying behaviors
associated with ADHD, ODD, and CD. McCormick (1995) found a strong association
between maternal depression and presence of a child with ADHD in the family. He
concluded there is a need for primary care providers to routinely screen for maternal
depression when a child is diagnosed with ADHD.

The range of family problems which result when a child or adolescent has ADHD

includes negative parent-child interactions, increased stress, decreased coping, and
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decreased family functioning (Anastopoulos, Shelton, DuPaul, & Guevremont, 1992;
1993; Anderson, Hinshaw, & Simmel, 1994; Barkley, Anastopoulos, et al, 1991, 1992;
Barkley, Fischer, Edelbrock, & Smallish, 1991; Breen & Barkley, 1988; Brody,
Stoneman, & Gauger, 1996; Gomez, 1994). These studies together i&entiﬁed several
interactive factors that contribute to family stress and dysfunction: socioeconomic status,
marital discord, parental psychopathology, age of the child, severity of ADHD symptoms
in the child and other family stressors. Lewis-Abney (1993) found that severity of
symptoms of ADHD and increasing age of the child with ADHD correlated with
decreased family functioning and increased parental stress. Hechtman (1991) and
Kendall (1998) reported that parent-child interactions and the emotional climate of the
home became more negative during adolescence, and then improved when the young
adult with ADHD left home.

Rutter (1975; 1977), in the classic Isle of Wight study, identified six risk factors
within the family environment that correlated with childhood psychiatric problems:
severe marital discord, low social class, large family size, paternal criminal history,
maternal mental disorder, and foster placement. Biederman, et al. (1995) tested Rutter’s
six risk factors within the family environment with ADHD families. Findings revealed a
positive association among Rutter’s risk factors, risk for ADHD, and comorbid
conditions. Both studies (Biederman, et al., 1995; Rutter, 1975, 1977) emphasized that
the presence of a single risk factor does not predict psychiatric problems, rather the risk
of poor outcomes increases with two or more risk factors. These studies are congruent
with the findings of Donenberg & Baker (1993) regarding the cumulative effects of

ADHD on families.
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There is very little research on how families with ADHD manage the disorder
successfully. Kendall set out to study how families do well when a child has ADHD.
Participants in her study repeatedly stated they were not doing well (personal
communication, 1998), although indicators such as socioeconomic s;tatus, marital status,
and educational attainment of parents suggested an apparent level of family function.
Instead, families reported that ADHD negatively impacted the family experience at home
and with school.

To summarize, families are the social unit where children grow and develop skills
to become productive members of society. Chronic conditions often negatively impact
development and create stress on family members. ADHD, as a chronic condition, has a
profound, often deleterious effect on family functioning. In the next section, literature
related to ADHD and schools will be reviewed.

Literature Related to School

School is the central activity of children between 5-18 years of age; it is where
factual information, thinking and communication skills, and socially acceptable
behavioral skills are learned and practiced in preparation for a satisfying and productive
adult life. Positive experiences at school are essential to a child’s self esteem and ability
to achieve mastery academically and socially. Furthermore, academic success is a
predictor of a student’s economic and social future (Barkley, Fischer, Edelbrock, &
Smallish, 1990). Low self-esteem is one consequence of academic underachievement for
the student with ADHD that is regularly reinforced by poor report cards (Kelly &
Aylward, 1992; Levine, 1994). A second significant consequence is noted when ADHD

students become less able to compensate for deficiencies in each successive grade unti]
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failure in basic subjects begins to occur, particularly in middle school (Barkley, 1990;
Levine, 1994).

ADHD Effects on Learning

ADHD directly impacts a student’s ability to achieve academically (Levine,
1994; Faraone, et al., 1993b; Hinshaw, 1992a, 1992b). Inattention and distractibility
prevent the student from gathering, processing, synthesizing and applying information
presented for learning (Barkley, 1997). Distractibility interferes with thinking skills and
memory retrieval; overactivity and impulsivity is disruptive to classroom activities
(Barkley, 1990). Adolescents with ADHD often have difficulty distinguishing salient
features from less significant detail and they suffer with problems of organizing thinking,
prioritizing tasks and allocating time, which are essential skills in middle and high school
(Cantwell, 1996; Levine, 1992). Failure to complete homework becomes a hallmark of
the disorder (Weiss & Hechtman, 1994).

These descriptive characteristics of ADHD effects on learning correlate with
Barkley’s (1997) model of disinhibition (Figure 3). A poor working memory and delayed
internalization of speech contribute to decreased ability to manage time, and impaired
reading comprehension. Poor reading comprehension puts students at risk for
underachievement or school failure. Immature motor control leads to hyperactivity, and
the inability to make smooth transitions between classes and school activities or
participate in quiet social activities at school. Deficits with internal locus of control
contributes to difficulty delaying gratification, impulsivity, and the persistence of
egocentricity, all of which often are associated with behavior problems at school.

With or without behavior problems in the classroom, many students with ADHD



have failed to master essential basic skills in reading, writing and math; 25-35% have
experienced grade retention (Barkley, 1990). Remediation is necessary and discouraging
to the student with ADHD; academic underachievement or failure m'fly occur or students
drop out of school completely (Levine, 1994). Barkley (1990) reported that 90% of
students with ADHD were unable to produce the expected volume of school work, that
25-35% had learning disabilities, and 35% failed to finish high school. These problems
are significant because dropping out of school often precludes adequate employment
opportunities, and it denies the student of the social learning opportunities essential for
satisfying personal and social relationships in adolescence and into adulthood.

The consequences of adult ADHD exteﬁd to all of society. Adults with ADHD
are less productive in the work force, they consume costly social services, they perpetuate
the cycle of academic underachievement and sub-optimal family functioning when
inadequately prepared to parent their own children. They may pass on the genetic
predisposition for ADHD without mastering the life skills necessary to mitigate the
effects of ADHD on daily living (Weiss & Hechtman, 1994; 1986).

School Law and Students with Disabilities

Three federal statutes provide students with special education services and
protection of civil rights accorded to persons with disabilities: the Individuals with
Disabilities Education Act, or IDEA (Public Law 99-476); Section 504 of the
Rehabilitation Act of 1973 (Public Law 93-112); and the Americans with Disabilities
Act, known as ADA (Public Law 101-336). Each of these statutes recognizes ADHD as
a disabling condition. The Rehabilitation Act and the ADA are civil rights statutes that

prevent discrimination against participation in public school based on disability. IDEA



requires schools to provide special education services to students with disabilities. Each
law as it relates to students with ADHD will be discussed next.

The Rehabilitation Act of 1973, Section 504, provided that no “otherwise
qualified handicapped individual” be excluded from participation in programs and
activities receiving federal funding, including schooling. “Handicapped” in this statute
was defined as having a mental or physical impairment that substantially limited one
more major life activities, and ADHD was included within this definition. This civil
rights law protected students’ right to participate in public education. While schools are
required to provide accommodations for children with disabilities under this Act, no
funding is attached because this law does not require special education be provided. It
merely provides the right to participate in public schooling. ADHD students who do not
require special education services but who need other accommodations necessary for
their participation in school have an educational plan written annually called a “Section
504” plan, in reference to this Act.

The Americans with Disabilities Act (Public Law 101-336) is another federal civil
rights statute aimed at eliminating discrimination against disabled persons. The
definition of “disability” in this Act is identical to that in the Rehabilitation Act of 1973
and prohibits denial of the right to participate in school based on disability. Most
students who require special accommodations in the classroom (for example, extra time
to complete tests) but not special educational services are served under the Rehabilitation
Act of 1973, Section 504 rather than under the ADA. However, ADHD students with
severe behavior problems cannot be denied the right to attend public schools based on

their behavioral disability; protections under the ADA (rather than Section 504 of the



Rehabilitation Act) are usually invoked in these situations. Like its predecessor, the
Rehabilitation Act of 1973, there is no funding for schools attached to the ADA and
students do not receive “special education” services under this Act. ‘

In 1975, Congress passed the Education for All Handicapped Children Act
(Public Law 99-142) that did provide for special education services, referred to as “free
and appropriate public education” in the Act. Funding was appropriated by this Act to
help school districts pay for the special education costs. Thus, this statute required all
schools to provide special education to disabled students who needed it. In 1990, the law
was expanded and renamed The Individuals with Disabilities Education Act, also known
as IDEA, (Public Law 101-476). Amendments to IDEA were passed in 1997 (Public
Law 105-17) which included a stronger mandate for parent participation in educational
decision making about their children through the individualized educational plan (IEP)
process than the original Act.

Adolescents with ADHD qualify for special education services under IDEA in
one of three categories of disability: severe emotional disturbance, specific learning
disabilities, and “other health impairments”. Students with only ADHD fit in the IDEA
category, “other health impairments”, however, students with comorbid conditions often
qualify within the “severe emotionally disabled” or “learning disability” categories,
depending on severity of ADHD symptoms and the presence of comorbid conditions.
Those who qualify for IDEA must have an individualized educational plan (IEP)
developed jointly by school personnel and parents to plan, implement, and evaluate the
special education services plan to facilitate success in school for the adolescent with

ADHD.



Family-School Connections

Most professionals agree that both home and school are involved in socializing
and educating children. Family-school connections are important for all students as
evidenced by studies linking parent involvement and school perform;mce. Stevenson &
Baker (1987) studied the family-school relationship and the child’s school performance.
The sample included 179 children, parents, and teachers from a large national database.
Results indicated a positive relationship between parent involvement and school
performance. Mothers with higher educational levels demonstrated higher levels of
parent involvement, and involvement tended to be greater with younger children than
older children.

In a more recent study, Grolnick & Slowiaczek (1994) studied relationships
among academic achievement as measured by report card grades and three types of
parent involvement with school: behavioral, personal, and cognitive/intellectual,
Behavioral involvement included overt things parents do that are visible to the child and
school personnel, as in attending open house and volunteering at school. Personal
parental involvement included conveying positive feelings about school and the child,
discussing school frequently and positively, and encouraging the child when doing
schoolwork at home. Cognitive/intellectual parental involvement included providing
stimulating educational experiences at home through books, visits to museums, reading
together, etc. Results indicated that parent involvement in early elementary grades
affected the child’s motivation to learn, and that later in school, parent involvement and
the student’s own internalized motivation interactively fueled school performance.

Epstein and Lee (1995) reported on national patterns of school and family
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connections in the middle grades. Corroborating the work by Stevenson and Baker
(1987), results of the Epstein and Lee (1995) study indicated that parent involvement
diminished as children moved from elementary to middle school, despite the ongoing
need for parent involvement regarding course selection and transition from school to the
work force.

Models of family-school connections. Although there are many models of

family-school connections, the common elements in each include a collaborative
relationship among parents, school personnel, and the student (Kampwirth, 1999; Levine,
1994; Thomas, Correa, & Morsink, 1995). One model of family-school connections
emerged from data collected from parents, students, and principals in the National
Educational Longitudinal Study of 1988 (NELS:88). The model (Epstein & Lee, 1995) is
composed of overlapping spheres of influence in a child’s academic life: school, family,
community, and peer group interactions. Each sphere can be moved closer to another to
overlap or be pulled apart, depending on forces within each environment. The external
structure of the spheres is affected by behaviors (reflections of philosophy, practices, and
background characteristics of each sphere) and time (changes in students with each
successive grade, and historical information). Internal structure of the model included
interrelationships among participants in school, family, and communities who work in
partnerships.

Types of parent involvement. The model (Epstein & Lee, 1995) also described

six types of parent involvement, including practices initiated by parents or school, and
practices that occur at home or at school. Type 1 parent involvement is the basic

obligation families have for parenting and creating an environment that supports learning.



Type 2 involvement is the school’s basic obligation to communicate with parents
regarding student performance and school programs. Type 3 involvement consists of
parent volunteer work and attendance at school functions. Type 4 involvement regards
home-based learning activities, parent participation in homework, Wﬁich informs parents
about curriculum and subject mastery, and encouragement to learn. Type S involvement
includes parents’ participation in school decision-making through parent organizations,
and school committees. Type 6 involvement is community collaboration designed to
enhance family-school connections through accessing services available and developing
additional community services related to school. Although configured differently, parent
involvement types 1, 3, and 4 in this study are similar to the three types of parent
involvement described above by Grolnick and Slowiaczek (1994).

Results from Epstein & Lee’s (1995) analysis of the National Educational
Longitudinal Study of 1988 (NELS:88) indicated that nearly all parents were involved in
their children’s education and participated most often in type one and type three
involvement. Parents also reported participating in community activities but not
necessarily activities related to school. Conversely, parents reported that schools rarely
contacted ﬁhem about type two, type five, and type six involvement, except for sending
report cards and rare notices about school functions. This study suggests that parents
most often initiate the family-school connection.

Parent Involvement as a National Education Goal

Parent involvement in school is one of the National Education Goals (National
Education Goals Panel, 1994) and was included as a major emphasis by Congress in the

1997 Amendments to IDEA. The Act specifically stated that parents have rights to
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consent, notification, participation in the decision-making about their child’s education

and in educational policy-making.

In response to the Congressional emphasis on parent involvement in the
Amendments to IDEA, the Office of Special Education and Rehabilitative Services
(OSERS), an agency within the U.S. Department of Education, devoted an entire section
on parent involvement in its Twenty-first Annual Report to Congress (U. S. Department
of Education, 1999) using a model of the parent involvement process (Hoover-Dempsey

& Sandler, 1995) to discuss current status of parent involvement and future directions.

Hoover-Dempsey & Sandler (1997; 1995) identified factors that influence parent
decisions to become involved at school, which included how parents view their role in
their child’s education, the parent’s sense of efficacy in helping their child to succeed in
school, and the parent’s response to invitations and demands for involvement from either
school personnel or their child. Specific behaviors of school personnel were found to
enhance parent involvement: establishing an ongoing relationship with family members,
education of teaching staff to facilitate parent involvement, teaching families about their
rights as parents, and using specialized strategies to improve parent involvement. The;se
strategies included improving communication, tapping parent expertise, and involving
families in community-based educational interventions. Behaviors found to impede
parent involvement included staff not appearing to listen to parents, failing to attend
meetings with parents or leaving early; failing to solicit parent information, using

technical jargon, and failing to respect cultural differences.

Parent involvement in school when students have an illness or disability

Family-school connections are more important when students have medical,
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learning, and behavior problems (Kampwirth, 1999; Levine, 1994 Thomas, Correa, &
Morsink, 1995). Parental involvement at school is required when students with chronic
medical conditions need their parents and teachers to share information and develop
strategies to manage the illness at school. Zoeller (1996) studied the ’school experience

of families with chronically ill children with insulin-dependent diabetes to understand
family-school relationships from the perspective of the family. Three family-school
relationship styles emerged from the data, satisfactory, guarded, and unsatisfactory,
based on parents’ involvement with school. Of thirty-one families with a child with
insulin-dependent diabetes who participated in the study, a majority (60-70%) indicated
a satisfactory family-school relationship style. However, 30-40% of parents reported a
guarded or unsatisfactory relationship with school, despite parent-initiated ongoing
contact with school to share information on the child’s condition, provide supplies,
educate teachers to manage health needs during school hours, and solve problems.

Dyson (1986) investigated the experiences of nineteen families of children with

learning disabilities regarding parental stress, family functioning, and sibling self-
concept. Parents indicated three problematic experiences with school: the length of
time schools took for recognition, assessmeﬁt, and identification of the learning
disability, additional costs incurred by the family for the assessment and tutoring, the
child’s own problems with school (skipping classes, suspension, low self esteem, trouble
adapting to mainstreaming, behavioral problems); and concerns regarding their
children’s academic experiences (poor grades, lack of appropriate teaching materials,
reduced teacher attention to student). Parent involvement in school in this study was

indicated by parents’ reports of spending more time and energy on the child with
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learning disabilities. Results showed that parental satisfaction with their child’s school
experience was related to reports that the student was “doing well”.

Parent Involvement in school when students have ADHD

In contrast to Grolnick and Slowiazcek’s (1994) findings that barent involvement
had a positive effect on student grades, Kendall (1998) and Shelton (1995) reported that
children and adolescents with ADHD frequently experienced academic
underachievement despite strong parent involvement. Parents of school-aged ADHD
students reported that parenting activities related to homework (such as dealing with
students bringing home assignments or losing or failing to turn in completed work) rated
as “most problematic” compared to other parenting responsibilities (Shelton, 1995).
Only problems related to daily routines rated of higher concern than school problems;
problems regarding behaviors, socialization, eating, medication, sleeping and dressing
all were rated of lesser concern than problems with school.

Kendall (1998) conducted a grounded theory study about how families do well
when a child has ADHD. Instead of discovering successful strategies for dealing with
ADHD, family members revealed seven types of disruptive behavior that negatively
affected the family: aggression, “out of control” hyperactivity, social and emotional
immaturity, leérning problems and academic underachievement, family conflict, isolation
and rejection by extended family, and negative peer interactions. However, the primary
pattern of disruption caused by ADHD was the frequently unsuccessful attempt to get the
child with ADHD to do something that needed to be accomplished. As children entered
adolescence, problems related to school escalated. Students often avoided discussing

school at home and resisted parental efforts to create educational opportunities at home;
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homework was major source of family conflict. For teens, motivation to try harder
diminished with each passing year and a pattern of negative reinforcements to self esteem
and academic achievement was established (Kendall, 1998). For parents, a cyclic pattern
of getting stuck, giving up, recharging, burning out and getting stuck égain was reported.
Parents continued to put effort into talking with teachers and trying new medication, but
over time, the pattern of getting stuck and giving up became more serious regardless of
the degree of parent involvement in school (Kendall, 1998).

In summary, there is evidence to support the idea that increased parental
involvement at school leads to improved academic performance in students. For children
and adolescents with medical conditions and learning disabilities, often parental
involvement is increased with the focus on helping school personnel to manage the
illness or disability while the child is at school. Two studies with families of children and
adolescents with ADHD, however, indicated that although parents are involved with
school, students did not perform well as a result. This study aimed to discover the
processes involved in parent involvement in school and to understand why that, despite
parent involvement, students with ADHD have great difficulty with school.

Need for this study

Much of the medical and psychological research about ADHD is on diagnosis and
treatment, with the major focus on medication management and behavioral interventions
(Cantwell, 1996; Greenhill, et al., 1996; Hechtman, 1993; Nathan, 1992). Professional
education literature contains research about classroom management and teaching
techniques for ADHD children. These studies address the primary symptoms of ADHD

and seek to remediate the effects of inattention, distractibility, impulsivity and
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hyperactivity at school.

Family studies about ADHD trace genetic transmission, family stress and coping,
and longitudinal outcomes (Biederman, et al., 1992, 1996b; Faraone, et al., 1993a, 1993b,
1995). Few studies were found which produced a theoretical understénding of family
interactions and processes. Kendall (1998) used grounded theory method to study the
experience of families when a child had ADHD, and findings indicated that school was
one of seven significant sources of family disruption. Since school is the major activity of
children ages 5-18, many daily family activities center on getting children to and from
school and helping them with homework and other school-related tasks. No research has
addressed how families experience school when a teenager has ADHD, highlighting the
need for this study.

Summary

ADHD is a chronic, neurobiological condition that is characterized by persistent
behaviors of inattention, distractibility, impulsivity and hyperactivity. Review of the
literature documented that ADHD is known to negatively impact family life, adolescent
development, and academic achievement, with significant negative costs for individuals,
families and society. Research has focused primarily on diagnosis and treatment and
secondarily on behavior management, educational strategies, and assessment of family
functioning. There is no research specifically focusing on the family experience with
school when an adolescent has ADHD. The purpose of this study was to generate a
theoretical understanding of the family experience with school from the perspective of
the parents and adolescent with ADHD. Findings can be used to plan interventions

aimed at alleviating family disruption and facilitating social, emotional, and academic



competency in adolescents with ADHD.
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CHAPTER THREE

RESEARCH DESIGN AND METHODOLOGY

Grounded theory methodology was chosen for this study to generate a theoretical
explanation of the family experience with school when an adolescent has ADHD. In this
chapter, an overview of the methodology is presented, the historical and conceptual
underpinnings of grounded theory will be discussed and variations of grounded theory
methods will be compared. In addition, the rationale for selecting grounded theory for
this study will be presented.

Overview of the Methodology

Grounded theory method is one approach to the study of human behavior and
group life. It produces a theory developed inductively from data rather than deductively
from pre-existent knowledge or theory (Glaser & Strauss, 1967). 1tis called grounded
theory because all aspects of the final product are “srounded” in data, and although now
in abstracted form, each part of the model can be traced back to specific instances of data.
The philosophical roots of grounded theory come from symbolic interactionism, a
perspective in which society is viewed as a complex system of interactions and processes
about which individuals attribute personal meaning and construct social behavior
(Blumer, 1969). Thus, grounded theory provides an in-depth description of a substantive
area of social life and establishes relationships among concepts that offer theoretical
explanation of complex social phenomena.
Historical Underpinnings of Grounded Theory

At the beginning of the 20" century, science was dominated by the positivists

who held the philosophical position that there was a “reality” which existed and could be
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known. Its aim was to produce explanation, prediction and control of the world in which
humans lived. Physical and life sciences were the primary focus of investigation.
Psychology was of great interest; most psychélogical research was based on biological
models and employed laboratory methods used by animal scientists.

The positivists thought that objects of study and investigator were independent
entities and that objects could be studied without being influenced by the investigator.
They characterized science as unidirectional when the values and biases of the
investigator were controlled by using rigorous procedures of research. Similar findings
from replicated studies indicated findings to be “true” (Denzin & Lincoln, 1994).

The positivist view became modified as scientists grappled with criticism of
positivistic “truth” claims and the intuitive conflict between rigid laboratory methodology
and its applicability to the study of human behavior and social life. Therefore, post-
positivists emerged with a somewhat tempered view that still aimed for explanation,
prediction, and control through science, but claimed that hypotheses that were not proved
false were “probable” facts or laws. This modified paradigm acknowledged that “reality”
could be known only imperfectly. Those who subscribed to this tempered view of truth
and reality were called contemporary empiricists. They recognized that using
quantitative, experimental designs were not the most suitable methods for social science
when researching topics not easily reduced to quantifiable dimensions (Denzin &
Lincoln, 1994; Kegley, 1995).

Rapid change and deep social upheaval from the historical and economic realities
of World War I and The Great Depression resulted in a need to develop sensitive research

methods for use by academic scholars attempting to understand the current social
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experience (Appleby, Hunt, & Jacob, 1994). Pragmatism, a philosophical movement
most influential between the two world wars in Europe and America, offered scholars a
perspective for understanding complex social phenomena (Shalin, 1986). Pragmatists
emphasized that meaning and truth of any idea were functions related to its practical
outcome: truth was what worked to solve problems and explain reality (Hoibraaten,
1991). Pragmatists rejectecli the notion of a single, knowable “reality” and simplistic,
cause and effect explanations of social phenomena. Instead, Pragmatists promoted a
view of pluralistic realities based on the meanings that people ascribe to particular
situations (Kasper, 1995). The American Pragmatist Movement in the United States
became closely associated with the emergence of the “Chicago School” of Sociology in
the early 1920’s. Scholars who held this view at the newly established Department of
Sociology at the University of Chicago included Charles Horton Cooley, W. 1. Thomas,
John Dewey, George Herbert Mead, and Herbert Blumer. Blumer (1969) is credited with
coining the term “symbolic interactionism” to describe what now is both a theoretical
perspective on human society and a basis for methodological investigation of social
phenomena, reflective of the pragmatist philosophical perspective.

The teachings of symbolic interactionism initially were an oral tradition, not
committed to writing by the scholars themselves, but by students of the professors at the
Chicago School. Two such students contributed works now considered classics in

symbolic interactionism. Charles W. Morris (Mead, 1934) edited notes of many students

to produce Mind, Self, & Society: The Works of George Herbert Mead (Mead, 1934).
Blumer (1969) compiled a collection of his own essays and articles previously published

between 1937 through 1959 into a single work describing symbolic interactionism as
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both perspective and method that were useful for the study of social science. Grounded
theory would be one of the methods to emerge to meet Blumer’s challenge to develop
research methods incorporating the symbolic interactionist perspective.

Conceptual Underpinnings of Symbolic Interactionism

A core assumption within symbolic interactionism is that human beings are
thinking, acting, and creating individuals who respond to actions of others through a
process of interpreting behavior of other humans (Blumer, 1969). Symbolic
interactionists incorporated the idea of a person interacting with the self as the mediating
activity in human behavior and group life (Mead, 1934).

There are three basic tenets of symbolic interactionism: 1) human beings act
toward things (objects, people, ideas, situations, etc.) on the basis of the meanings that
things have for them; 2) the meaning of such things is derived from, or arises out of,
social interactions; and 3) these meanings are handled in and modified through an
interpretive process used by the person in dealing with things he or she encounters
(Blumer, 1969). These basic assumptions addressed the core of human behavior and
social life and provided a mechanism for understanding the complexity of individual
behaviors and group interactions. This is important because unlike physical and
biological science which are governed by law-like regularity, human behavior and social
life are comprised of infinite variety generated by the human interpretive process and the
meanings ascribed to each human interaction. The basic assumptions of symbolic
interactionism accounts for the complexity of social relationships.

Symbolic interactionism also contains concepts that are useful in understanding

human behavior and social life. In particular, the notion of self is central to symbolic
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interactionism. Cooley (1902) first described “the looking glass self” and characterized it
as the ability of one to take the role of another. Mead (1934) extended this notion of self
to include the ability to see oneself from the perspective of a particular “other”, meaning
a particular individual, and a “generalized other”, the symbol of sociefy and social values
of group life. This consciousness of self and others takes place in the mind, where
symbols are constructed, interpreted, and modified (Mead, 1934). This understanding of
the “self” explains how one relates to self and others within oneself.

In contrast, the way one relates to another person or group is called “jbint action”,
the interaction between groups and individuals which make up social acts (Blumer,
1969). Blumer (1969) described joint action as “the fitting together of the lines of
behavior of the separate participants” (p. 70) and states that the life of a society
constitutes the whole of joint actions. Joint actions are the result of the ongoing process
whereby individuals assign meaning to symbols; act in response to those meanings; then
observe and interpret the actions or symbols presented by others, assign new, different, or
further meaning. They act again in response to further interpretation and interaction with
the “self’, but this time, act not only to the personal meaning constructed within the
“self”, but in “joint action” with another individual or group.

Two other essential concepts within the symbolic interactionism perspective are
socialization and definition of the situation (Klein & White, 1996). “Socialization” is the
process by which meanings of symbols are transmitted, learned, and understood; initially
this occurs within the context of the family as development unfolds for all family
members across the lifespan. After childhood, socialization still occurs within the family

but is also influenced by the wider social context. When seeking understanding about
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meanings attributed to symbols in a person’s life, it is necessary to consider not only the
meanings that were taught and learned within the family, but also the processes and
context used to transmit such meanings. “Definition of the situation” refers to how
perception of reality impacts human behavior (Mead, 1934, Klein & White, 1996). This
concept helps account for meanings that are incongruent with others’ reality, or the
“obdurate world” (Blumer, 1969) which exist outside of, and apart from, individuals’
perceptions.

Thus, symbolic interactionism provides a philosophical and conceptual basis for
the study of group life and human behavior. Grounded theory was developed to generate
theory of substantive social phenomena and was philosophically congruent with the basic
tenets of symbolic interactionism, incorporating the concepts of mind, self, socialization,
and the definition of the situation into the methodology.

History and development of grounded theory

Barney Glaser, a demographer who studied at Columbia University, was trained
in quantitative methods but became attracted to the rich contextual knowledge produced
by the emerging qualitative methods lodged in the interpretive paradigm of scientific
inquiry. Anselm Strauss was trained as a sociologist at the University of Chicago where
he had been influenced by Herbert Blumer. Strauss moved to the University of Indiana to
teach and conduct qualitative research (Strauss, 1965); here he worked with Leonard
Schatzman (Strauss, Bucher, Ehrlich, Schatzman, & Sabshin, 1964). In 1964, Strauss
and Glaser were invited by Dean Helen Nahm at University of California San Francisco
School of Nursing to promote the use of qualitative research by nurses. Schatzman later

joined them at UCSF. His area of expertise was field research (Schatzman & Strauss,
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1973). All three colleagues worked together at UCSF, collaborated on books (Glaser &
Strauss, 1967; Schatzman & Strauss, 1973), facilitated graduate qualitative methods
seminars and served on dissertation committees.

Glaser and Strauss published The Discovery of Grounded Theérv in 1967 and

both men used the method in their own research (Glaser & Strauss, 1964; 1965) and
while mentoring graduate nursing students. As interest in the method grew, so did the
need for further explication of the method. Glaser responded by publishing Theoretical
Sensitivity in 1978 wherein he emphasized tﬁe need for the theory to emerge from the
data by remaining sensitive during data collection and analysis. Strauss later published

Qualitative Analysis for Social Scientists in 1987.

Supporters of grounded theory requested more detailed information about
| processes and procedures to instill confidence in the investigator and rigor in the method.
Critics of the method cited the lack of clearly articulated procedures as a primary
weakness and challenged grounded theorists to clarify their analytic strategies
(Sandelowski, 1986; Lincoln & Guba, 1986). In response to both the critics and
supporters, several publications provided an ongoing dialogue about the purpose and
procedures of grounded theory. Strauss and Corbin, a colleague of Strauss at UCSF,

wrote Basics of Qualitative Research: Grounded Theory Procedures and Techniques in

1990. Schatzman (1991) published an essay describing dimensional analysis, a similar
qualitative method resulting in a grounded theory, which Schatzman developed as a result
of mentoring students struggling with qualitative data analysis. Glaser (1992) responded

to Strauss and Corbin’s 1990 book with Basics of Grounded Theory Analysis to further

the discussion and development of grounded theory methods. By the mid-1990’s, it
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became apparent to supporters and critics alike that variations of grounded theory were
emerging to address a variety of research questions and philosophical perspectives
regarding the study of human behavior and group life.

The Variations of Grounded Theory

There are three main variations of grounded theory method: the traditional
method as originally described by Glaser & Strauss (1967), an adaptation developed by
Strauss and Corbin (1990), and dimensional analysis which was developed by Leonard
Schatzman (Schatzman, 1991). Variations of grounded theory arose as Glaser, Strauss,
Schatzman, and Corbin mentored students in the use of grounded theory for different
kinds of research projects that required clarification of existing procedures or the
development of additional ahalytic strategies (Glaser, 1992, 1994; Schatzman, 1991,
Stern, 1994; Strauss & Corbin, 1990;). In addition, the philosophical perspectives of the
developers of grounded theory changed over time and are reflected in variations that now
exist. Each variation has strengths and is applicable to particular types of research
questions (Annells, 1997; Robrecht, 1995) and analytic challenges (Kendall, 1997).

Traditional grounded theory. Traditional grounded theory is best described in the

original work by Glaser and Strauss (1967) and subsequent writings of Glaser (1978,
1992). In addition to his writings about the method, Glaser collected the works of others
and published examples of traditional grounded theory to further illustrate the method
(Glaser, 1993, 1994, 1995). According to Glaser (1992), the hallmark of traditional
grounded theory is the belief that the theoretical understanding of a phenomenon will
emerge as abstraction of ideas occurs to the researcher. Analytic strategies called

theoretical sensitivity, theoretical saturation and theoretical memoing will produce a



theory that is relevant, grounded (“fits” the data) and “works” to explain the phenomenon
of interest (Glaser, 1978, 1992).

The research question in a qualitative study represents a general area of interest or
concern to the researcher or to a group of participants. The goal of traditional grounded
- theory is to discover the basic social process that is of primary interest or concern to the
participants (Gl'aser & Strauss, 1967). Initial interviewing of participants begins with
broad, open-ended questions, which become more focused as results of early data
analysis indicate what is relevant. Use of thé literature is reserved for later in the
research process to reduce preconceived understanding.

Reiterative data collection and data analysis are used during the data expansion’
phase of traditional grounded theory. Coding instances of data is the first step in
conceputalization and theorizing. Initially, coding includes the naming of ideas
generated by the data and by comparison with other data. Comparisons are made
between separate segments of data (which then are coded conceptually), between
'segments of data and concepts or codes, and between concepts as the theory emerges
from the data (Glaser, 197 85. Codes provide an abstract, distilled description of a
phenomenon. The coding process is more than just a labeling task; it is a vehicle for
theoretical sensitivity when ideas occur to the researcher as the data are analyzed.

Open coding is the process by which the researcher labels what the data indicates
and what is happening in the data. This process quickly moving from beyond mere
labeling to more fully describing the aspects suggested by the codes: the dimensions,
properties, variations, etc. Open coding also verifies and saturates individual codes

through constant comparison of data, and categories (clusters of codes) emerge.
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Theoretical relationships among codes may be discovered by using the “families of
codes” (Glaser, 1978) that éid the researcher in densifying the categories in preparation
for selective coding. Selective coding is the search for a core category that best explains
the data. Each level of coding becomes more abstract. Finally, a coré category is
selected during the data limitation phase that is central to the problem, related to almost
all of the other categories, it recurs frequently in the data, and is completely variable.
The core category represents the main concern of the participants and the attendant basic
social process. The core category is then centralized in the writing of the traditional
grounded theory.

Glaser defined basic social processes as “theoretical reflections and
summarizations of the patterned, systematic uniformity flows of social life which people
go through, and which can be conceptually ‘captured’ and further understood by the
construction of basic social processes theories (Glaser, 1978, p.100). These processes
occur over time and change over time. Frequently, basic social procesées address the
solution to the concerns of the participants. Therefore, a grounded theory helps to
explain and interpret social phenomena and provides a transcendent view of related,
individual instances, which would unlikely be understood in isolation.

Theoretical sensitivity is both an analytical process and a personal quality
developed in the grounded theorist. The process refers to the activity of data analysis
during which the researcher takes a particular instance of data and renders it as a
theoretical notion by comparison with other data and by employing analytic strategies of
theoretical sampling and theoretical memoing. The quality in the researcher refers to the

personal ability to be open and flexible as ideas occur during coding activity and
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comparative analysis. It is assumed that theoretical sensitivity increases in both aspects
as the research project proceeds.

Theoretical sampling is the analytic strategy used during data collection and
analysis to determine what data to collect next and where such data might be found. The
process of theoretical sampling is guided by the emerging theory from the data rather
than from a preconceived plan suggested by the literature or some other logic. According
to Glaser and Strauss (1967), the basic questions in theoretical sampling are what groups
does one turn to next for data collection and for what purpose? The answers to these
questions provide direction for next round of data collection. Theoretical saturation is the
point in data collection and analysis where no new information is forthcoming and the
properties of categories appear complete, even after deliberate sampling attempts to fully
explore the properties by using comparison groups yield nothing new.

Theoretical memoing is the recording of decisions made about data collection and
analysis and to track the thinking and development of the grounded theory. Using
techniques of theoretical sampling and memoing, a conceptual understanding arises.
Theoretical memoing also contributes to the evaluative process by which a grounded
theory is judged. Criteria for the critique of a grounded theory includes an assessment of
its relevance and fit with the data, its ability to explain what has happened, and its
interpretation of the data, or how the theory “works” (Glaser & Strauss, 1967), and its
ability to be modified over time (Glaser, 1978).

Strauss and Corbin Variation. A variation of traditional grounded theory has been

developed by Strauss and Corbin that resulted in their book, Basics of Qualitative

Research (1990). Their aim was to provide basic information and procedures to those
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new to qualitative research. They clarified meanings of terms and developed several
analytic procedures to demystify the emergence of theory from data: axial coding and the
use of a paradigm model.

Coding is the act of analyzing data. In this variation, open coding is the process
of breaking down data into “bits”, comparing it to other “bits”, conceptualizing and
categorizing these “bits”. Concepts are conceptual labels named by the researcher to
describe discrete instances of the phenomenon. Categories are classes of concepts that
emerge through comparing one code with another to look for similarities or variation.
They represent more highly abstract ideas. Categories include codes describing
properties (attributes) and dimensions (location of properties along a continuum) of
concepts.

Axial coding occurs during the data limitation phase and involves making
connections between categories and their subcategories. Axial coding involves
specifying the conditions, context, actions, and consequences (subcategories) of a
category about a phenomenon. This process uses the Paradigm Model that serves as a
structural process to link subcategories. Its purpose is to help the researcher think
systematically about the data and to see complex relationships.

Paradigm model

Conditions = Phenomenon = Context = Intervening conditions =>

Action/Interaction strategies = Consequences

An additional procedural strategy called the conditional matrix is an analytic aid

to distinguish and link levels of conditions and consequences within the paradigm model.



This model of concentric circles locates the level of social interaction along the
individual-social continuum (i.e., interpersonal interaction vs. community or national
level of interaction) and can be used to designate specific conditions about a particular
phenomenon and help define the scope of the grounded theory

Selective coding is the process of selecting the core category or the central
phenomenon that serves to integrate all other categories. There are five steps used in
selective coding: 1) explicating the story line, 2) relating subsidiary categories around the
core category, 3) relating categories at the dimensional level, 4) validating the
relationships against the data, and 5) filling in categories needed to refine or fully develop
the theory.

In step one, the story is dense description of the phenomenon, now called the core
category. The story line is a conceptual explanation of the story. Relationships in steps
two and three result from the use of the paradigm model. Step four consists of writing
statements of relationships and then returning to data for validation and illustration. Step
five reviews the overall theoretical relationships and returns to data or seeks specific new
data to complete conceptual density and specificity. The final product of this version is a
written grounded theory about the social phenomenon explained in terms of the core
category. This study was based on the Strauss and Corbin method of grounded theory

(Strauss & Corbin, 1990).

Dimensional analysis. Dimensional analysis is a third variation of grounded
theory, developed by Leonard Schatzman (Kools, et al., 1996; Schatzman, 1991).
Dimensional analysis uses the process of “natural analysis” systematically to understand

“what all is going on here” (Robrecht, 1995). According to Schatzman, natural analysis
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1s the way people naturally “figure things out”, that this process is learned at a very early
age, and grows more sophisiicated with maturity (Kools, McCarthy, Durham, &
Robrecht, 1996). Dimensional analysis is a variation of grounded theory that is useful
when researching decision making and problem solving aspects of ht’lman behavior
because it explicates how people “figure things out”.

The Common Research Process. Although a debate exists (Annells, 1997;

Kendall, 1999; Robrecht, 1995) regarding the philosophical and methodological issues
involved in these three variations of grounded theory, there is a research process and
research design common to all grounded theory studies. There are two main phases in
the research process in grounded theory. The first is the data expansion phase, the second
is the data limitation phase. Data collection and analysis occur reiteratively throughout
both phases and continue until no new categories are forthcoming from the data.

Data expansion occurs as data is collected and analyzed initially. For descriptive
purposes, phases are described here in a linear progression, but in practice, the process is
not linear but recursive. Coding of data is the primary analytic strategy that fractures the
data into its smallest units of ideas. Initial coding may be merely a process of labeling an
idea or it may begin the process of abstracting an idea from a specific instance. The

_primary goal during data expansion is to identify as many ideas and examples about the
phenomena as possible. Codes are grouped or clustered together according to similarities
into larger code units or more abstract categories. The deliberate search for relationships
between categories is reserved for the second phase of analysis (data limitation) but
potential relationships may begin to emerge as the researcher ponders the data and

explores clustering of codes together.



37

At a point during the data expansion phase, a “critical mass” of categories is
reached when no new categories emerge through the process of theoretical sampling
(Glaser, 1978; Schatzman, 1991). It is emphasized that data collection and analysis
continue simultaneously throughout both phases of the research proc‘ess until theoretical
saturation has been reached and the writing of the narrative grounded theory is
undertaken.

The data limitation phase begins when categories are grouped and placed in a
tentative theoretical form to explain the subject under investigation. At this point each
variation of the method employs its own procedures for discovering relationships among
the categories to form a theoretical understanding of the phenomenon.

The final product is a grounded theory about human behavior and group life. The
grounded theory may be presented as a written narrative or a theoretical statement of
propositions and hypotheses. One category is selected as the perspective from which all
other categories are described and explained. These categories are organized according
to the structural procedure associated with the particular variation selected for the study
The procedures used during data limitation and writing of the grounded theory
distinguish one variation from the others.

Evaluation in Grounded Theory Method

There are two sets of criteria by which qualitative research is judged:
trustworthiness and authenticity (Sandelowski, 1986; Denzin & Lincoln, 1994). In
addition, grounded theory has its own criteria (Glaser, 1978, 1992; Glaser & Strauss,

1967, Strauss & Corbin, 1990).
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Trustworthiness includes an assessment of credibility, transferability,
dependability, and confirmability (Lincoln & Guba, 1985). Strategies used to establish
credibility of data include persistent observation, peer debriefing, and member checks
(Denzin & Lincoln, 1994). Persistent observation results from the or‘lgoing process of
theoretical memoing, or recording one’s thinking about the data. Peer debriefing is the
practice of discussing the data with professional colleagues; member checking is the act
of taking conceptualized data back to participants for clarification, confirmation, or
revision. These strategies are intended to probe for bias, explore meaning extracted from
data, and clarify the basis for interpretation of data with trained qualitative researchers
and with participants. Dependability and confirmability are judged by the use of an
inquiry audit which examines both the process used in the study and the product which is
evaluated at each step of the research process (Lincoln & Guba, 1985; Rodgers &
Cowles, 1993). Authenticity criteria include a more subjective approach that reflects the
interpretive position more closely and examines ontological, educative, catalytic, and
tactical authenticity (Denzin & Lincoln, 1994),

Specific criteria for judging grounded theory include judging the final product by
its “fit”, ability to “work”, its relevance, modifiability, and its parsimony and scope of
explanatory power (Glaser & Strauss, 1967). “Fit” means that the categories emerge
from the data directly and are not forced; and “work” is defined as categories that are
relevant and able to explain the phenomena being studied (Glaser & Strauss, 1967). A
grounded theory should be modifiable as new data emerges in later studies. Parsimony

and scope of the theory are achieved via theoretical saturation.
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Morse (1994) extended the criteria for judging qualitative research to include an
assessment for adequacy and appropriateness of data. These criteria address questions
about sufficiency of data to achieve theoretical saturation and selection of data and
sampling techniques that remain congruent with the research questioﬁ and
methodological procedures. These criteria evaluate theoretical sampling and saturation
techniques described by Glaser & Strauss (1967) and Glaser (1978).

Use in Nursing

Grounded theory is a useful method for nursing research because it aligns easily
with the disciplinary interest in interactional responses to health and illness. Nurses can
use grounded theories in similar contexts to explain or anticipate outcomes of certain
behaviors to clients. As clinicians, nurses interact with clients in complex social ways to
explore solutions to health problems. Artinian (1998) described the application of
grounded theory knowledge into clinical practice as a way to transcend the experience of
single instances to understanding patterns of behavior in health and illness. Thus, the
philosophical perspective of symbolic interactionism and knowledge produced using
grounded theory methods becomes integrated with the praxis of nursing (Lutz, Jones, &
Kendall, 1997).

Research Design

The design of this study was based on grounded theory method as described by
Strauss and Corbin (1990). This method includes theoretical sampling, intensive
interviewing, simultaneous data collection and inductive data analysis, and the
development of a grounded theory (Glaser & Strauss, 1967; Strauss & Corbin, 1990).

Data collection and analysis continue until no new information is forthcoming and a
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theoretical understanding of the phenomena has emerged from the data (Strauss &
Corbin, 1990; Chenitz & Swanson, 1986).

Rationale for use of grounded theory in this study

A qualitative, grounded theory method was selected to study ;:he family
experience with school when an adolescent has ADHD. Choice of the method was based
on which method would best answer the research question (Polit & Hungler, 1995), was
congruent with the author’s philosophical perspective on the problem (Annells, 1997),
would be a logical choice to extend a previous study on family experiences when children
have ADHD (Kendall, 1998), and be recognized by the primary audience of the study.

Answering the research question. The research question is, what is the family

experience with school when a teenager has ADHD? A qualitative approach was
selected because there is a paucity of research regarding family experiences and
interactions between school and home when teenagers have ADHD. Qualitative designs
often are used to explore and describe previously unresearched topics and to identify
concepts relating to a particular phenomenon.

Attention deficit hyperactivity disorder is one of the most researched disorders of
childhood, and nearly all of the research about ADHD is quantitative. A great deal is
known about the social and learning problems of adolescents with ADHD (August,
Realmuto, MacDonald, Nugent, & Crosby, 1996; Barkley, Anastopoulos, Guevremont, &
Fletcher, 1991; Branch, Cohen, & Hynd, 1995; Carter, Krener, Chaderjian, Northcutt, &
Wolfe, 1995; Denckla, 1996; Faraone, Biederman, Lehman, Keenan, Norman, Seidman,
Kolodny, Kraus, Perrin, Chen, & Tusany, 1993; Goldstein, 1987, Hinshaw, 19924,

1992b; Lazar, & Frank, 1998; Marquis, 1983; Marshall, Hund, Handwerk, & Hall, 1997),
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and family problems related to ADHD have been extensively researched (Anastopoulos,
Guevremont, Shelton, & DuPaul, 1992; Anderson, Hinshaw, & Simmel, 1994; Barkley,
Anastopoulos, Guevremont, & Fletcher, 1992; Barkley, Fischer, Edelbrock, & Smallish,
1991; Biederman, Milberger, Faraone, Kiely, Guite, Mick, Ablon, Warbunon, & Reed,
1995; Dyson, 1996; Eccles, Flanagan, Lord, Midgley, Roeser, & Yee, 1996; Fletcher,
Fischer, Barkley, & Smallish, 1996; Hechtman, 1996; Johnston, 1996: Lewis, 1992;
McCormick, 1995; Murphy & Barkley, 1996; Pelham, Lang, Atkeson, Murphy, Gnagy,
Greiner, Vodde-Hamilton, & Greenslade, 1997; Reid, Hertzog, & Snyder, 1996). This
body of literature cited in Chapter Two indicétes that teens with ADHD do poorly in
school and that their families experience increased stress when teenagers underachieve
academically. These studies identified objective factors that contribute to school failure
and family stress: student inattention, distractibility, poor impulse control, hyperactivity,
aggression, immature social skills, lack of organizational skills, comorbid condition,
maternal depression and psychopathology, and family history of ADHD in family
members. What is missing from the existing literature is an understanding of the
subjective family experience with school that explains the personal meanings of the
experience and offers a theéretical explanation of the interactions between school and
families when a teenager has ADHD. This study was designed to investigate this gap in
the literature.

Symbolic interactionism is an appropriate conceptual framework for studying
family experiences because of its basic tenets regarding meanings, behavior, and
interactions with self and others. Blumer (1969) explained that within symbolic

interactionism, “joint actions” between groups and individuals are the ongoing social acts
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that constitute daily living and social life. The interactions between families, students
and schools are examples of the complex, ongoing “joint actions” described by Blumer
(1969). Grounded theory, which is based on symbolic interactionism, provided a method
for describing and explaining joint actions. Therefore, grounded theéry was selected for
its potential to explain theoretically the complex interactions and subjective meanings
involved in the family experience with school when an adolescent has ADHD.

Author’s philosophical perspective. The second reason for selecting grounded

theory for this study is reflected from my philosophical perspective on clinical practice
and research. During my 22 years of practice as a pediatric nurse practitioner, I have
come to believe that to be an effective health care provider, one must understand the
perspective and situation of the clients and address their concerns when offering
treatment recommendations. When at work, adolescents with ADHD and their parents
frequently told me I “didn’t understand” their problems. For example, they told me that
many interventions we discussed didn’t address things of concern to them. Family
members told me that a particular, research-based intervention I suggested wouldn’t work
or the results did not work after a period of time.

In fact, most intervention studies indicate that no treatment has long lasting
effects on symptoms of ADHD (Barkley, 1990, 1997; Greenhill, 1996; Nathan, 1992).
Most discouraging of all are the findings about interventions to improve family life and
social functioning of those diagnosed with ADHD (Kendall, 1998; Lewis-Abney, 1993).
The perspectives of parents and adolescents with ADHD was sought because a recent
family study on ADHD indicated that both parents and adolescents felt that the

interventions offered to them by professionals did not correspond with family-identified
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problems (Kendall, 1997, 1998). Grounded theory, rooted in symbolic interactionism
(Blumer, 1969),<ns1:XMLFault xmlns:ns1="http://cxf.apache.org/bindings/xformat"><ns1:faultstring xmlns:ns1="http://cxf.apache.org/bindings/xformat">java.lang.OutOfMemoryError: Java heap space</ns1:faultstring></ns1:XMLFault>