
Parents' perceptions of raising a child with
attention deficit hyperactivity disorder

Item Type text; Dissertation-Reproduction (electronic)

Authors DuCharme, Sandra

Publisher The University of Arizona.

Rights Copyright © is held by the author. Digital access to this material
is made possible by the University Libraries, University of Arizona.
Further transmission, reproduction or presentation (such as
public display or performance) of protected items is prohibited
except with permission of the author.

Download date 24/05/2023 20:13:15

Link to Item http://hdl.handle.net/10150/282112

http://hdl.handle.net/10150/282112


INFORMATION TO USERS 

This manuscript has been reproduced from the microfihn master. UMI 

films the text directly from the original or copy submitted. Thus, some 

thesis and dissertation copies are in typewriter face, while others may be 

from any type of computer printer. 

The quality of this reproduction is dependent upon the quality of the 

copy submitted. Broken or indistinct print, colored or poor quality 

illustrations and photographs, print bleedthrough, substandard margins, 

and improper aligiunent can adversely affect reproduction. 

In the unlikely event that the author did not send UMI a complete 

manuscript and there are missing pages, these will be noted. Also, if 

unauthorized copyright material had to be removed, a note will indicate 

the deletion. 

Oversize materials (e.g., maps, drawings, charts) are reproduced by 

sectioning the original, beginning at the upper left-hand comer and 

continuing from left to right in equal sections with small overlaps. Each 

original is also photographed in one exposure and is included in reduced 

form at the back of the book. 

Photographs included in the original manuscript have been reproduced 

xerographically in this copy. Higher quality 6" x 9" black and white 

photographic prints are available for any photographs or illustrations 

appearing in this copy for an additional charge. Contact UMI directly to 

order. 

UMI 
A Bell & Howell Information Company 

300 North Zeeb Road, Ann Aibor MI 48106-1346 USA 
313/761-4700 800/521-0600 





PARENTS' PERCEPTIONS OF RAISING A CHILD 
WITH 

ATTENTION DEFICIT HYPERACTIVITY DISORDER 

by 

Sandra DuCharme 

Copyright © Sandra DuCharme 199 6 

A Dissertation Submitted to the Faculty of the 

DEPARTMENT OF SPECIAL EDUCATION AND REHABILITATION 

in Partial Fulfillment of the Requirements 
For the Degree of 

DOCTOR OF PHILOSOPHY 

In the Graduate College 

THE UNIVERSITY OF ARIZONA 

19 9 6 



UMI Nvunber: 9706149 

Copyright 1996 by 
DuCharme, Samdra 

All rights reserved. 

UMI Microform 9706149 
Copyright 1996, by UMI Company. All rights reserved. 

This microform edition is protected against unauthorized 
copying under Title 17, United States Code. 

UMI 
300 North Zeeb Road 
Ann Arbor, MI 48103 



THE UNIVERSITY OF ARIZONA ® 
GRADUATE COLLEGE 

As members of the Final Examination Committee, we certify that we have 

read the dissertation prepared by Sandra M. DuCharme 

entitled Parents' Perceptions of Raising a Child with 

Attention Deficit Hyperactivity Disorder 

and recommend that it be accepted as fulfilling the dissertation 

requirement for the Degree of Doctor of Philosophy/Education 

Shirin Antia, Ph. D. 

~drut. < c/ ~) 
Date 

Maria Nahmias, P~~~/ 

~~ t!. r)PffJ 
Mary wete1, Ph. D.' Date 

Date 

Final approval and acceptance of this dissertation is contingent upon 
the candidate's submission of the final copy of the dissertation to the 
Graduate College. 

2 

I hereby certify that I have read this dissertation prepared under my 
direction and recommend that it be accepted as fulfilling the dissertation 
requirement. 

Dissertation Director 
Shirin Antia, Ph. D. 

Date 



3 

STATEMENT BY THE AUTHOR 

This dissertation has been submitted in partial ful
fillment of requirements for an advanced degree at the Uni
versity of Arizona and is deposited in the University Li
brary to be made available to borrowers under rules of the 
library. 

Brief quotations from this dissertation are allowable 
without special permission, provided that accurate 
acknowledgement of source is made. Requests for permission 
for extended quotation from or reproduction of this manu
script in whole or in part may be granted by the copyright 
holder. 



4 

ACKNOWLEDGEMENTS 

Ttis suppojrt of coiTOiitts^ tihizrouQ^lioiiti tlT.0 cii.s~ 
sertation process has been invaluable. My thanks to Drs. 
Antia, Nahmias and Bos are heartfelt. However, I appreci
ate and acknowledge Dr. Shirin Antia's unfailing support 
throughout my entire program to say the least, through the 
analysis and writing of this study. Without her help, I am 
sure the learning experience that this dissertation has 
afforded me would never have been the same. 

Next, thanks to Ms. Ann Hanchette, Dr. Pat 
McAnally, Ms. Nancy Armes, Ms. Kathy Skelton, Mr. Alan 
Myklebust, Ms. Leticia Cruz, and Ms. Earlene Dykes for 
their assistance with the transcribing, typing, and editing 
of this enormous project. 

Finally, I want to thank all those with whom I 
work or play who cheered me on, offered emotional support, 
and picked up the slack when I most needed assistance. I 
appreciate the hugs, words of encouragement, and expres
sions of love that may have seemed like small things but 
were treasured gifts to me. 



5 

DEDICATION 

This dissertation is dedicated to my children, 

Michelle, Christopher, Courtney, and Joshua Waling who al

lowed me to sit at the computer when I should have been 

doing something else. Thank you for doing my chores along 

with yours and, most of all, for being my greatest teach

ers . 

This work is also dedicated to the two people who 

helped me most throughout the writing of this project, who 

love me as I am, and are my dearest friends and soul-mates. 

I dedicate this work to Earlene without whom I would still 

be editing. Words will never express adequately my feelings 

of appreciation for her ever constant support and love. 

Lastly, this is dedicated to Jim who listened to me, 

gave me a shoulder to lean on during difficult times, be

lieved in me when I wavered, and helped me travel to places 

I have never explored. 



6 

TABLE OF CONTENTS 

r T-C"T» r\X? TITVOT TTC 1 *5 ^ o i> wi. 

ABSTRACT 14 

CHAPTER I; PURPOSE AND RATIONALE 16 
Introduction 16 
Review of Literature 22 

Identification Process 23 
Disabled Children in General 23 
Children with ADHD 33 

Family Interactions 34 
Disabled Children in General 34 
Children with ADHD 45 

Community Interactions 59 
Disabled Children in General 59 
Children with ADHD 62 

Importance and Purpose 69 

CHAPTER II: METHODS 75 
Research Design 75 
Selection of Participants 77 
Participants Description and Setting 79 

Heather 81 
Paula 83 
Sally 84 
Vanessa 85 
Carol 86 
Scott 87 
Jesus 88 

Procedures 90 
Researcher Point of View 90 
Interview Questions and Timeline 
for Gathering Data 94 
Interview Process and Methods 95 

Methods of Data Analysis 97 
Transcriptions 97 
Coding and Themes 98 
Reliability of Coding 105 



7 

CHAPTER III: FAMILY AND MEDICAL ISSUES 107 
Family Issues 107 

TT-Jot.rc rirr 

Identification of ADHD 107 
Parent Views Regarding Initiation 
of the Identification Process 108 

Parent Views on Hearing 
the Diagnosis 115 
Parent Views of Their Behavior 
Following the Diagnosis 118 
Parent Views Regarding the 
Process of Identification 120 

Parent Views of Family Interactions 124 
Parent Views of Spousal 
Interactions 124 
Parent Views of Sibling 
Interactions 131 
Parent Views of Extended 
Family Members' Interactions 135 
Parent Views of Family Routines 140 

Parent Views of Community Interactions 145 
Parent Views on Interactions 
During Social Activities 146 
Parent Views on Interactions 
During Sport Activities 150 

Summary and Discussion of Family Issues 165 
The Process of Identifing Their 
Child's Disability 165 
Family Interactions 170 
Community Interactions 176 

Medical Issues 181 
Parent Views of Medical Personnel 181 

Parent Views on the Difference Between 
Medical and Educational Issues 181 
Parent Views of Specialists 
versus Pediatricians 184 
Parent Views Regarding a 
Team Approach 186 
Parent Views on the Difficulties in 
Obtaining Qualified Physicians 187 

Parent Views on Medication 192 
Parent Views on Medication 
and Dosage 192 
Parent Views on the Process 
of Taking Medication 195 



8 

Parent Views Regarding Beliefs 
About Medication 199 

C> r a ^ i 1 c o i r>r> r\€ 9 0 9 
J — — 

CHAPTER IV: PARENTING ISSUES 210 
Parent Views of Their Frustrations 
While Raising a Child with ADHD 210 

Parent Views Regarding Discipline 210 
Parent Views Regarding Their Child's 
Ability to Follow Directions 211 
Parent Views Regarding Their Child's 
High Risk Behavior 212 
Parent Views Regarding Their Child's 
Removal from the Community 214 
Parent Views Regarding the Difference 
Between Their Child's Home and School 
Behavior 216 
Parent Views Regarding the Negative 
Communication Cycles that Result 
from their Child's Behavior 217 

Parent Views Regarding Their Feelings 22 0 
Parent Views Regarding Their Feelings 
of Helplessness 221 
Parent Views Regarding Their Feelings 
of Being Blamed 223 
Parent Views Regarding Their Feelings 
of Fatigue 226 
Parent Views Regarding Their Feelings 
of Embarrassment 228 
Parent Views Regarding Their Feelings 
of Loneliness 229 
Parent Views Regarding Their Feelings 
of Grief 231 

Parent Views Regarding Modification to 
Family Routines 236 

Parent Views Regarding Their 
Lifestyle Changes 236 
Parent Views Regarding the Management 
of Significant Challenges 237 
Parent Views Regarding Their 
Child's Inability to Think 
in a Flexible Manner 239 



9 

Parent Views Regarding Their Fears 244 
Parent Views Regarding Their 
Fss— thist Sornsthi.n5 Bsd 
Could Happen at Anytime 244 
Parent Views Regarding Their Fear 
of the Future 250 

Summary and Discussion of Parent Views 
of Their Frustrations While 
Raising a Child with ADHD 257 

Parent Views Regarding Discipline 257 
Parent Views Regarding Their Feelings 263 

Parent Strategies 265 
Parent Views Regarding Their Child's 
Academic Strategies 265 
Parent Views Regarding 
Personal Strategies 268 
Parent Views Regarding Their Own 
Attitudinal and Cognitive Strategies 269 

Maintaining a Positive Attitude 270 
Picking Their Battles 272 
Providing Positive Modeling 276 
Being Actively Involved in Their 
Child's Life 277 
Being Proactive 27 9 
Calming Their Own Life 281 
Continuing to Try 282 
Maintaining a Long Term Perspective 284 
Possessing a Disability Perspective 285 
Taking One Day at a Time 287 

Summary and Discussion of Parent Strategies 292 
Parent Views Regarding Academic 
and Cognitive Strategies 292 

CHAPTER V: SCHOOL ISSUES 296 
Parent Views of Their Child's School Placement, 
Transitions, and Laws 296 

School Placement 296 
Parent Views on Private 
Versus Public Schools 297 
Parent Views on Retention 301 
Parent Views on the Service 
Delivery Model Provided 
to the Child 308 



10 

Transitions 312 
Parent Views Regarding 
" —— J — - —— 

Laws 316 
Interpretation and Compliance 
of the Law 316 
Limited Knowledge of the Law 319 
Use of the Law 321 

A Summary and Discussion of Parent Views of 
Their Child's School Placement, Transitions 
and Laws 322 

Parent Views of Their Feelings, 
Beliefs, and Strategies 333 

Parent Views Regarding 
Their Feelings When Interacting 
With School Personnel 3 34 

Parent Views Regarding Their Feelings 
of Frustration and Anger 334 
Parent Views Regarding Their Feelings 
of Being Discounted 
by School Personnel 345 

Parent Views Regarding Their Beliefs 
About School Personnel 347 

Parent Views Regarding Teacher 
Expectations 348 
Parent Views Regarding Teacher 
Knowledge and Behavior 351 
Parent Views Regarding Teacher 
Characteristics 363 

Parent Strategies When Interacting 
with School Personnel 375 

Programmatic Strategies 375 
Cognitive Strategies 385 

A Summary and Discussion of 
Parent Views of Their Feelings, 
Beliefs,and Strategies 391 

CHAPTER VI: CONCLUSIONS AND IMPLICATIONS 398 
Participant Views Regarding Family Issues 399 

Conclusions 399 
Participant Views Regarding the 
Identification Process 399 
Parent Views Regarding 
Interactions in the Family 
and Community 400 



11 

Implications for Research and Practice 
Regarding Family Issues 402 

icip3.r*t Xss\i€s ... .. 41*^ 
Conclusions 413 

Participant Views Regarding 
Medical Personnel 413 
Participant Views Regarding 
Medication 414 

Implications for Research and Practice 
Regarding Medical Issues 416 

Participant Views on Parenting Frustrations 
and Strategies 421 

Conclusions 421 
Participant Views Regarding 
Discipline 422 
Participant Views Regarding 
Their Feelings 422 
Participant Views Regarding 
Modification to Family Routines 423 
Participant Views Regarding 
Their Fears 424 
Participant Views Regarding 
Academic Strategies 425 
Participant Views Regarding 
Personal Strategies 425 
Participant Views Regarding Attitudinal 
and Cognitive Strategies 426 

Implications for Research and Practice 
Regarding Parenting Frustrations 
and Strategies 428 

Participant Views Regarding Law Issues 438 
Conclusions 438 

Participant Views on Interpretation 
and Compliance of the Law 438 
Participant Views Regarding Their 
Knowledge of the Law 438 
Participant Views Regarding 
Use of the Law 439 

Implications for Research and Practice 
Regarding Law Issues 43 9 

Participant Views Regarding School Issues 442 
Conclusions 442 

Participant Views Regarding 
School Placement 443 
Participant Views Regarding 
School Transitions 444 



12 

Participanc. Feelings When Inceraccing 
with School Personnel 445 

w — w— 
School Personnel 447 
Participant Strategies When Interacting 
With School Personnel 451 

Implications for Research and Practice 
Regarding School Issues 452 

APPENDIX A: WRITTEN CONSENT FORM 464 

APPENDIX B: PARTICIPANT INFORMATION FORM 465 

APPENDIX C: INTERVIEW QUESTIONS 466 

REFERENCES 467 



13 

LIST OF TABLES 

Table 1, Participant Demographics 82 

Table 2, Participants and Family 91 

Table 3, First Phase Coding Categories 100 

Table 4, Second Phase Coding Categories 102 

Table 5, Participants' Issues With Schools 376 

Table 6, Participants' Strategies With Schools 386 



Abstract 

The pliiTpOSG of uiliS Suudy Wa.3 uO GX^rTij-ilG pSaTGIitS pGIT~ 

captions regarding four aspects of raising children with 

ADHD: a) parent perceptions about their children and the 

school experience, b) parent perceptions about their inter

actions with medical personnel, c) parent perceptions re

garding family and social issues, and d) parent perceptions 

regarding their own experiences of raising a child with 

ADHD. 

This qualitative study used in-depth phenomenological 

interviews of seven parents of adolescents from three large 

metropolitan areas in the Southwest, Midwest, and East. The 

parameters for selection of participants included parents: 

a) of adolescents (12-19) diagnosed with ADHD, b) who v/ere 

from different ethnic groups, c) who demonstrated divergent 

socioeconomic status, d) who were from various educational 

backgrounds, e) with dissimilar work experiences, f) who 

were male or female, and g) who were from different areas 

of the country. 

Each participant had three audiotaped ninety-minute 

interviews. The transcriptions were analyzed from a the

matic perspective and were presented based on the themes 

that emerged. Findings of parents perceptions were orga

nized into: a) family and medical issues, b) parenting is

sues, and c) school issues. There were similarities noted 

between participants and parents of disabled children in 

general and betv/een participants and other parents of chil

dren with ADHD. Family issues included parents perceptions 



of: a) identification process, b) family interactions, and 

c) community interactions. Medical issues included parent 

perceptions of: a) medical personnel, and b) use of medica

tion. Parenting issues included parent views of their: a) 

frustrations, b) feelings, c) modification to family rou

tines, and d) fears for their child. Parent strategies 

included parent views of: a) the academic strategies they 

used to help their child, b) personal strategies they used 

to help themselves, and c) attitudinal and cognitive strat

egies they used to adapt and to be successful in parenting 

children with ADHD. School issues included parent percep

tions of: a) school placement, transitions, and laws, and 

b) their feelings, beliefs, and strategies when dealing 

with school personnel. Summaries and discussions were in

cluded at the end of each section. Conclusions and impli

cations for research and practice were presented in the 

final chapter. 
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CHAPTER I 

PURPOSE AND RATIONALE 

The purpose of this study was to explore, through 

in-depth interviewing, parents' perceptions of raising a 

child with Attention Deficit Hyperactivity Disorder (ADHD). 

To fully understand ADHD and the effect it has upon our 

society it is vital that a candid examination of parents' 

perceptions occur. How parents view the experience of 

raising a child with ADHD, their feelings about the 

experience, the actions that they take, and the strategies 

that they use is important information that will assist in 

understanding and interacting with families who have a 

child with ADHD. 

Introduction 

Attention Deficit Hyperactivity Disorder (ADHD) is a 

neurobioiogicai disability that results in developmentally 

inappropriate degrees of inattention, overactivity, and 

impulsivity. These symptoms often begin in early 

childhood, are chronic in nature, and are not readily 

explained by the presence of another disability (Fowler, 

1992). Individuals with ADHD have difficulty in focusing 

attention and concentrating on tasks. They are often 

described as impulsive, driven, easily distracted, and 

racing from one activity to another. 
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Hyperactivity accompanies the lack of attention for 

some children, but not all. Young children with 

hyperactivity demonstrate exaggerated motor activity such 

as climbing or running. They have great difficulty sitting 

still: they can often sit for only a few minutes at a time 

and then will wiggle excessively. Adolescents who are 

hyperactive may be extremely restless and fidgety. They 

frequently talk too much in class and continually fight 

with siblings, friends, and classmates. Individuals who 

exhibit hyperactivity appear to be haphazard in initiating 

and carrying out their tasks and are poorly organized in 

their social and academic activities (DuPaul, Barkley, & 

McMurry, 1991; Frick & Lahey, 1991; Lerner & Lerner, 1991) . 

Even though hyperactivity tends to diminish as the child 

approaches adolescence, other symptoms may appear. These 

symptoms may include behavior problems, low self-esteem, 

inattentiveness, or even depression (Shaywitz & Shaywitz, 

1988) . 

Several years ago the clinical consensus was that .ADHD 

was a problem with three areas of behavioral development: 

sustaining attention, controlling impulses, and regulating 

activity level (Barkley, 1994). However, a series of 

empirical studies of children with ADHD over the last 

decade have demonstrated that the primary problem is really 

one of inhibiting behavior or controlling the impulse to 

respond to a situation (Weiss & Hechtman, 1993). Barkley 

(1994) proposed a new theory in which he summarized the 

condition of ADHD as an impairment in inhibiting behavior 



and delaying a response. He contends that the problem with 

behavioral inhibition was the significant symptom of ADHD. 

Recently, Barkley (1995) made a distinction between 

sustained attention that is contingency-shaped or context-

dependent and goal-directed persistence. Contingency-

shaped or context-dependent behavior is dependent on the 

environment for its persistence, while goal-directed 

persistence is dependent on the individual's capacity for 

self-control. 

Barkley (1995) argues that behavior of self-regulation 

involves five executive functions of: a) working memory, 

b) self-directed private speech, c) self regulation of 

affect and motivation, d) analysis and synthesis, problem-

solving creativity, and verbal fluency, and d) motor 

control-fluency. Humans engage in various self-directed 

actions that help them to manage and modify their own 

behavior. To do this successfully children with ADHD must 

attend to the future instead of the moment. In other 

words, they must delay gratification. Their behavior must 

become goal-oriented if they are to become successful in 

all areas of their lives. 

The child's inability to inhibit his or her responses 

disrupts self-directed or executive actions and these 

executive actions are critical if goal-directed persistence 

is to be accomplished. Barkley (1995) notes, "The 

executive actions permit forethought, planning, goal-

directed actions, self-discipline, willpower, and dogged 

persistence despite interruptions and a lack of immediate 
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reinforcement. They free the individual from control by 

the immediate context, and bring the person under the 

control of the future goal and the plans constructed to 

attain it" {p.4). Barkley (1995) theorizes that it is this 

type of sustained attention or goal-directed persistence 

that is impaired by ADHD. 

As yet, the cause of Attention Deficit Hyperactivity 

Disorder is unknown. ADHD symptomatology may result from a 

variety of etiological factors (Barkley, 1990). Factors 

such as neurological variables, hereditary influences, and 

toxic reactions have received the most intense attention in 

the literature, however, neurological factors have received 

the greatest attention (Anastopoulos & Barkley, 1988). 

Recently, findings have provided some evidence of 

"underreactivity" in specific cortical and subcortical 

regions of the brain that may be implicated in ADHD. 

Another neurological factor that has been studied as an 

etiological variable suggests that a chemical imbalance or 

deficiency in specific neurotransmitters may be the basis 

of the problem (Anastopoulos & Barkley, 1988) . Results 

from a study by Zametkin, Nordahl, Gross, King, Semple, 

Rumsley, Hamburger, & Cohen (1990) indicated that the rate 

at which the brain uses glucose, its major energy source, 

is lower in individuals who have -ADHD. In addition, other 

research suggests that the manifestation of ADHD in a child 

may be the result of a hereditary predisposition. In a few 

instances, ADHD may result from pregnancy and birth 

complications, acquired brain damage, toxins, and 



infections. Little or no substantiated support exists for 

the idea that ADHD can result from social or environmental 

reasons, diet, or poor parental management (Barkley, 1990). 

While the condition of ADHD has been recognized for at 

least half a century, ADHD has been defined and 

conceptualized in a variety of ways. Children with the 

characteristics of ADHD have been described as brain 

injured, hyperactive, minimal brain dysfunction (MBD), 

attention deficit hyperactivity disorder (ADHD), attention 

deficit disorder (ADD), and undifferentiated attention 

deficit disorder (UADHD). The classification system in the 

third edition of the Diagnostic and Statistical Manual of 

Mental Disorders (DSM-III) (American Psychiatric 

Association, 1980) included two different subtypes of ADHD: 

Attention Deficit Disorder with Hyperactivity (ADD+H) and 

Attention Deficit Disorder without Hyperactivity (ADDnoH). 

When DSM-III was revised in 1987 (DSM-III-R), the ADDnoH 

subtype was removed from the classification because there 

was little empirical evidence to support its presence at 

the time (DuPaul & Stoner, 1994). 

The most recent change as reflected by DSM-IV 

(American Psychiatric Association, 1994) uses the 

terminology of ADHD-Predominantly Hyperactive-Impulsive 

Type, ADHD-Predominantly Inattentive Type, and ADHD-

Combined Type. ADHD-Predominantly Hyperactive-Impulsive 

Type includes people who demonstrate significant problems 

with hyperactivity and impulsivity, but only some 

difficulty with inattention. ADHD-Predominantly 
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Inattentive Type includes those people who demonstrate 

significant problems of inattention, but not much 

difficulty with impulsivity or hyperactivity. ADHD-

Combined Type includes those people who demonstrate 

significant difficulties with inattention, hyperactivity, 

and impulsivity. Symptoms of ADHD must seriously impair 

functioning in more than one setting, such as home, school, 

or work to be considered significant. 

The various attempts to improve the classification 

system over the years are intended to facilitate searches 

for causal factors, identify potential differences in long-

term outcome, and most importantly, to assist in planning 

for treatment (DuPaul & Stoner, 1994). No medical 

procedures, such as blood and urine tests, EEGs, MRIs, and 

PET scans confirm the condition at this time. A 

differential diagnosis is required to determine the 

presence of other disorders because ADHD often co-occurs 

with other disabilities, most commonly Oppositional Defiant 

Disorder (ODD), Conduct Disorder (CD), Learning 

Disabilities (LD), and Tourette Syndrome (TS). 

There are no known cures for ADHD but the problems 

that arise from the disability are treatable. Most often, 

treatment that assists the child behaviorally, 

educationally, psychologically, and pharmacologically is 

recommended. Some children with ADHD may require special 

education and related services designed to meet specific 

needs that differ from the needs caused by other 

disabilities. 



Review of Literature 

The review of literature examined three areas: the 

process of identification, family interactions, and 

community interactions. Studies involving families who had 

a child with ADHD generally fall into two large groups. 

One group of studies focuses on siblings and the other 

group of studies focuses on parents (Weiss & Hechtman, 

1993). My rationale for choosing these groups of studies 

centered around three concepts. First, since interactions 

between the child with ADHD and his or her mother begin 

from the moment of birth and soon spread to include 

fathers, siblings, relatives, and other significant adults 

and peers, I predicted that the literature would be rich 

with studies pertaining to social interactions. Secondly, 

I believed that interaction themes would emerge from the 

interviews and would form the apex of parents' perceptions 

regarding the experience of raising a child with ADHD. 

Lastly, I suspected that the studies on interactions would 

help me to understand the parents' perceptions of the 

complex nature of the social difficulties that the child 

with ADHD exhibits in an attempt to find strategies to 

ameliorate them. 

The examination of the process of identification 

literature was intended to provide insight into the 

parents' first encounter with professionals and the 

interactions that ensued. I was interested in whether 

parents of children with ADHD experienced similar life-



events as parents of disabled children in general and if 

cheir perceptions of these events were similar. 

Consequently, the literature review examines both bodies of 

literature. In each area I first examine the literature of 

disabled children in general and second I examine the 

literature for children with ADHD. I then summarize and 

discuss how these two sets of literature are related. 

Identification Process 

Disabled Children in General 

There were a number of studies that focused on parents 

of disabled children and their experience of the process of 

identifying their child. Featherstone (1980), who was the 

mother of a blind child, chronicled her own experience and 

collected the stories and written accounts of many people 

who had a family member who was disabled. She developed 

four themes from her research; parents' own unhappiness, 

their family interactions, professional interactions, and 

the road to recovery. Unlike some researchers, she 

preferred not to categorize the parent and family process 

in stages. She believed that most stage theories 

oversimplified a complex and diverse process. Rather, she 

described four kinds of pain; fear, anger, loneliness, and 

guilt. She began her discussion of themes with the concept 

of the fear that became a part of parents' lives while they 

were searching for a diagnosis. The first was the fear 

that was a result of a feeling parents had that there was 
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something wrong with their child before they had obtained a 

diagnosis of a handicapping condition. Often this fear 

presented itself as an-inner dialogue, with one voice that 

sounded a warning while the other reassured. She noted that 

as long as each voice retained some credibility, the inner 

dialogue continued. She reported that the uncertainties of 

this time inspired a special fear in the parents in her 

study. She characterized the fear that parents experienced 

as an acknowledged powerlessness. 

Featherstone (1980) also discussed parents' fears for 

their child, for themselves, and fear about their own 

capacity to love their child. Their first fear stemmed 

from the question of whether there was some treatment for 

the problem. Whatever the disability, she reported that 

almost all parents worried about the quality of their 

child's adult life. They worried that other people would 

avoid or victimize their child, when their child entered 

the work v/orld that their supervisors would discriminate 

against them, and that others' unkind behavior would hurt 

their child as they struggled to succeed in the world. 

Another aspect of this fear for their child was that 

certain disabilities forced the recognition of their own 

vulnerability through the threat of constant crises. An 

example of this vulnerability was demonstrated by the 

excerpt of an epileptic boy and his family who constantly 

worried about convulsions and public response to them. 

Another example was the mother of a boy who had hemophilia 

who continually worried about the next crisis. These 
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parents were constantly vulnerable to the fear that 

somethxng would happen to their child. 

Another fear was the fear parents had for themselves. 

Parents hoped and expected that by the time they died, 

their children would no longer need their care. A 

disability often disrupted this natural progression and 

extended the child's dependence beyond a parent's strength, 

health, even lifetime. Having a disabled child forced 

parents to think of their old age in negative terms. Most 

parents look forward to a time when their children are 

independent adults and they can then regain some of the 

freedom they gave up to become parents. When parents had a 

child who was disabled, this hope seemed unattainable. 

The last fear she discussed was the fear parents had 

about loving their child. Some of the parents in her study 

wondered if they would be able to love a child who deviated 

so significantly from their dreams. Part of this feeling 

stemmed from a fear of not loving what the child might 

become. Parents who observed mentally retarded adults 

reported that they recoiled from them and wondered how they 

could love their own child when they became like those 

adults. A final aspect to this fear was the mixed feelings 

that were generated by the disability. Featherstone (1980) 

pointed out that few parents managed to love their children 

all of the time. Yet, most parents in this study were 

concerned about their inability to constantly love their 

disabled child. She believed that it was important for 

parents to acknowledge the uneven texture of affections and 
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chac a disabled child generated as many mixed feelings as a 

nondisabled child. 

Glendinning (1983) conducted a qualitative interview 

study of 17 families who had disabled children with the 

following congenital disabilities: cerebral palsy, spina 

bifida, mentally handicapped, muscular dystrophy, deafness, 

visual impairment, and cystic fibrosis. When the parents 

of these children were asked to reflect on their 

experiences, the parents of the ten children who were not 

diagnosed shortly after birth talked about having deep 

suspicions that their child was not developing normally, 

but felt that they had had been unable to convince the 

doctors of that fact. An example of this was shared by Mr. 

Roberts, a participant in Glendinning's study, whose 

daughter was mentally disabled by cerebral palsy and 

epilepsy. He described an instinctive feeling that there 

was something wrong with his child but was unable to get 

the doctors to confirm his feeling. 

Two of the 17 mothers in Glendinning's (1983) study 

were accused by professionals of being overanxious about 

their child's failure to develop. Mrs. Piggott, a mother 

of a 12 year old boy with muscular dystrophy, said that she 

was told that she was a possessive mother because it was 

her only son. Another mother was given sedatives to calm 

her when she insisted that something was wrong. 

Consequently, for many parents of exceptional children, the 

process of finding out about the disability was greatly 

complicated by the difficulties they had in persuading 
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respond to their anxieties about their child. 

Glendinning (1983) reported that those kinds of 

experiences led parents to feel a certain amount of 

resentment and bitterness that was frequently directed at 

the family doctor who, by failing to acknowledge the 

validity of parents's concerns, had prevented their access 

to more specialized medical professionals. Other parents 

in her study had gained access to medical specialists, but 

still experienced delay and uncertainty before a diagnosis 

was made. 

Difficulties in convincing medical professionals that 

their child's development was abnormal or delayed, coupled 

with delays in obtaining a formal diagnosis placed parents 

in a serious dilemma. Parent's assessments of their own 

child alerted them to the belief that something was amiss 

and medical professionals, with the weight of professional 

authority and expertise behind them, denied the validity of 

the parents' concern and anxiety. The consequence for Mr. 

Roberts and Mrs. Piggott was a time of considerable 

confusion. Further, they reported that their confidence in 

their own ability to observe, interpret, and make sense of 

their child's behavior was significantly shaken. 

Glendinning (1983) also noted that four of the 

seventeen parents strongly believed that it was preferable 

to know of their child's impairment as soon as possible 

after the birth or as soon as anxieties were aroused. 

Because their children's impairments became apparent some 
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time after birth, they were faced v/ith the need to 

completely reassess their expectations. Parents had co 

radically alter their images of their child, of themselves 

as parents, and their expectations for the future. These 

parents believed that such a fundamental readjustment was 

far more difficult than if the child's condition had been 

known from birth. 

Parents with children who were hearing impaired 

reported similar experiences to the parents in 

Glendinning's study (1983). Meadow (1980) reported that 

over 60% of the parents of deaf children interviewed had 

attended four or more medical appointments related to 

obtaining a diagnosis. She also found that the confirmation 

of a diagnosis of deafness or mental retardation was only 

the beginning of a family's struggle. There were many 

questions that the parents wanted answered and many 

feelings that continued to appear. One of the first 

questions that parents asked was the etiology of the 

disability. She suggested that this concern was related to 

an attempt to shift anger and guilt. Until there was some 

definitive reason to believe otherwise, parents would 

continue to feel that in some unknown way, they were 

responsible for their child's disability. 

Another source of difficulty in adjusting to the 

diagnostic information was the assumption that medical 

problems "should" have solutions. Two conflicting views 

were presented on this issue. The first was the assumption 

by parents that the medical problem could be "fixed". This 
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belief caused parents to "shop around" for a cure until 

they resolved the conflict and while they were doing that 

their negative feelings interfered in their relationship 

with their child, and reduced the energy and the coping 

strengths available to them in helping their child. 

Conversely, she presented the second view that parents were 

looking for adequate care and not a cure. The 

characteristic lag from the time of parental suspicions to 

the time of medical confirmation affected parental behavior 

and was the cause of their continued search for skilled 

medical help for their deaf or mentally disabled child. 

Freeman, Malkin, and Hastings (1975) conducted a study 

of 12 0 prelingually deaf children and their families and a 

matched hearing group. The children varied in ages from 

five to fifteen years and were from the Vancouver area. 

Information was obtained by means of parent and school 

questionnaires, psychological testing, home visit 

observations, a semi-structured parent interview, and a 

review of available medical data. 

The results of their findings showed that the more 

severe the hearing loss, the earlier the suspicion and the 

shorter the delay from suspicion to diagnosis. The delay 

between the suspicion and confirmation of the diagnosis 

averaged 9.7 months for the profoundly deaf children and 

16.4 months for the severely deaf children. Also, in 54% of 

the cases, the parents recalled that the family physician 

rejected the idea of deafness, with or without some form of 

test. Half of the family physicians agreed to a referral 
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for a specialist:, buc 36% refused. The proportion was 

about the same for pediatricians. 

They also found when studying families that had more 

than one deaf child that doctors' notes indicated that 

parental suspicions were reportedly not taken seriously 

because of the inference of overanxiety due to the first 

deaf child's diagnosis. In families where there was more 

than one deaf child, the suspicion by the parents of 

deafness occurred earlier (8.1 months), but the delay until 

confirmation was still high (11 months). 

A pervasive theme in the literature of exceptional 

children was the view that parents of disabled children go 

through a grieving process after learning of the diagnosis. 

Moses (1985) described grieving as the process whereby an 

individual can separate from someone or something 

significant that has been lost. He described parents' 

discovery of their child's deafness as an elusive loss 

since, unlike the loss of a limb or of a person through 

death, there was not tangible evidence of the loss that 

would immediately validate why a parent was grieving. The 

loss experienced by parents was the loss of their dream 

about their child, the loss of their ability to predict 

what their relationship with their child would be, and the 

loss of a feeling of sameness and identity with their 

child. He explained that grieving stimulated a reevaluation 

of a person's social, emotional, and philosophical 

environment and that grieving facilitated growth. 

Moses (1985) reported that successful grieving 
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depended on significant human interactions. The support 

that the parent of a disabled child required to grieve 

successfully can come from the professionals who work with 

that child, as well as from family, friends, and community 

resources. He explained that often the people who were 

most needed to facilitate grief often discouraged it. 

Those who wanted to offer support sometimes failed to 

recognize that each of the affective states served a 

function that allowed parents to separate from their 

shattered dreams. He noted that understanding and 

accepting the emotional states was vital for professionals 

and others, if parents were to grieve successfully. His 

framework for the stages of the grieving process were; 

denial, guilt, depression, anger, and anxiety. Moses based 

his framework on the work Kubler-Ross (1969)conducted on 

death and dying. She described a five-stage feeling process 

common to people who know they are dying; denial and 

isolation, anger, bargaining, depression, and acceptance. 

In summary, in the literature for disabled children in 

general there were some excellent accounts of parents' 

feelings about the process of identification of the 

disability. Featherstone (1980) discussed the pain parents 

experienced and named these feelings; fear, anger, 

loneliness, and guilt. She presented four fears that the 

parents experienced; the fear that was aroused when they 

suspected something was wrong but could not get 

confirmation, their fears for their child, their fears for 

themselves, and their fears that they would be unable to 
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love their child and who they might become. Glendinning 

(1980) reported that the parents in her study could not get 

professionals to confirm their suspicions of a problem and 

while searching for a diagnosis parents were accused of 

being overanxious or doctors attempted to treat the parents 

as the patient by prescribing sedatives. This treatment by 

professionals caused parents to feel resentful and bitter 

toward their doctors and caused them to doubt their own 

ability to make sense of their child's behavior. 

Meadow (1980) found that parents of deaf children 

experienced similar frustrations as the parents in other 

studies. They had many questions, especially related to 

the cause of the deafness. Knowing the cause of the 

deafness relieved parents of the guilt or anxiety that they 

may have in some way caused the disability. They also 

believed that the medical professionals should be able to 

"fix" the problem and so some "shopped around" for a cure. 

Another point of view presented was thac parents were not 

looking for a cure but were really looking for skilled 

medical care. They lost faith in the medical professionals 

because they had to struggle to get doctors to respond to 

their suspicions about a problem. Freeman et al., (1977) 

reported that the more severe the hearing loss, the earlier 

the suspicion and the shorter the delay from suspicion to 

diagnosis. 

The last perspective reported was that parents of 

disabled children go through a grieving process similar to 

those of people who have lost someone or who are dying. 



Moses (1985) described the grieving process as a loss of 

parents' dreams abouc their child and an inability to 

predict the future. He noted that the very people who have 

the opportunity to support the parents through the grieving 

process are often the ones who discouraged them. 

Children With .^HD 

The research on perceptions of parents regarding the 

identification process for ADHD children was minimal. 

However, there were a few parent excerpts scattered 

throughout the literature. Kennedy, Terdal, and Fusetti 

(1993) wrote about Max who was diagnosed with ADHD at age 

four by his pediatrician. When Max started school, the 

school personnel repeatedly told his mother that he was 

retarded. After a series of tests showed that he was not 

retarded the school strongly suspected that he might be 

emotionally disturbed. It took seven years between the 

diagnosis of hyperactivity by his local pediatrician to the 

last diagnosis of ADHD, learning disabilities, and motor 

dyspraxia by the educational diagnostic team. Max had a 

viable medical diagnosis and, yet, educational staff 

continued to search for other diagnoses to explain Max's 

behavior. 

It was clear that Max's parents experienced delays in 

obtaining a diagnosis similar to parents of disabled 

children in general. It was interesting to note that ADHD 

is considered a medical diagnosis and even though the 

diagnosis was established for Max, school personnel 

continued to search for reasons to explain his behavior. 
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Eventually, they did find that Max had some learning 

disabilities and motor dyspraxia after seven years of 

additional testing. In this case, however, not only did 

the educational professionals ignore the parent's input, 

they also ignored the input of the doctor who diagnosed Max 

with ADHD. 

Mary Fowler (1990) described some of her discussions 

with her pediatrician before her son was diagnosed. She 

commented that she got the impression that he thought that 

she was the "nervous and overreactive type". At that time 

she accepted her pediatrician's observation and guessed 

that she was a big part of the problem. She concluded, 

like many of the other mothers of difficult infants that 

she interviewed, that she was a bad mother. Many of the 

mothers felt ashamed of and responsible for the negative 

responses that their baby's difficult and demanding 

behavior elicited. 

Family Interactions 

Disabled Children in General 

There is extensive literature on the interactions of 

families who have disabled children. While the views and 

theoretical perspectives of the researchers varied, all 

agreed that a child with special needs imposed demands that 

stressed the family's ability to function effectively. 

Daniels-Mohring and Lambie (1993) presented a compelling 

family systems perspective and overview that was useful 
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when viewing families with disabled children. They 

discussed family changes and reorganization, life-cycle 

adjustments, and family characteristics. Further, in their 

overview they presented categories of disabilities: 

a) physical disabilities or chronic illness, b) behavior 

disorders and social maladjustment, c) learning 

disabilities, and d) mental retardation. 

They reported that when a child was diagnosed with 

special needs, a series of predictable and vital changes 

occurred within a family. First, the parents were required 

to expend extra energy on the disabled child to insure that 

the child received assistance from the available resources. 

This might take the form of evaluations, medical follow-

ups, counseling, and special tutoring. Second, the 

siblings of the child were made aware of the problem and 

were requested, either directly or indirectly, to make 

allowances for their disabled sibling. Third, a change 

occurred when professionals outside the typical family 

structure were included in necessary family decisions and 

began to receive private information about family 

interactions. A fourth change was the feeling within many 

families, of being stigmatized as a result of their child's 

disability. They added that the more visible and severe 

the disability, the greater the potential for stigmatizing 

the family. 

Daniels-Mohring and Lambie (1993) discussed the life-

cycle adjustments of the family. Effective reorganization 

of the family around a child with special needs required 



changes at each developmental stage. They reported that in 

families wich a disabled child, the life cycle of the 

family is often interrupted, and sometimes arrested, at the 

point of diagnosis. Moreover, the specific process of how 

adjustments were made depended upon the family 

constellation and sibling position of the disabled child. 

Further, the extent of the adjustment depended on whether 

or not there was a parent available in the home on a full-

time basis and whether or not the family had adequate 

support from their social networks. 

In dysfunctional families that had a child with a 

physical disability or a chronic illness, individual 

differences of any family member such as likes and 

dislikes, opinions, and needs related to age were not well 

tolerated or were ignored. Typically, there was very 

little accommodation for developmental differences between 

the needs of a young child and an older adolescent. An 

example of this type of family would be one in which all 

children had the same rules despite differences in age. 

Dysfunctional families of children with physical 

disabilities tended to exhibit indicators that the personal 

boundaries of family members were not defined and 

overprotection of the disabled child was often exhibited. 

They also reported that the expression of anger was an 

emotion that tended to be avoided in families with a 

disabled child who had a chronic illness or physical 

disability. Sometimes, the unexpressed anger was turned 

outward to the professionals who worked with their child or 



the anger would be expressed when there was conflict 

between £ainily irienibers the interactions with 

professionals. 

An example of marital conflict that illustrated this 

theme was reported by Ellen and John Kramer ("Professional 

Experience", 1984). They were puzzled and distressed by 

their marital problems and they realized that their 

problems focused on their daughter, Judy, who was born 

prematurely. Both parents had different ideas about how 

they viewed and wanted to use the professionals necessary 

in the life of their daughter. Ellen wanted to trust the 

professionals and was afraid that if she got angry with 

them they wouldn't help her daughter. She reported that 

the more critical her husband was of the professionals, the 

more defensive she would become. John reported that his 

wife was too trusting, and that she was unable to ask the 

professionals to justify the treatment that they were 

giving. He characterized some of the professionals as 

insensitive and condescending. 

Both of the Kramers admitted that they had remained so 

focused on Judy's problems that they had overlooked their 

relationship to one another, other members of their 

extended families, and the activities that had given them 

pleasure before their daughter was born. Also, rather than 

being a source of support, parent-professional interactions 

became a source of additional stress for this family. 

In general, Daniels-Mohring and Lambie reported that 

there was often an imbalance of parental roles and that the 
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marital subsystem was usually subordinate to all other 

subsystems in a family. As a result, the divorce rate in 

families with a child having a disability was twice that of 

families with nondisabled children. They also reported 

that dysfunctional families who had a child with behavior 

disorders tended to be either over-involved or disengaged 

with their child. Typically, families that were over-

involved had a child who was chronically depressed and in a 

repetitive conflict with a parent, or involved in the 

marital conflict of the parents. Parents with disengaged 

boundaries were at the opposite extreme. Parents provided 

few limits and were underreactive to their children's 

behavior. Further, with children who externalized anxiety 

by acting out, parents tended to ignore signs of difficulty 

until a crisis occurred or the problem was pointed out to 

them by someone outside the family. Families tended to 

overprotect the child. For example, when a child had acted 

out and was identified by the school or justice system, the 

parents often felt compelled to protect their child from 

the outside influences. 

In families where there was an adolescent with 

emotional or behavioral symptoms some parents were highly 

reactive to any expression of anger or potential conflict 

in their children. A second type of difficulty was seen in 

families where the children received the message that to be 

angry was to be bad. Finally, in families where the child 

had an emotional or behavioral problem, there were 

significant disagreements between parents about the 



definition and handling of the problem. 

In families who had children diagnosed wich a learning 

disability, the specifics of the structural dynamics in the 

family depended upon when and how the diagnosis of LD was 

made and how extensive the disability was. Unique to this 

category was the elusive quality of the disability. Unlike 

some children with physical disabilities, children with 

learning disabilities may have experienced difficulties 

that went undiagnosed for years. Often, children with LD 

had experienced years of failure that led them to feel 

insecure, poorly motivated, and ignorant. In addition, 

there may be a long history of attempted and unsuccessful 

academic interventions. The longer the child had school 

problems with an undiagnosed learning disability, the more 

likely that the child, parents, and school professionals 

were frustrated and angry with one another. 

Frequently, parents had seen more than one 

professional regarding their child's problems, had 

requested various evaluations of their child, and saw 

little or no progress as a result. In these families, 

boundary problems arose not from within the family but 

between the family and outside resources. From their 

history of involvement with the school system and other 

professionals, parents often developed a "we/them" 

mentality. The family's external boundaries were rigid and 

inflexible, which then lead to a sense of isolation for all 

family members. 

In families of children with learning disabilities, 
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Che added scress of identifying and dealing with Cheir 

child tended to intensify any parental disagreements or 

lack of cohesion. Often, one parent was well-versed in the 

nuances of the child's diagnosis while the other had only a 

vague idea of how the child's disability affected their 

educational performance. Also, due to the link between 

learning disabilities and motivational problems, many 

parents had problems with discipline issues. Behavioral 

interventions may have been tried and failed so that both 

parents were left feeling as if they were failures. 

This theme was well documented by Mrs. Burke who was 

the mother of a fifteen year-old boy with learning 

disabilities, named Jim ("Our Son has", 1986) . She 

reported that Jim had academic and behavior problems 

beginning with his first year in nursery school that 

continued throughout his school years. She noted that her 

husband believed that Jim needed more discipline and 

tougher demands both at home and in school. Mr. Burke 

thought Jim was just "lazy" and he thought that sending his 

son to a military school might be a solution. The school 

felt his problems were emotional and even when they began 

to suspect a learning disability in third grade they told 

Mrs. Burke that Jim was not far enough behind to be legally 

considered learning disabled. She felt it was just a 

matter of time before that would happen. 

Mrs. Burke tutored Jim through third grade but by 

fourth grade she hired a high school student to tutor Jim. 

This arrangement was not any more successful than the 
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previous one. In sixth grade, Jim began hanging around 

with the neighborhood troublemakers and from that time on 

Mrs. Burke said he was on the fringes of trouble. The 

crisis that precipitated Mrs. Burke and her husband to 

finally seek help occurred when Jim and several friends had 

caused extensive damage to a friend's home during an 

unauthorized party and the parents were threatening to call 

the police unless restitution was provided. 

Mrs. Burke reported a great deal of marital stress and 

that she and her husband were unable to agree on a course 

of action for Jim. She explained that whatever she wanted 

to do, her husband thought was completely wrong. She was 

unable to get her husband to participate in or sanction any 

program to help her son. Also, Jim had been a source of 

tension between her and her husband for years and it 

continued to get worse each year. 

Families who had children who were diagnosed with 

mental retardation experienced many of the same family 

dynamics as did families who had children with physical 

disabilities or chronic illness, emotional or behavioral 

disorders, or learning disabilities. It was interesting 

that families with a child who had mental retardation 

tended to develop the classic pattern where the mother 

accepted primary responsibility for the child's management. 

Daniels-Mohring and Lambie believed the reason for this was 

because many of the functional living skills and personal 

hygiene skills typically fell into the mother's domain. 

The second notable process was the mutual blaming, guilt, 
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and grieving that occurred between couples with a retarded 

child. While these issues were part of the process for all 

parents with a disabled child, they seemed to continue over 

a longer period of time for parents of a child who was 

retarded. 

Crnic and Leconte (1986) reported that a child with 

special needs imposed demands that stressed all of the 

family members' ability to function effectively. In 

addition to parents making adjustments, siblings, 

grandparents and other relatives must also make special 

adjustments to the disabled child. An early study by 

Grossman (1972) focused on the disabled child's impact on 

siblings. He conducted the most extensive study at that 

time of siblings of disabled children and a matched control 

sample of nondisabled brothers and sisters. Using a survey 

questionnaire and interview process, he studied 83 college 

students who had a brother or sister with mental 

retardation. Grossman's data revealed the following 

findings: a) a number of participants benefited from the 

experience of having a disabled sibling, b) some 

participants reported feeling bitter toward the sibling and 

their parents and felt guilty about their feelings, and 

many feared that they too had a disability, c) parental 

attitudes and reactions to the retarded sibling were the 

strongest single influence on the nondisabled child's 

acceptance of the disabled sibling, and d) siblings from 

upper-income families experienced fewer burdens than 

siblings from lower-income families. Grossman attributed 
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chis CO Che face chat upper-income families required less 

help from siblings in che caregiver role. He also reporced 

chac Chare were decrimencal effects on the psychological 

functioning of siblings of retarded children. The effects 

generally involved greater anxiety, more conflict with 

parents, and lower sociability or emphasis on interpersonal 

relationships than siblings in families with a nondisabled 

child. 

As there was variability in the relationships between 

disabled and nondisabled siblings, so too was there 

variability in the impact of the disabled child on the 

nondisabled sibling. Crocker (1981) noted six dynamic 

factors that varied across families and affected the way a 

child experienced having a disabled sibling. First, normal 

family patterns were altered. The household was organized 

differently to adapt to the disabled child, and family 

accivicies, like vacaCions, needed Co be carefully planned 

CO accommodace Che disabled child. Second, there was 

greater competition for parental attention and resources. 

Parents frequently needed to devote more energy to the care 

of the disabled child, as well as more time to advocacy 

activities. More of the family's financial resources 

needed to be spent on the disabled child than on other 

children. Third, siblings had misconceptions about the 

sibling's disability. Crocker found that young siblings 

worried that they may have caused the disability, while 

older siblings worried about whether their own children 

would be affected. Fourth, siblings often needed to act as 
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a surrogate parent. When siblings were young they needed 

to assume more than the usual level of responsibility for 

the care of a disabled sibling. As the siblings grew older 

they remembered the prior level of responsibility they had 

to assume. These concerns affected their social life and 

caused them to consider the possibilities of a lifelong 

responsibility for their disabled sibling. Fifth, siblings 

felt compelled to compensate for the disabled child. They 

often felt an indirect pressure to succeed because their 

disabled sibling could not. Lastly, siblings frequently 

experienced confusion regarding parents' changing reactions 

to the disabled child. Parents continued to experience 

cycles of grief and changing conflicts over the course of 

the disabled child's life and nondisabled siblings were 

often caught in the shifting turmoil of these cycles. 

In addition to siblings having to adjust to a disabled 

brother or sister, grandparents and other relatives must 

also adjust to the birth of a disabled child. Grandparents 

often experienced a dual grief, a mourning for the loss of 

an expected grandchild who would carry on the family 

tradition, and sorrow for the lifelong burden their own 

child faced in raising the grandchild (Fewell, 1986) . In 

her qualitative study of 17 families Glendinning (1983) 

asked parents to describe both the practical and emotional 

support they received from their own families. All of the 

participants reported that they received little or no 

practical help from their extended families. Participants 

believed this was due to relatives' own family commitments 
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or because the grandparents' advancing age precluded the 

expectation of much help. Parents mentioned that they 

would have liked more practical assistance but they 

appreciated that relatives were reluctant to help due to 

their apprehension about medical or behavior problems that 

the care of the disabled child could entail. Glendinning 

noted that while understanding the problem alleviated many 

feelings of bitterness toward relatives, it did little to 

lessen the burden of unrelieved responsibility that parents 

experienced. 

Five of the families did receive regular practical 

help from relatives, but difficulties in managing the 

disabled child, or age of the relatives, meant that there 

was a limit to the amount of help that could be given. The 

parents themselves reported that they rationed the amount 

of help they received for similar reasons. Four of the 

families found the denial of the child's disability 

demonstrated by a set of grandparents had affected the 

closeness of relationships. In general, the insight from 

the participants in Glendinning's study was that there 

little close involvement of relatives in the daily routines 

of caring for the disabled child. Relatives did not always 

live nearby; they had family commitments of their own; and 

grandparents could not always cope with the physical 

management of a hyperactive or severely immobile child. 

The reactions of other people to the child and his 

handicap often hurt family members (Featherstone, 1980). 

She reported that some grandparents in her study lashed out 
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with cruel coitunents, some withdrew to mourn, and some put 

aside their grief for a while to comforc and support their 

children. Also as the disabled child grew older, family 

members encountered hostility, fear, and cruelty from 

others outside the nuclear family. These encounters caused 

the family to feel anger toward some members of their own 

extended family or others in the community. 

In summary, an overview was presented of the 

interactions of families with a disabled child in 

general(Daniels-Mohring & Lambie, 1993). The literature 

reported that a series of predictable changes occurred 

within a family when a child was diagnosed with a 

disability. The disabled child required extra time, 

finances, and energy from all family members, the family 

felt stigmatized, and professionals outside of the family 

were included in some important family decisions and 

interactions. Families must effectively reorganize and 

adjust at each developmental stage in the life-cycle. 

Families with children who are disabled become over-

involved or disengaged with their child and there are many 

variables that affected this process. When children had 

problems like physical disabilities, chronic illness, or 

mental retardation their families were more prone to 

becoming over involved with the disabled child than those 

families with a child who had behavioral or emotional 

disorders or a learning disability. 

Throughout the literature on family interactions the 

importance of the marital relationship to the family 
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structure was evident. In families with children who had a 

pnysicai disability or a chronic illness, the marital 

subsystem was usually subordinate to the other subsystems. 

The marital relationship in families with children who had 

emotional or behavioral disorders and learning disabilities 

was usually one of conflict. There were often significant 

disagreements between parents on how to handle situations 

and discipline of their child. In families where there was 

a child who was mentally retarded usually the mother had 

assumed responsibility for the care of the child and the 

process of grieving continued over a longer period of time 

than for parents with children who had different 

disabilities. 

Another theme that ran throughout the literature was 

the manner in which families of disabled children dealt 

with anger within their family. In families with a child 

who had a physical disability or chronic illness, the 

expression of anger was usually avoided. In families that 

had a child with behavior or emotional disorders parents 

were highly reactive to any expression of anger by the 

child. Usually, families who had children with learning 

disabilities turned their anger outward at the school 

system and other professionals because their child often 

had gone for many years undiagnosed. Lastly, families with 

a child who was retarded may have heightened conflict with 

agencies, schools and other professionals who were involved 

with their child. Within these families, there was often a 

high level of general anger that was either directed at 



48 

people outside of the home or within the home. 

There was also a considerable amount of literature 

that focused on the adjustments that siblings had to make 

when there was a disabled child born into a family. The 

adjustments that needed to be made were extensive and 

permeated all aspects of siblings' lives. In addition to 

the adjustments that siblings had to make, grandparents and 

other relatives also had to make extensive changes in their 

lives due to the birth of the disabled child. Fewell 

(1986) presented the idea that grandparents experienced a 

dual grief, a mourning for the loss of an expected 

grandchild and sorrow for the burden their own child faced 

in raising their grandchild. Often, the grandparents or 

other relatives had little practical involvement with the 

parents of the disabled child because of the difficulties 

in managing the child, the advanced age of the 

grandparents, the distance from each other, and other 

family commitments. 

Children with ADHD 

Three studies were examined from the literature on 

interactions in families who had children with ADHD. These 

three studies were chosen because they were landmark 

studies and representative of the results reported from a 

series of similar studies conducted during that time. The 

three studies focused on: a) interactions between mothers 

and their children in free-play and structured-task 

situations, b) interactions between the child with ADHD and 

their siblings in different situations, c) parents' reports 



49 

of self-esteem and stress, and d) comparison of the 

frequency of divorce or separation among parents who have 

children with ADHD and parents of nondisabled children. 

Cunningham and Barkley (1979) extended the early 

research in the area of family interactions by comparing 

the interactions of a group of 20 boys with ADHD and a 

group of 20 boys who were not diagnosed with ADHD and their 

mothers. The boys ranged in age from 6 to 12 years and were 

Caucasian. Data were gathered through observations and 

parent questionnaires. The boys with ADHD were taken off 

their medication and both groups of boys were observed 

interacting with their mothers in a fifteen minute free-

play situation and a fifteen minute structured-task 

situation. During free play mothers were told to interact 

with their child as they normally would using any of the 

materials in the room. During the structured-task 

situation, mothers were directed to give their children 

instructions to follow. 

Using a 15-second interval coding procedure,the first 

observer recorded the mother's response to specific 

antecedent behaviors of the child while a second observer 

recorded the child's response to specific behaviors of the 

mother. Seventeen dependent measures were developed from 

the coding matrix for both free-play and structured-task 

situations. Results were divided into three subsections: 

interaction, independent play, and control-compliance. 

Mothers of non-ADHD boys initiated significantly more 

social interactions during free play than mothers of boys 
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with ADHD. Even though both groups responded to a 

substantial number of the mother-initxated interactions, 

the boys with ADHD were significantly more responsive. The 

percentage of social interactions initiated by the children 

did not differ, but mothers of non-ADHD boys responded to a 

significantly higher number of those interactions than did 

mothers of boys with ADHD. During independent play, mothers 

of non-ADHD boys encouraged their son's play by interacting 

more positively, praising, or questioning him about his 

activities significantly more often than mothers of boys 

with ADHD. Conversely, mothers of boys with ADHD spent a 

significant amount of time during the independent play time 

trying to control or redirect their son's play. 

Overall, in the control-compliance subsection, during 

the free-play situation, mothers of boys with ADHD gave 

approximately twice as many commands as the mothers of non-

ADHD boys. The boys with ADHD, however, proved 

significantly less compliant or cooperative and remained on 

task for shorter periods of time per command. Mothers of 

non-ADHD children responded more often to compliance with 

direct rewards and positive social interactions. Moreover, 

they used praise more and rewarded off-task or negative 

responses less often than mothers of boys with ADHD. 

Cunningham and Barkley concluded that the pattern of 

interaction observed among boys with ADHD and their mothers 

represented a general style that was evident during free-

play and structured task situations. Mothers of boys with 

ADHD exhibited fewer positive responses and spent 
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restructure their son's activities. Further, their sons 

were more active and less compliant than their non-ADHD 

peers. They suggested that the control demonstrated by the 

mothers of boys with ADHD was often a response to the 

active or disruptive characteristics of their children. 

During the task, the majority of the mother's responses 

were repetitions of previously given commands that were not 

obeyed, attempts to keep their sons on task, or suggestions 

about the child's approach to the problem at hand. 

In addition to a more coercive and directive approach 

to their children's activities, mothers of boys with ADHD 

initiated fewer social interactions and proved less 

responsive to the interactions that were initiated by their 

child. This was, at times, related to the immature or 

inappropriate behavior of the boys with ADHD. At other 

times, mothers ignored or responded negatively to 

interactions that observers considered to be appropriate. 

Researchers suggested that the reciprocal aspects of dyadic 

interactions could not be attributed unilaterally to either 

the child or his mother. Also, the mothers implemented a 

hierarchy of increasingly directive-management techniques 

in response to the child's inattentive and impulsive 

behavior. It was suggested that this reduction of positive 

responses most likely frustrated the child and increased 

his behavioral difficulties. 

A study examining sibling interactions of ADHD and 

non-ADHD children and their relations to mothers' reports 
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of macernai stress and self-esteem was conducted (Mash & 

Jonnston, 1983) . The purpose of the study was to observe 

and compare the behaviors exhibited by ADHD children with 

their non-ADHD siblings, and the relationships between 

behaviors occurring during the sibling interactions and 

maternal reports of stress related to parenting and 

parental self-esteem. The participants were twenty-three 

boys with ADHD and twenty-three boys who were not diagnosed 

with ADHD and their siblings and mothers. 

Sibling interactions were observed during unstructured 

play with the mother absent, and during a supervised-task 

situation where the mother was present but non-interactive. 

For the unstructured play situation, the two children were 

left alone in the playroom for ten minutes with the 

direction to play together as they would at home and that 

they could use any of the materials in the room. In the 

supervised-task situation the mother returned to the room 

and gave directions for the children to complete a puzzle. 

While the children were working on the task the mother 

remained in the room but sat on the opposite side of the 

room and occupied herself reading magazines. All of the 

interactions between the children and their siblings were 

videotaped and later coded using a slightly modified 

version of the Response-Class Matrix (Mash, Terdal, &; 

Anderson, 1981). They used ten child behavior categories 

and included the four most frequently occurring categories. 

These were: directiveness, independent play, interaction, 

and negative comments. 
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In addition to the videotaped observations, the 

mothers completed two questionnaires. The questionnaires 

allowed examination of the relationship between behavior 

during sibling interaction and maternal self-ratings. 

These questionnaires assessed the mothers' parenting self-

esteem and mothers' reports of stress associated with being 

a parent. 

Results indicated that the interactions between 

siblings were characterized by reciprocity between both 

non-ADHD and ADHD boys and their siblings. The siblings of 

the boys who were ADHD engaged in more independent play 

during the play situation and less interaction during the 

supervised-task situation. Researchers suggested that the 

siblings were avoiding their siblings with ADHD and that 

the child with .ZUDHD was less likely to play independently 

v;hen the two siblings were alone and more likely to 

initiate interaction when the situation required joint 

effort. Since the child with ADHD may be consistently 

attempting to interact with his non-ADHD sibling, the high 

rates of observed sibling conflict were not surprising. 

Sibling conflict was reported to be a major problem 

for children with ADHD and was evident from the 

observations conducted in this study. The sibling 

interactions of children with ADHD were characterized by 

about four times the amount of negative behavior as non-

ADHD children when they were playing without adult 

supervision, and approximately twice as much negative 

behavior as non-ADHD children when being supervised by 
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their mothers. Approximately 10% of the total interactions 

between children with ADHD and their siblings were 

negative. 

Furthermore, their findings suggested that 

interactions between children with ADHD and their siblings 

were related to mothers' reports of self-esteem and stress. 

During play, high rates of negative behavior and 

independent play in the ADHD-child sibling dyad were 

correlated with maternal reports of low self-esteem related 

to value of the parenting role and perceived parenting 

skill. Conversely, positive social interaction between 

siblings was positively correlated with mothers' reported 

self-esteem and inversely related to their reports of 

stress in both the child and mother domains. They also 

suggested that their findings indicated that events outside 

of the parent-child interaction may also contribute to 

mothers' feelings of self-esteem and stress. 

The final study examined the perceptions of parents of 

children with ADHD regarding their family environment and 

depression in comparison with a clinical and a nondisabled 

control group (Mash & Johnston, 1983). The purpose of this 

study was to extend the research specifically focusing on 

the perceptions of parents who have children with ADHD 

about their family environment. The second purpose was to 

examine ratings of depression in parents of children with 

ADHD to determine whether depressive symptomatology was 

present among more parents who have children with ADHD in 

comparison to controls. The third purpose was to compare 
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the ADHD child, the clinical group, and the nondisabled 

control group. 

The target participants were 51 boys with ADHD none of 

whom were receiving any type of special education services. 

.A.lsc, none of the boys in this group were diagnosed as 

having a learning disability, however all 51 boys were one 

year or more behind in at least one academic area as 

measured by school achievement tests. The clinical control 

group was composed of 34 boys diagnosed with a specific 

learning disability or developmental disability. They had 

average intelligence and were 2 years or more behind in at 

least one subject area on a standard achievement test. The 

nondisabled controls were 34 boys matched by age with the 

boys in the target group and clinical control group. They 

had normal intelligence and didn't have any psychiatric 

diagnosis or learning disability. 

Two scales were used to measure parents' self-reported 

levels of depression. The Center for Epidemiological 

Studies-Depression Scale (CES-D) (Radloff, 1977) and the 

Family Environment Scale (FES) (Moos & Moos, 1981) . The 

CES-D was administered separately to the mothers and the 

fathers of all children participating in the study. If 

both parents were living at home with the child, they were 

asked to complete the FES jointly. 

The results indicated that more mothers and fathers of 

children with ADHD reported themselves depressed than did 

the parents of either of the control groups. The parents 
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of ADHD children perceived their family environment as 

unsupportive, lacking cohesiveness, high in conflict, low 

in autonomy and expressiveness, and more stressful than did 

either of the two control groups. The researchers suggest 

that when parents perceive their children with ADHD as 

deviant, the parents may become discouraged, demoralized, 

and depressed. They also found that more parents of 

children with ADHD were divorced or separated than were 

parents in either control group. In summary, families of 

children with ADHD had more difficulties, including 

disturbed interpersonal relationships, depression in 

parents, and fewer intact marriages, than did families of 

clinical or nondisabled controls. 

In general, the three studies focused on: a) the 

interactions between mothers and their children in free-

play and structured-task situations, b) interactions 

between the target child and their siblings in these 

situations, c) reports of parents' self-esteem and stress, 

and d) comparison of the frequency of divorce or separation 

among parents who have children with ADHD and parents with 

nondisabled children. Researchers reported that mothers of 

boys with ADHD exhibited fewer positive responses and spent 

significantly more time trying to control or redirect their 

sons' activities. Their sons with ADHD were more active 

and less compliant than their nondisabled peers. In 

addition, the mothers initiated fewer social interactions 

and were less responsive to the interactions initiated by 

their sons. 
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Furthermore, the siblings of the boys who were ADHD 

engaged in more independent play during the play sicuation 

and less interaction during the supervised-task situation. 

The child with ADHD was less likely to play independently 

and more likely to initiate interaction when the situation 

required joint effort. In other words, the nondisabled 

sibling was trying to avoid interactions while the child 

with ADHD was trying to initiate interactions. Moreover, 

depending on the situation, the sibling interaction of 

children with ADHD showed approximately two to four times 

the amount of negative behavior as did the interactions of 

nondisabled children. Considering the interaction 

patterns, the high rates of observed sibling conflict were 

not surprising. 

High rates of negative behavior and independent play 

was correlated with maternal reports of low self-esteem 

related to the value of the parenting role and perceived 

parenting skill. Also, the results showed that more 

mothers and fathers of children with ADHD reported 

themselves as depressed than did the parents of the control 

groups. Parents of children with ADHD perceived their 

family environment as unsupportive, lacking cohesiveness, 

high in conflict, low in autonomy and expressiveness, and 

more stressful than the control groups. Furthermore, they 

found that more parents of children with ADHD were divorced 

or separated than were parents in the control groups. Their 

results suggested that families of children with ADHD had 

more difficulties, including disturbed interpersonal 
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relationships, depression in parents, and fewer intact 

marriages than did families of nondisabled peers. 

Overall, the family interaction literature for 

disabled children in general and for children with ADHD 

had some interesting parallels. Daniels-Mohring & Lambie 

(1993) presented an overview of the interactions of 

families with a disabled child. They reported on various 

aspects of family interactions and how the child's 

disability affected those aspects. For a child with 

physical disabilities, chronic illness, or mental 

retardation, the family tended to become over involved with 

the disabled child. Families who had a child with 

behavioral, emotional, or learning disorders exhibited 

interactions that tended to be disengaged or filled with 

conflict. 

Interactions in families who had a child with ADHD 

resembled interactions typical of families who had children 

with behavioral, emotional or learning disabilities. Like 

families of disabled children in general, families who had 

a child with ADHD tended to have greater conflict between 

siblings and parents. The marital relationship tended to 

be one of conflict more often in families who had a child 

with ADHD, emotional disorders, behavioral disorders, or 

learning disabilities than the families with nondisabled 

children or families who had children with physical 

disabilities or chronic illness. There were often frequent 

and intense disagreements between parents regarding 

discipline strategies for their children. Furthermore, 
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researchers found that more parents of children with ADHD 

were divorced or separated than were parents in the control 

groups. Also, parents of children with ADHD perceived 

their family environment as unsupportive, lacking 

cohesiveness, and reported feelings of depression regarding 

their disturbed interpersonal relationships. 

There was substantial literature that focused on 

siblings and extended family members of disabled children. 

The adjustments that had to be made were extensive and 

permeated all aspects of the siblings' lives. This was 

true for disabled children in general as well as children 

with ADHD. Siblings of children with ADHD engaged in more 

independent play and were less likely to initiate 

interaction during a play situation with their sibling with 

ADHD. The sibling interactions of children with ADHD 

demonstrated two to four times more negative behavior and 

conflict than the interactions of nondisabled boys and 

their siblings. 

Community Interactions 

Disabled Children in General 

Featherstone (1980) talked about the isolation and 

loneliness that parents of a disabled child faced. She 

reported that the parents in her study presented a 

pervasive theme of loneliness that stemmed in part from the 

fear and anger they experienced. Their fear cut them off 

from others because many of them had difficulty sharing 
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cheir anger and fear with others and even when they tried 

to share, others often responded awkwardly. On a practical 

level, their child's disability often interfered with 

ordinary social activities. Parents reported that young 

children with a disability complicated their efforts to get 

out of the house, whether it was an errand or a social 

activity. It was difficult to organize expeditions and 

recreational activities. Also, people they v/ould meet 

avoided their child and sometimes the parents and siblings, 

as well. She suggested that it takes courage to ease other 

people's embarrassment and parents who were grieving 

themselves, were not in a position to address the 

embarrassment of professionals, friends, relatives, or 

neighbors. 

The parents in Featherstone's study expressed their 

isolation from the community in various ways. Some felt 

isolated by the physical limitations that the disability 

imposed on family activities. Other parents reported 

suffering most deeply from a personal and internal sense of 

their own family's uniqueness. For example, the images 

portrayed by advertising and media of the "perfect" 

American family wounded them deeply. A third group of 

parents reported that they were most deeply hurt by the 

lack of understanding they encountered outside of the 

nuclear family. 

Glendinning (1983) asked parents whether they thought 

their neighbors were understanding of or helpful with the 

disabled child, the difficulties experienced by the family 
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they gave. The theme that emerged was that few of the 17 

families had regular or substantial help from neighbors. 

The reasons were similar to those reasons given from the 

extended families; some were too old or had heavy domestic 

commitments of their own. Three of the families chose to 

keep to themselves and they felt this independence limited 

the opportunities for help to be received from neighbors. 

Conversely, parents who did receive practical help from 

friends or neighbors were highly appreciative of the help. 

Even if friends and neighbors were unable to give practical 

help, their interest and concern was still greatly 

appreciated. 

Glendinning (1983) reported that while the emotional 

support of extended family members, friends, and neighbors 

was appreciated and important, very little practical help 

with the daily routines was available from these sources to 

the families of the disabled children in her study. There 

was little evidence of widespread involvement of family, 

neighbors, or friends in the care of the disabled child or 

in other domestic tasks. She suggested that the networks 

of support may only develop cohesion and strength as the 

disabled person, and the parents, grow older. She suggested 

that the reason for this was that friends and relatives 

were in a better position to give practical help when the 

demands and restrictions of their own young families were 

reduced. 

In summary, the literature on exceptional children in 



general indicated that parents of disabled children felt 

isolated from others outside of their immediate family. 

This stemmed, in part, from the fear and anger they 

experienced and their inability to express it in an 

accepting social environment. They also felt isolated 

because they were different from other families. Their 

child's disability interfered with ordinary social 

activities on a practical physical level and an emotional 

level. Few of the families in the studies received 

practical assistance from family, friends, or neighbors. 

It was reported that interactions of families with disabled 

children and community members were limited by the families 

themselves or by constant negative interactions when they 

were out in the community. 

Children with ADHD 

Although there was little literature on family 

perceptions of community interactions, there were some 

studies on peer relationships of children with ADHD. One 

of the earliest studies grew out of a study by researchers 

who examined the effects of behavior therapy and 

methylphenidate on children with ADHD (Pelham, Schnedler, 

Bologna, & Contreras, 1980). The treatment was considered 

effective, based on a number of measures including 

observations of parent-child interaction, observations of 

on-task behavior in the classroom, and parent and teacher 

ratings. Despite the improvements, it appeared that the 

children were still having difficulties with peer 

relationships since teachers continued to report that the 
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children were unpopular with their classmates. 

Researchers (Pelham & Bender, 1982) administered 

sociograms in the classrooms of seven of the eight treated 

children when therapy was terminated. The sociograms were 

simple peer nomination inventories and were administered 

individually. Six of the seven children averaged two 

standard deviations above their class means in negative 

nominations. The seventh child was considered to be 

Attention Deficit Disordered (ADD) without the 

hyperactivity and obtained ratings similar to the class 

average. The researchers concluded that although their 

treatment was beneficial according to most standard 

measures of efficacy, it clearly was not maximally 

effective on the sociometric measure. 

In order to determine whether other children with ADHD 

had serious problems with peer relationships, researchers 

extended their study and administered the simple peer 

nomination inventory to 42 additional children with ADHD. 

The expanded sample consisted of 38 boys and 4 girls 

ranging in age from 5 years to 10 years. The results 

confirmed the findings of their earlier study that the 

children with ADHD were disliked by their peers. 

Several later studies examined dyadic peer 

interactions when non-ADHD and ADHD boys were engaged in 

specific situations. One study attempted to clarify the 

receptive contributions of attentional control difficulties 

and aggression in dyadic social behavior between children 

with ADHD and their peers (Clark, Cheyne, Cunningham, & 
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Siegel, 1988). The participants were 40 boys, aged 7 co 9, 

who were observed in 10 mixed dyads and 10 nondisabled 

dyads. Children were observed and videotaped from behind a 

one-way mirror and the children who were ADHD were 

unmedicated. Dyads were observed in two 15-minute task 

situations, a cooperative task and a simulated school task 

during one session. In the cooperative task the children 

were required to work together on several activities and 

the simulated school task was an activity that required 

them to work independently. 

The results of the study suggested that verbal 

reciprocity and retreat were the key interactional 

sequences that distinguished mixed and control dyads. The 

control dyads exhibited better developed conversational 

skills and were able to maintain reciprocal dialogue more 

consistently than were mixed dyads. Further, the 

probability of withdrawal from aggression significantly 

distinguished mixed dyads from control dyads. Aggression 

was met with retreat by one's partner in the mixed dyad and 

researchers suggested that aggression may, over time, lead 

to withdrawal by peers from interaction with the initiator 

of aggressive encounters. Also, aggression in the child 

with ADHD was negatively reinforced when the peer 

retreated. Overall, it appeared that the presence of a 

child with ADHD in peer interaction significantly altered 

dyadic reciprocity and reinforcement contingencies, as 

reflected by the results for verbal reciprocity and 

retreat. Control dyads were described as more stable. 
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Another study examined the social communication 

behaviors of boys with ADHD and nondisabled peers and the 

reciprocal effects of this social communication (Landau & 

Milich, 1988). Participants were 35 third through sixth 

grade boys from 23 public school classrooms in rural 

Midwestern communities. The boys who were identified as 

.ADHD were paired with boys who were not identified as 

having any disability. The procedure used was a "TV Talk 

Show" game format. It involved one child playing the role 

of "host" of a television talk show while the other played 

his "guest." Each boy in the dyad participated in both 

roles, each of three minutes' duration. The dyadic 

interactions of the boys were then videotaped and coded. 

Coders counted the frequency of six different communication 

behaviors and at the end of the 3-minute interview, coders 

rated each boy in terms of their dominance control of the 

entire conversation. 

The results indicated that the boys with ADHD seemed 

to adopt a specific response strategy and apply it 

independent of task demands. The boys with ADHD seemed 

significantly less adaptive in their ability to adjust 

their social communication behaviors. This finding 

supported the notion that the child with ADHD has a problem 

with social communication and it may be one of a 

performance deficit rather than a skill deficit. In other 

words, these results suggested that children with ADHD, 

when faced with an unstructured situation, developed a 
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particular strategy and adhered to it in spite of changes 

in the task demands. Therefore, what was perceived to be a 

situationally specific behavior was actually 

inappropriately consistent behavior that occasionally 

matched setting demands, while at other times it was 

obviously inappropriate. 

A second important outcome of the study was that the 

response style used by the boys with ADHD appeared to have 

an important reciprocal effect on the behavior of the 

nondisabled partners with whom they were paired. They 

found that the inability to adjust social communication was 

also evident for the nondisabled partners. It appeared 

that children with ADHD seemed to elicit compensatory or 

controlling behaviors from others with whom they were 

paired. The researchers suggested that the nondisabled 

partner seemed to respond in a reciprocal fashion to their 

ADHD partner and apparently compensated their communication 

style to maintain the conversation. 

In summary, the literature on peer interactions of 

children with ADHD has documented several findings. The 

first was that children with ADHD were disliked by their 

peers as documented by simple peer nomination sociograms. 

Several later studies examined dyadic peer interactions 

when boys with ADHD were paired with nondisabled peers and 

were engaged in specific communication situations. 

Researchers found that verbal reciprocity and retreat were 

the key interactional responses that differentiated the 

mixed dyad and control dyads (Clark, et al., 1988). 



Aggression was met with retreat by the nondisabled partner 

in che mixed dyad. Cyads with nondisabled partners were 

described as more stable, affiliative, and reciprocal in 

their interactions. 

The final study reported two findings of significance. 

The first finding suggested that children with ADHD, when 

faced with an unstructured situation, developed a 

particular strategy and adhered to it regardless of changes 

in the task demands. The second outcome suggested that the 

response style used by the boys who were ADHD seemed to 

have a reciprocal effect on the behavior of their 

nondisabled partners. The boys with ADHD seemed to elicit 

compensatory or controlling behaviors from their 

nondisabled partners. In general, the children with ADHD 

were not as well liked as their nondisabled peers and when 

interacting with peers in various situations they 

experienced difficulties. They were not flexible in their 

responses to different situational demands and elicited 

controlling behaviors during interactions from their 

nondisabled peers. 

When considering the literature on community 

interactions for disabled children in general and children 

with ADHD there were several themes that emerged. The first 

was that parents of disabled children in general felt 

isolated from others outside of their immediate family. 

The second was that their child's disability interfered 

with ordinary social activities. Parents reported that it 

was difficult to get out into the community due to the 
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physical needs of the child and because of the negative 

social inceraccions chac ofcen occurred. The third theme 

was that the families with disabled children in general 

received little practical assistance with the demands of 

the daily routines. There was no literature found on 

family's perceptions of coinmunity interactions for children 

with ADHD so this aspect was not explored. 

When the disabled children's interactions with their 

nondisabled peers were examined it was reported that 

children with learning disabilities were not skilled in 

their perceptions of social interactions with their peers 

(Goldman & Hardin, 1982). This finding was also true for 

the children with ADHD. They were not well liked by their 

nondisabled peers and their interactions with them were 

difficult. The children with ADHD were not flexible in 

their responses to different situations and elicited 

controlling behaviors from their nondisabled partners. 

They were less able to consistently maintain reciprocal 

dialogues and their aggression was met with retreat by 

their nondisabled partner. 

Over the years there has been considerable research on 

the perceptions of parents of disabled children in general 

regarding the identification process, family interactions, 

and interactions within their community. There has been 

little or no research specifically on the perceptions of 

parents of children with ADHD regarding the identification 

process. There has been some research on family 

interactions but none where parents discussed their 
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perceptions of raising a child with ADHD and how it 

affected their family. The research done in this area 

focused on the mother-child and child-sibling interactions. 

Furthermore, in the area of community interactions there 

was research on children with ADHD and the social 

interactions between them and a nondisabled peer but little 

or no information about the myriad aspects of community 

interactions that must occur daily in the lives of parents 

who have children with ADHD. 

Importance and Purpose 

When looking at families of disabled children in 

general and families of children with ADHD there are some 

similarities and differences. What is most clear is the 

scarcity of literature that draws from parental perceptions 

on families of children with ADHD. Furthermore, there was 

no discussion or exploration that examined the similarities 

and differences between families who have children with 

.ADHD and families of disabled children in general. Do 

families who have a child with ADHD go through similar life 

processes as parents of disabled children in general? If 

they do, then there is much to be learned from the research 

on how families of disabled children in general function 

and progress through life-cycle events that can be applied 

to families who have children with ADHD. If not, how are 

they different and what can we learn from these 

differences? 
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Despite the years of research and the advances in 

understanding and treatment of children with ADHD, the 

disorder continues to be a serious educational and social 

impairment (Weiss & Hechtman, 1993). Studies that examine 

the academic achievement of children with ADHD indicate 

that they are more likely to receive lower scores on 

standardized tests of math and reading, and lower grades in 

academic subjects than their nondisabled peers (Barkley, 

Fischer, Edelbrock, & Smallish, 1990). In addition, more 

than 80% of preadolescent children with .ADHD were 

identified as being behind at least two years in math, 

spelling, and written language or reading (Anderson, 

Williams, McGee, & Silva, 1987). Children with ADHD in the 

regular classroom face a failure risk that is two to three 

times greater than that faced by nondisabled children of 

equal intelligence (Rubinstein & Brown, 1981) . Further, 

over half of the children with ADHD will experience school 

failure or fail at least one grade by adolescence (Barkley, 

et al., 1990; Brown & Borden, 1986; Minde, Lewin, Weiss, 

Lavigueur, Douglas, & Sykes, 1971): over one-third will 

fail to graduate from high school, and only five percent 

will complete college (Weiss & Hechtman, 1993). 

The behavior of the child with ADHD in the academic 

setting severely impacts on the child's ability to remain 

in the classroom environment. A study that followed 

children with the disability for eight years reported that 

46% of the children had been suspended, often more than 

once; eleven percent had been expelled, and ten percent had 
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at ail surprising that educational staff report that 

children with ADHD are difficult to teach. Schiller and 

Hauser (1992) reported that children with ADHD and 

nondisabled children do not respond in similar manners to 

instruction and management strategies. Children with ADHD 

do not respond positively to traditional behavior 

management strategies and often need more intensive 

behavior intervention and structure in a school setting. 

Over 60% of adolescents with this disorder have been found 

to exhibit frequent defiance and noncompliance with 

authority figures and rules (Barkley, et al., 1990). 

Furthermore, many aspects of a traditional instructional 

environment need to be altered to provide a child who has 

ADHD with a positive learning environment (Barkley, 1990) . 

In addition to the rather dismal educational ramifications, 

ADHD is one of the most intensely studied of childhood 

disorders and is one of the most common reasons for 

referral of children for psychiatric treatment (Weiss & 

Hechtman, 1993). 

It was important that information about family 

interactions and parent perceptions of the process of 

raising a child with ADHD be obtained to gain insights for 

several reasons. The first was to listen to the 

perceptions of parents and to examine their views about 

what happened in the parenting process. The second was to 

consider how we can do better. A sense of the concrete 

day-to-day life of the parents as they went about the work 
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of parenting a child with ADHD was needed; also needed was 

a sense of the inner perceptions of the parents as they 

interacted with their children and the medical and 

educational professionals; a sense of how their child 

affected their family life, their self-esteem as parents, 

their stress levels, and what these perceptions meant to 

them as mothers, as fathers, and as human beings. The in-

depth, phenomenologically based interview provided insight 

into these issues in a manner unavailable in other research 

designs. 

This insight was important because parents of children 

who have been diagnosed with ADHD need the services of both 

the educational and medical communities. Once 

professionals understand the experiences of parenting a 

child with ADHD, effective interventions can be developed 

and effective partnerships between parents and 

professionals can be established. Such research helps 

physicians, counselors, educational staff, and school 

administrators understand the concerns of parents regarding 

various aspects of raising their children who have ADHD. 

It provides important insights and the information obtained 

can assist professionals to: a) provide education for 

families on issues in which they demonstrate a lack of 

knowledge, b) establish family counseling systems that 

address the concerns and/or issues of highest priority that 

extend throughout the years of parenting a child with ADHD, 

c) develop interventions with home-school contingencies 

that have a high chance of success because they are based 
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on parent perceptions, d) establish better educational 

programs that take into consideration both the academic and 

behavioral issues of children who have ADHD, and e) make 

better use of pharmacological interventions for children 

with ADHD by carefully considering parental perceptions and 

needs. 

Another important consideration is that today many 

experts are recommending a multidimensional treatment for 

children who have ADHD (Lerner & Lowenthal, 1992). They 

recommend that the treatment should include: medication, 

behavior management, educational interventions, and family 

training and counseling (Abramowitz & 0' Leary, 1991; 

Lerner & Lerner, 1991) . If these treatment programs are to 

be successful it is imperative that special educators, 

medical professionals, psychological practitioners, and 

parents work together to provide the most effective 

treatment program. It is necessary for parents and 

professionals to understand each other if they are to 

effectively work together. For this reason, it was 

important to examine parents' experiences, insights, 

strategies for coping, and the life-long process of raising 

a disabled child. 

This study focused on parents' perceptions regarding 

four aspects of raising a child with ADHD. These four 

aspects are reflected in the following areas: a) parents' 

feelings regarding their children and the school 

experience, b) parents' perceptions regarding their 

interactions with medical practitioners, c) parents' views 
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regarding family and social issues, and d) parents' 

perceptions about their own experiences. 

In conclusion, the purpose of this study was to 

explore, through in-depth interviewing, parents' 

perceptions of raising a child with ADHD. If we are to 

fully understand ADHD and the effect it has upon our 

society then it is vital that a candid examination of 

parents' perceptions occur. How parents view the experience 

of raising a child with ADHD, their feelings about the 

experience, the actions that they take, and the strategies 

that they use all play an intregal part in understanding 

and interacting with families who have a child with ADHD. 
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CHAPTER II 

METHODS 

This study focused on parent perceptions regarding 

four aspects of raising children with ADHD. These four 

aspects are reflected in the following areas: a) parent 

views regarding their children and the school experience, 

b) parent views regarding their interactions with medical 

practitioners, c) parent views regarding family and social 

issues, and d) parent views regarding their own 

experiences. This section provides a description of the 

research design, selection of participants, participant 

description and setting, procedures, and methods of data 

analysis. 

Research Design 

The research method employed in this qualitative study 

was in-depth phenomenological interviews of seven parents 

of adolescents who were diagnosed with Attention Deficit 

Hyperactivity Disorder. Consideration of the best method 

for obtaining valid data was guided by observations by 

Bogdan and Biklen (1992) that researchers in the 

phenomenological mode try to understand the meaning of 

events and interactions to ordinary people in particular 

situations, and by Douglas (197 6) who observed that 

researchers should not assume they know what things mean to 
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the people they are studying. Phenomenologists stress the 

subjective aspects of people's behavior and they believe 

that various ways of interpreting experiences are available 

to each of us throughout interactions with others, and that 

it is the meaning of our experiences that formulates 

reality (Greene, 1978) . 

Qualitative methods are derived most directly from the 

ethnographic and field study practices of anthropology 

(Pelto & Pelto, 1978), and sociology (Bruyn, 1966). 

According to Ritzer (1975), a paradigm is an informal 

assemblage of logically held together assumptions or 

concepts that guide thinking and research. Qualitative 

researchers do not seek out data to prove or disprove 

hypotheses they believe before beginning the study; rather, 

the paradigm that is developed emerges from many disparate 

pieces of gathered evidence that are interconnected. This 

kind of theory emerges from the bottom up and is called 

grounded theory (Glaser & Strauss, 1967). 

The purpose of this study was to construct a theory 

that emerged as data were collected and examined of 

parents' perceptions regarding the experience of raising a 

child with ADHD. An assumption of this study was that 

parents' views about raising children with ADHD, the 

beliefs that led them to certain decisions regarding 

interventions for behavior, medications, counseling, school 

issues, and their feelings about this process, would lead 

the researcher to construct a paradigm or theoretical 

perspective. 



Selection of Parf.icipants 

Initial contact with the participants was made by the 

interviewer. Following the recommendation by Seidman 

(1991) that the interviewer not depend on third parties to 

make contact with potential subjects, an initial telephone 

contact was made consisting of a brief introduction, an 

explanation of how the interviewer gained access to the 

person's name, and setting up an appointment to meet. The 

purpose of this first telephone contact was to establish a 

time when the interviewer and potential participant could 

meet in person and discuss the study. 

There were three purposes for the initial personal 

contact visit. The first purpose was to build the 

foundation for the mutual respect necessary to the 

interview process. It also allowed the interviewer to 

become familiar with the environment in which the potential 

subjects lived or worked before the actual interview began. 

A second purpose for the initial contact visit was to 

determine whether the potential participant was interested. 

During this visit it was important for the potential 

participant to understand the nature of the study and how 

he or she fit into it. The interviewer also shared the 

information later presented in the informed consent form so 

that the participant would be familiar with all the aspects 

of the form {see appendix A). The third purpose of the 

contact visit was to determine if a participant was 

appropriate for the research. 



There were cwenty-two potential participants in the 

pool. Seven participants were selected from this pool of 

twenty-two. During the process of building the participant 

pool, the interviewer kept a record of those potential 

participants who appeared to be most appropriate. A simple 

participant information form was developed to facilitate 

communication, confirm appointments, and to follow-up after 

the interviews. The form included basic information such 

as, participants' home and work addresses and telephone 

numbers, the best time to contact them, and the time to 

avoid contacting them (see appendix B). 

After all twenty-two parents were initially contacted, 

the final seven participants were selected. A follow-up 

telephone call was made to all twenty-two potential 

participants to inform them whether they were chosen for 

this study and to thank them for their interest. The final 

seven participants agreed to be interviewed three more 

times and dates and locations were tentatively established 

during this phone call. The parameters for selection of 

participants included parents: a) of adolescents (12-19) 

who were diagnosed with ADHD, b) from different ethnic 

groups, c) who demonstrate divergent socioeconomic status, 

d) from various educational backgrounds, e) with dissimilar 

work experiences, f) who were male or female, and g) from 

different areas of the country. 

Parents of children who were identified as mild, 

moderate, and severely impaired were also included in this 

study. Determination of the severity of the disability was 
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difficult to ascertain, however, parent comments helped the 

interviewer to formulate a rough estimate of severity. 

Often, the parents themselves would use the terminology of 

mild, moderate, or severe to describe the symptoms or 

behavior of their children. Furthermore, since ADHD has 

significant comorbidity with other disorders such as 

Oppositional Defiant Disorder, Conduct Disorder, and 

Learning Disabilities (Barkley, et al., 1990), an effort 

was made to include parents of children who displayed 

additional disabilities. 

Participant Description and Setting 

The participants in this study were seven parents of 

adolescents who were diagnosed with Attention Deficit 

Hyperactivity Disorder. Five of the participants were 

women and two were men. The ages of the participants ranged 

from thirty-eight to fifty-two years. The ages of the 

participants' children who had ADHD ranged from twelve to 

nineteen years. The seven families included a total of 

seventeen children, and of those seventeen children there 

were ten who were diagnosed with ADHD. Of the ten children 

who had ADHD, eight were male and two were female. Some of 

the children diagnosed with ADHD had comorbid diagnoses 

such as. Learning Disabilities, Tourette Syndrome, 

Oppositionally Defiant Disorder, and a mild hearing loss. 

All of the participants described their former or current 

spouse as exhibiting ADHD-like symptoms or as formally 
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diagnosed with ADHD. 

Formal education levels varied among the participants. 

Two of the women and one of the men graduated from high 

school and had no additional formal education. Two of the 

women had several graduate degrees and one woman was 

pursuing several different degrees from a community-

college. One of the men completed a Bachelor's Degree and 

obtained additional education while in the Army. 

According to the Center on Budget Policy and 

Priorities {"Socioeconomic," 1995), most of the 

participants fell in the middle range of socioeconomic 

status(SES) with one male participant in the lowest SES 

level and the other male participant in the highest SES 

level. The rest of the participants fell in the mid to 

upper middle class range. One of the participants was 

Hispanic and the rest were of Anglo descent. All lived 

near, or in, large metropolitan cities and came from three 

areas of the country; the Southwest, the Midwest and the 

East. 

The seven parents have been assigned pseudonyms in 

order to report parent perceptions while guarding the 

participants' privacy. The parents were voluntary 

participants who were identified by school staff, 

physicians, group counseling leaders, or through colleagues 

and friends as likely to be willing to participate in the 

study. A brief description of each participant is presented 

and summarized in Table 1. 
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Heather 

Heather is a forty-three year old married woman wich 

two children who does not work outside of her home. She 

volunteers in her son's school and speaks to groups when 

requested. She briefly attended college where she met Bill 

in her freshman year, dropped out, and got married. Heather 

then helped support him through medical school. Bill is a 

doctor with a Health Maintenance Organization (HMO) and his 

mother reported to Heather that he exhibited some of the 

same symptoms as their son, John, when he was a child. 

Heather and Bill live in an upper middle class neighborhood 

in a large metropolitan city in the Southwest. They have 

been married for twenty-five years and are well established 

in their community. 

Their children include John who is 15 years of age and 

diagnosed with Attention Deficit Hyperactivity Disorder and 

a daughter, Susan, who is 17 years of age. John has also 

been diagnosed with a Learning Disability. Currently, John 

is not on medication and is mainstreamed in a public high 

school. In addition, he receives some support from the 

Special Education staff at his local high school. 

Heather reported that John has never been a behavior 

problem in school but will come home and exhibit a variety 

of inappropriate "acting out" behaviors. As he has matured 

these behaviors have reduced in frequency and intensity. 

Heather is the primary caregiver and reported that she 

makes the majority of the decisions concerning John's 

education. John attended both private and public schools 



Table 1 

Participant: Demographics 

Participants Age Sex 
Married 

Y/N # Of Times 
Education 

Level Completed SES Location 
#0f 

Children 
#With 
ADHD 

Other 
Disabilities 

Heather 43 F Y 1 High School Upper 
Middle 

Southwest 2 1 None 

M ; 'dh M IS til 
Sally 52 F Y 1 Post Graduate 

(Ed. D.) 
Middle East 3 1 None 

H M H 1 
S, 
) 

Carol 45 F N 1 Post Graduate 
(M.S.) 

Middle Midwest 3 3 LD.l 
ODE 

S, 
) 

P 
M is H 1 in M 

Jesus 38 M Y 1 

1 

High School Lower 
Middle 

Southwest 2 2 LD, ODD 

Note. L D = l^eaming Disabilities; TS = Tourette Syndrome; ODD = Oppositional Denant Disorder. SES = Socioeconomic Status where 

Upper = 89,000; Upper Middle = 41,051; Middle = 28,500; Lower Middle = 18,367; Lower = 8,230. From Center on Budget Policy & Priorities based 

on Congressional Budget Office Data, 11/23/95, Wall Streei Innmal. p. A2. 
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throughout his elementary and middle school years. Heather 

has been incensely involved in his educacion since he 

entered school. 

Paula 

Paula is a 40 year old woman with two children. Her 

son, Kevin who is fifteen years old and who was diagnosed 

with ADHD and a Learning Disability is a result of her 

first marriage. Her daughter, Cathy, who is two years old 

is from her third and current marriage. Paula was married 

immediately after high school and reported that she and her 

husband bought a van and traveled around the country in it. 

She describes that time in her life as her "hippie days". 

When Kevin was two she divorced his father, and although 

she had a brief marriage between that time and her current 

marriage to Don, she spent many years raising Kevin on her 

own. She has been married to Don for three years. 

Paula does not work full-time outside of the home 

although she does volunteer work for her church and 

occasionally works out of her home in a service oriented 

job. Don is a technical support representative for a 

successful corporation and they live in a large 

metropolitan city in the Southwest in a middle class 

neighborhood. 

Paula reported that Kevin is not a behavior problem at 

home or school and most people comment on his "sweet and 

loving nature". He takes Dexedrine twice a day and Paula 

feels that this medication helps him to focus his attention 

and not be so "hyper." He does currently receive some 
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special education services and was in resource rooms in 

elementary school. He is presently mainstreamed in middle 

school and is enjoying this year. Paula admitted that he 

doesn't have intimate friends but the school personnel 

reported that he is part of a group and has friends. Kevin 

prefers to come home after school and be with his family. 

g^J-iy 

Sally is a 52 year old woman who has been married to 

Mike for 30 years. She has a doctorate in a science 

related field and Mike is a professor at a local 

University. They have three children: Ed who is 23 years, 

Jennifer who is 16 years, and Tony who is 13 years and who 

was diagnosed with ADHD as a preschooler. He takes a low 

dose of Ritalin in the morning. 

Although Sally has worked outside of the home, she is 

currently at home helping to care for her mother-in-law and 

helping Tony transition into and through middle school. On 

occasion, Sally will tutor children who have Learning 

Disabilities or who have been diagnosed with ADHD. She and 

Mike live in a suburb of a large metropolitan city in the 

East. 

Sally reported that in the past, Tony had behavior 

problems at home and school but they are minimal now, and 

that he works hard and is a good student. Tony is 

mainstreamed and in the past has received some special 

education services but now, with the intensive help he gets 

from Sally, he is able to maintain his academic standing. 

Sally reported that he is, for the very first time. 
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"popular" and she considers the group that he hangs out 

with to be wholesome and good for him. 

Vang??a 

Vanessa is a forty-three year old divorced mother with 

two sons. She was married twice and her sons, Sam who is 

23 years old, and Wayne who is 15 years old and is 

diagnosed with ADHD, have different fathers. She works 

full time, has many interests outside of her work, and is 

actively involved in several organizations. Vanessa is an 

avid reader and is continuing her formal education through 

a local community college. Currently, she lives with Sam 

and Wayne in an apartment complex in a middle class 

neighborhood near Wayne's school. Vanessa has lived all 

over the world but currently lives in a large metropolitan 

city in the East. 

She reports that she has few close friends, keeps to 

herself, and spends most of her time with Wayne or in 

family oriented activities. Wayne accompanies her to her 

college classes and does his homework while she is in 

class. Vanessa is very involved in a family support group 

and works diligently to assist other parents to advocate 

for themselves and their children. 

Through the years, Wayne has had some minor behavioral 

problems in school but many more serious problems at home 

with his mother. Recently, he was arrested for a violent 

rage attack upon his brother. Vanessa regretted calling the 

police and eventually the charges were dropped in lieu of 

counseling. Wayne was also diagnosed with Tourette 
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Syndrome. 

Carol is a forcy-five year old divorced mother of 

three children. She works full time as a special education 

teacher in a large metropolitan city in the Midwest and has 

taught elementary aged children for twenty-five years. She 

was married for 2 0 years and has been divorced for 5 years. 

She lives in a middle class home in the suburbs with her 

three children. All three children were diagnosed with 

.ADHD shortly after her divorce and all are on medications. 

All of her children, Sean who is 19 years, Kristen who 

is 15 years, and Jamie who is 13 years are currently 

mainstreamed in the public schools with various support 

from the special education staff to assist them to be 

successful in school. Her oldest son, Sean, was arrested 

for misconduct at school and eventually expelled from high 

school. He attended an alternative school and eventually 

graduated from high school. Jamie was also arrested in the 

summer prior to his seventh grade year for vandalism to a 

local high school and the school district attempted to 

expel him. Carol eventually settled with the school 

district allowing Jamie to continue in his home school. 

Kristen is impulsive and disorganized and occasionally has 

minor behavior problems in school but is not considered to 

be a "problem" by the school staff. 

Both Sean and Jamie have been diagnosed with Learning 

Disabilities in math and language, Oppositional Defiant 

Disorder (ODD), and with Tourette Syndrome (TS). Their 
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father was also diagnosed with ADHD and takes medication. 

He remains involved in his children's lives and Carol 

reported that there are many members of his extended family 

who have been diagnosed with ADHD, Tourette Syndrome, and 

Learning Disabilities. Carol reported that she has family 

members who exhibit some of the same symptoms as her 

children, although they have not been formally diagnosed. 

gcg';c 

Scott is a forty-seven year old divorced man who has 

physical custody of his children. Their mother lives 

thousands of miles away and his extended family lives in 

other states so he is the primary caregiver and raises his 

children with the help of a live-in nanny. He is a 

successful business executive for a large corporation and 

travels frequently in his local geographical area and, 

occasionally, around the country. 

Scott obtained an undergraduate degree in a science 

related field but was drafted into the Army shortly after 

he graduated from college. At the completion of his tour 

of duty in the Army, he decided to enter the commercial 

world as a salesman for a corporation. Over the years, he 

has been successful in his professional pursuits. Scott 

lives in a large home in an upper class rural area in the 

Midwest that is approximately forty miles from a large 

metropolitan city. He is very involved in his community 

and volunteers on several committees in the church that he 

attends. 

Scott has three children, Barry who is 15 years old. 



Tim who is 12 years old, and Colleen who is 8 years old. 

The children see chexr mother several times a year for 

short visits. Tim has been diagnosed with ADHD and, with 

structure, does well in school. He takes Ritalin three 

times a day and Scott reported that Tim benefits from 

medication although he still demonstrates aggression and 

noncompliant behaviors with his siblings and the adults in 

his home. Scott is very involved with his children and 

supports their efforts as they participate in various 

clubs, activities, and sports programs. 

Jesus 

Jesus is a thirty-eight year old man who has been 

married for seventeen years to Maria. They have a son, 

Josue who is 15 years old and a daughter, Monique, who is 

14 years old. Josue and Monique have been diagnosed with 

ADHD and Learning Disabilities (LD). In addition to ADHD 

and LD, Josue has been diagnosed with Oppositional Defiance 

Disorder (ODD). Jesus is employed as a mechanic is a small 

commercial muffler shop and reported that he is successful 

and skilled in his work. 

Jesus revealed that he and Maria believe that she has 

ADHD and are considering the possibility of her going 

through the identification process. He lives in a modest 

home in a lower middle class neighborhood in a large 

metropolitan city in the Southwest. Jesus and Maria live 

near many members of their large extended families and they 

interact daily with them. Maria does not work outside of 

the home. 
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Josue and Monique take medications. Josue is 

currently on Imiprimine and Dexedrine, one for attention 

and the other to help him better manage his behavior. 

Jesus reported that even with medications, Josue is very 

difficult to manage at home and in school. He has been 

suspended a number of times and receives referrals for his 

behavior on a weekly basis. Monique, also, takes Dexedrine 

once a day to help her attend, however, she is sporadic 

about taking her medication as she feels it does not help 

her. When she is taking her medication, Jesus reported 

that she performs satisfactorily in school, however, when 

she refuses to take her medication her parents receive more 

referrals from the school. Jesus explained that Josue and 

Monique fight a great deal and it upsets both parents who 

are very concerned about it. 

In summary, all of the parents who participated in 

this study have adolescent children diagnosed with ADHD. 

They are from three geographical areas of the country, the 

Southwest, the Midwest, and the East. Four of the 

participants were married, three were single parents, and 

two have been married more than once. The parents in this 

study have two to three children and all of the adolescents 

with ADHD have been or are currently taking medications. 

Two of the participants are male and five are female and 

all expressed a high level of commitment to parenting their 

children. These parents volunteered to participate in this 

study and most expressed an interest in reading the 

information that was obtained. A more detailed presentation 



of the participants' family constellations are presented in 

Table 2. 

Procedures 

The discussion of procedures includes: a) researcher 

point of view, b) interview questions and timeline for 

gathering data, and c) interview process and methods. 

Researcher Point of View 

As a researcher, rr^ mind is not a blank slate in 

regard to the purpose of this research. In fact, my values, 

interests, and intimate familiarity with the research 

problem are the origin of motivation for this study. My 

interest in these research issues is derived from personal 

and professional perspectives. 

On a personal level, three of my four children were 

diagnosed with Attention Deficit Hyperactivity Disorder and 

all three progressed through varying stages of education 

prior to identification. Experientially, I can recall the 

progression through several stages of parenting and the 

numerous attempts to develop successful behavioral 

management strategies for my children. I can relate to the 

familial stress and depression that occurs when parenting 

such children and I have often wondered what sense or 

meaning other parents have derived from similar 

experiences. 



Table 2 

Participants and Family 

Name Relationship Age 

Heather Participant 43 

Bill Spouse 43 

Susan Daughter 17 

John Son with ADHD 15 

Paula Participant 40 

Don Spouse 41 

Kevin Son with ADHD 15 

Cathy Daughter 2 

Sally Participant 52 

Mike Spouse 53 

Ed Son 23 

Jennifer Daughter 16 

Tony Son with ADHD 13 

Vaneasa Participant 43 

Name Relationship Age 

Sam Son 23 

Wayne Son with ADHD 15 

Carol Participant 45 

Sean Son with ADHD 19 

Kristen Daughter with ADHD 15 

Jamie Son with ADHD 13 

Scott Participant 47 

Barry Son 15 

Tim Son with ADHD 12 

Colleen Daughter 8 

Jesus Participant 38 

Maria Spouse 35 

Josue Son with ADHD 15 

Monique Daughter with ADHD 14 
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As a parent of children with ADHD, I frequently 

interact with educational personnel and am confronted with 

teachers, bus drivers, playground aides, counselors, school 

nurses, psychologists, and administrators who all have an 

impact upon me. I am continually attempting to make sense 

out of these interactions. As a parent, the experience of 

attending a Multi-Disciplinary Conference (MDC) or an 

Individual Educational Plan (lEP) meeting can be and often 

is a formidable event. Likewise, the interactions that I 

have with pediatricians, both general practitioners and 

specialists, counselors, and group health maintainence 

organization personnel to receive the services my children 

require can be daunting experiences. 

On a professional level, I taught special education 

students for twelve years and currently am an administrator 

in a special school. Daily, I wear the hat of the educator 

and parent and believe I am able to view both sides of the 

many concerns that surround children with ADHD. As an 

educator, I see many parents who exhibit various levels of 

parenting skills: a) those who are strong advocates for 

their children and are actively involved in their 

education, b) those who want to help their children but 

lack the skills or knowledge to do so, c) those who are 

inconsistent in their efforts, and d) those who appear 

overwhelmed and seem to have given up. I have a keen sense 

of the effort needed to help children who have ADHD "fit" 

in and benefit from the educational system both as a 

teacher and administrator. 



I, like other qualitative researchers, am concerned 

with the effect my own subjectivity may have on the daca 

that I produce (Le Compte, 1987). Consequently, it is 

important to acknowledge that I began this study with great 

interest in its outcome. My interest was not that the 

outcome take one direction over another; nonetheless, it 

did provide a vitality that sustained the trivial aspects 

of the research. I spent a considerable amount of time 

collecting and reviewing data. Furthermore, the data 

itself was the source of interpretation, and I constantly 

confronted my own opinions and biases when analyzing the 

data. The data that were collected provided a much more 

thorough interpretation of events than I imagined prior to 

this study. 

Stated simply, it was my primary goal to add to 

knowledge, not to pass judgment on a setting or the people 

within it. It was not the purpose of this study to blame 

someone for a particular state of affairs, or to label a 

particular parent as "good" or "bad," or to present a 

standard prejudicial analysis. It was my belief that the 

worth of this study would be determined by the degree to 

which this work generated theory, description, or 

understanding. According to Bogdan and Biklen (1992), 

qualitative researchers tend to believe that events are 

complex, so they try to portray a variety of perspectives 

rather than to narrow the field. 

There is the recognition that all scientific 

investigation starts with the observer's somewhat biased 



94 

curiosity and proceeds on its path supported and nurtured 

by those values. Feelings, if handled appropriately, can 

be an essential aid in doing qualitative research (Rosaldo, 

1989). I believe my feelings were a potent indicator of 

participants' feelings and provided a source for 

speculation. Likewise, my feelings also helped formulate 

questions to elicit deeper responses from the participants. 

In other words, my emotional reactions were a source for 

research hunches and allowed me to formulate follow-up 

probes. When expressed appropriately, my feelings also 

provided a powerful way to develop rapport with the 

participants. 

Interview Questions and Timeline for Gathering Data 

In August of 1994, interview questions were developed 

to address the perceptions of parents who were raising 

children who had ADHD. To determine if the questions would 

elicit focused responses, one volunteer parent was 

interviewed. The audiotape was transcribed and the 

original questions were revised. The second draft of the 

questions was field-tested with a different parent 

volunteer to determine if the revised questions would yield 

more focused information. When the researcher was 

satisfied that the questions were yielding focused 

information in the targeted areas, a participant pool was 

developed. Participants were selected and the interview 

process began in October of 1994. See Appendix C for the 
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final list of the questions that were used for the 

interviews. 

Due to researcher time constraints, the interviews 

were staggered over a seven month period and all of the 

interviews were completed by May of 1995. Once the 

interviews began, they were completed within a three week 

period for each participant. One week of the month was 

used to organize and categorize the interviev/ material in 

preparation for transcribing. Transcriptions began 

immediately upon completion of the individual interviews 

and all the participants' interviews and transcriptions 

were completed by July of 1995. Coding of the 

transcriptions was an ongoing process from October of 1994 

to July of 1995. A second coding process was completed on 

the transcriptions in August of 1995. 

Interview Process and Methods 

The methodology of the phenomenological interview 

process developed by Seidman (1991) was used for this 

study. This method combined life-history interviewing 

(Bertaux, 1981) and focused, in-depth interviewing 

formulated by Schutz (1967). Generally, the process used 

can be described as open but focused. An "interview 

schedule" was not used but the conversation was directed 

and a definite length was set prior to beginning the 

process with each participant. 

Each participant was interviewed three times for 



approximately ninety minutes each time. The purpose of the 

first interview was to put the participants' experience in 

context by asking him or her to relate as much as possible 

about their life up to the present time. In the second 

interview, the interviewer concentrated on the concrete 

details of the participants' present experiences of raising 

a child with ADHD. In the third interview, the 

participants were asked to reflect on the meaning their 

experiences had for them. 

In order for the three interview format to work, the 

participants needed to examine how the factors in their 

lives interacted to bring them to their present situation. 

The combination of examining the past to clarify the events 

that guided participants to their current situation and 

describing the details of their present experience 

encouraged them to speculate about what their experiences 

meant to them. Speculating on the meaning of their 

experiences in the third interview was productive because 

the base for it was established in the first two 

interviews. Moreover, each interview served a purpose both 

by itself and within the series of interviews. 

Each interview was audiotaped using an inconspicuous 

tape recorder. Two microphones were used to ensure clarity 

of sound recording. One of the microphones was placed in 

close proximity to the participant and one was placed near 

the interviewer. Six interviews were conducted in the 

participants' homes and the rest occurred in a neutral 

place mutually agreed upon by the participant and 
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interviewer. An effort was made to find a location where 

the participant felt comfortable and secure. The guideline 

was that the location of the interview would be convenient, 

private, and familiar in order that the participant would 

be able to concentrate on the interview. When interviews 

were conducted in a home none of the participants' family-

members were present; therefore, they were not distracted 

by family needs. In most cases, the participants did not 

want their children with ADHD to know that the interviews 

were taking place. 

Methods of Data Analysis 

The methods of data analysis included transcriptions, 

coding and themes, and reliability of coding processes. 

Transcriptions 

Each participant completed three audiotaped ninety-

minute interviews and each of these audiotaped interviews 

were then transcribed. There were three separate 

transcriptions for each of the seven participants that 

represented the three interview methodology employed in 

this study. Three different transcribers were used and each 

followed an identical process while transcribing. I 

provided each transcriber with a pre-formatted computer 

disc on which they transcribed the audiotaped interview 

word-for-word. There was a short period of instruction 
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required for each transcriber prior to beginning the 

transcriptions. At the completion of the transcriptxons, I 

offered the transcriptions to the participants to read and 

edit for meaning and clarity. Three participants declined 

the offer to read their transcriptions, however, four 

participants read their transcriptions and made minor 

revisions. In most cases the revisions clarified the 

intent of their message but some corrections focused only 

on grammar. 

Coding and Themes 

Each transcription yielded approximately sixty pages 

of double spaced text. This totaled approximately one 

hundred and eighty pages of transcribed text for each 

participant. The first step in reducing the information to 

what was of most importance and interest was to read the 

text and mark with brackets the passages that were 

interesting. Since I entered into this study without a set 

of hypotheses to test or with a previously developed 

theory, this part of the reading was conducted with an open 

mind to obtain a sense of what was important. 

During this process I was alert to conflict, both 

between people and within a person and to hopes expressed 

and whether or not they were fulfilled. There was an 

alertness to language that indicated beginnings, middles, 

and ends of processes, and an alertness to frustrations and 

feelings about the processes. Also, I looked for 
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nonverbal signals such as laughter and explored the meaning 

of those when they occurred in the interview. During chis 

stage of the process the coding categories began to take 

shape and to be defined. 

After the initial reading, I reread the transcripts 

and began to identify categories. The purpose was to search 

for categories and connections between the various 

categories that would later be developed into themes. 

The original categories were revised several times, as 

some categories led to dead ends and some new ones were 

added. Eventually, seventeen first phase coding categories 

were developed and are summarized in Table 3. Each marked 

excerpt was labeled with an abbreviation that represented a 

single category. The researcher also labeled each passage 

with a coding system that designated its original place in 

the transcript. The initials of the participant, a Roman 

numeral for the number of the interview in the three-

interview sequence, and Arabic numbers for the page number 

of the transcript on which the excerpt occurred were used. 

The coded transcripts were then arranged into 

seventeen first phase coding categories. I then placed the 

excerpts in file folders, one file was used for each of the 

seventeen categories. Some of the excerpts fit into more 

than one file, consequently, multiple copies were made of 

those excerpts and they were placed in the appropriate 

multiple files. Next, each of the seventeen category 

folders was examined individually and the cut-and-paste 

transcript was read with a more demanding eye. The content 



Table 3 

First Phase Coding Categories 

Codes 

Discipline 

Daily Routine 

Family 

Future 

Identification 

Laws 

Maturation 

Medical Personnel 

Medication 

Parents' Coping Strategies 

Parents' Frustrations 

Parents' Strategies 

School Issues 

Social Issues 

Something Can Happen Anytime 

Sports/Activities 

Spousal Issues 
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of the seventeen file folders was arranged, recopied, and 

collated to form a single document. The pages of the 

document were numbered and the category composite was 

reread a third time with the intention of sifting out the 

compelling excerpts from those of less interest. Another 

purpose for rereading was to ensure that the material 

collected belonged in the category where it was placed. 

During this process, the researcher rearranged five of the 

excerpts but the majority of the coded information was 

consistent with the category in which it was originally 

placed. 

The category composites were then analyzed from a 

thematic perspective. The seventeen original first phase 

coding categories were recoded into five broad second phase 

coding categories. (Bogdan & Biklen, 1992). The second 

phase coding categories are summarized and presented in 

Table 4. During the second phase of recoding category 

composites themes began to emerge. When working with 

excerpts from the second phase coding category composites, 

a pattern emerged whereby I began to identify excerpts that 

connected to other excerpts in the composite. The 

repetition of an aspect of the experience of parenting 

children with ADHD that was mentioned previously in another 

excerpt drew attention to itself and formed a theme. 

Sometimes excerpts from one participant connected to 

something another had said or to the literature on the 

subject. 

There was some difficulty analyzing excerpts that were 



102 

Table 4 

Second Phase Coding Cat:eaories 

Codes Descriptions 

Way (way) 

Process (pro) 

Activities (act) 

Setting/Context (set) 

Strategies (stra) 

Ways of thinking about people and 

objects: understandings of each 

other, of outsiders, of objects 

in their world. 

Sequence of events, flow, transi 

tions, turning points, and 

changes over time. 

Regularly occuring kinds of 

behaviors. 

General information on surrounds 

that allows you to put the study 

in a larger context. 

Ways of accomplishing things: 

people's tactics, methods, tech 

niques for meeting their needs. 
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narrated in a striking or dramatic manner. These excerpts 

were compelling because of their intensicy or style buc I 

tried to carefully consider whether the passage was merely 

dramatic and not representative of other parents' 

experiences. If a passage connected to another 

participant's experience or with the literature it was 

considered to be characteristic and not idiosyncratic 

(Mostyn, 1985). However, a sincere effort was made to make 

connections primarily from the data gathered from the 

participants in this study. There was also an effort to 

not force excerpts into categories, and the categories into 

themes that were already established, but rather, to let 

them develop from the experiences of the participants as 

represented in the interviews. Rowen (1981) is emphatic 

about the inappropriateness of force-fitting the words of 

participants into themes obtained from other sources. 

At the completion of the coding and recoding 

processes, the data was subjected to a final analysis using 

a method of modified analytic induction. Analytic 

induction is an approach to collecting and analyzing data 

as well as a way to construct theory and evaluate it(Bogdan 

Sc Biklen, 1992). For this analysis the data was analyzed 

to develop a descriptive model that included all cases of 

the phenomena. A summary of the process of a modified 

version of analytic induction that was used is as follows: 

a) early in the research a rough definition and explanation 

of the particular phenomenon was developed, b) the 

definition and explanation was compared to the data as they 
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were collected, c) Che definition was modified as new cases 

were developed, d) there was an active search for cases 

that would not fit into the formulation, while an attempt 

was made to use each negative case for possible 

redefinition or reformulation, and e) a redefinition of the 

phenomenon and reformulation of the explanation was 

conducted until a universal relationship was established. 

The process of analysis became more encompassing as new 

cases were presented and formed the basis for the 

recommendation for future research. Moreover, as this 

process proceeded the developing themes became more 

refined. 

For the last analysis, a copy of the original 

transcripts was used. The material was reread once again 

and passages of interest were marked, labeled, and grouped. 

During this final stage of analytic induction the global 

questions were reexamined one final time. Although working 

themes were already developed, it was helpful at this 

point, to again consider the connections among the 

experiences of the participants who were interviewed. What 

was understood that was not evident prior to the beginning 

of the interviews? Were any previous hunches confirmed? 

How were the interviews consistent or inconsistent with the 

literature? What did they reveal that went beyond the 

literature? In summary, this last stage of interpretation 

and analysis required me to ponder in a more global manner 

what the research meant. 



Reliability of Coding 

An independent coder method was employed in this study 

that used two different people to independently code the 

same material. The researcher was the primary coder and a 

colleague volunteered to be the second coder. This process 

was used two different times during the process of 

analyzing the data. First, it was used with the original 

transcriptions to identify and refine the seventeen coding 

categories. The second time the process was used to recode 

the seventeen categories into five broader categories. The 

purpose of this process was to determine whether two 

independent codings of the transcriptions into seventeen 

original categories would be consistent or whether they 

would vary. Likewise, the process was used a second time 

to determine whether two independent recodings of the 

transcriptions into five broad categories would be 

consistent or whether they would vary. 

Before the second coder coded the material, the 

researcher discussed the category definitions with her, and 

worked with her on both a practice transcription and a 

category composite. Four transcripts were randomly 

selected for the second coder and were coded using the 

seventeen original code categories. When both coders had 

completed their individual codings, the results were 

compared. This procedure was repeated with the five broad 

coding categories. 

There was a systematic comparison of the two 
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independent codings for the seventeen original categories 

to discover the amount of agreement or disagreement between 

them. Then a second systematic comparison of the two 

independent codings was completed for the five coding 

categories. The comparisons were qualitative and 

quantitative. They were qualitative in that the two coders 

compared and discussed their disagreements to improve their 

reliability for the future codings of the material. The 

comparisons were quantitative because the results were a 

numerical score that expressed the degree of agreement. 

Using a simple percent agreement formula a general measure 

of reliability was completed for the original seventeen 

coding categories. The general measure of reliability for 

the original seventeen coding categories was 88% agreement 

between the two independent coders. For the second set of 

codings, using the five broad coding categories and the 

same simple percent agreement formula, a 90% agreement 

between the two independent coders was obtained. 

In conclusion, this section provided a description of 

the research design, selection of the participants, 

participant description and setting, procedures, and 

methods of data analysis. 
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CHAPTER III 

FAMILY AND MEDICAL ISSUES 

This section presents parents' perceptions regarding 

family and medical issues. Family issues included: 

a) parent views regarding the identification process, 

b) parent views regarding family interactions, c) parent 

views of community interactions, and d) a summary and 

discussion of parents views regarding family issues. The 

medical issues included: a) parent views of medical 

personnel, b) parent views on medication, and c) a summary 

and discussion of parent views regarding medical issues. 

Family Issues 

Parent Views Regarding Identification of ADHD 

The participants in this study discussed four themes 

pertinent to the identification of their children. The 

participants' excerpts were categorized as: a) parent views 

regarding initiation of the identification process, 

b) parent views regarding the first time they heard the 

diagnosis, c) parent views regarding their behavior 

following the diagnosis, and d) parent views regarding the 

process of identification. 
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Parent Views Regarding Inir.iation of the Identifiration 

Prgg^S? 

For two of the participants identification of their 

children began in preschool or kindergarten. Three 

participants had their children diagnosed in elementary-

school, and two of the families did not obtain a diagnosis 

until middle or high school. 

A frequent comment made by the participants regarding 

the beginning of identification process was that they 

sensed something was wrong but were often discounted or 

put-off by professionals or others in their environment. 

Paula explained: 

They wanted to test Kevin for first grade. And 
that was like the first sign that something was 
wrong! It wasn't a good situation, actually, 
because they said that it's just typical...no big 
deal, some kids are ready and some are not. You 
know, we'll just start him off in kindergarten. 
They didn't make it seem like it was a big deal, 
like it was any major problem. But inside, I 
kind of sensed that something was wrong. And 
through kindergarten, to me, he wasn't getting 
it. And the teacher never said anything. I'm 
the one who had to say that something's not right 
here and what can we do? And that's what started 
the whole testing process. 

This response was typical of all seven parents in the 

study. The difference in most cases was the age at which 

parents began to have the sense that something was wrong 

with their child. Vanessa had a similar experience as 

Paula but more intensive in nature: 

When Sam was four years old, I was experiencing 
continued behavior problems with him. He was a 
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strong willful child, who declined to follow 
rules, reacted with temper tantr\ims frequently, 
didn't get along with his brother or other 
children his own age, and was demanding, 
obstinate, and aggressive. I attempted to get 
psychiatric help for him in 1981. The 
psychologist who met me, after a four hour drive 
in the middle of the night...! left in the middle 
of the night after a violent fight with Sam's 
father... insisted that Sam was a spoiled rotten 
four year old who had Mama wrapped around his 
finger. This psychologist did not perform any 
tests. He met with me for an hour. However, he 
did refer me to a family psychologist in another 
town. Yet, this new psychologist had no 
experience with ADHD or children's emotional 
problems. Because his father and I were having 
marital difficulties, it was assumed that this 
was part of Sam's problems. I knew at the time 
that Sam was not normal, yet, no one seemed to 
listen to me. People were free with their 
advice: I was too liberal, I was too strict, he 
needed more love, he needed less love. Between 
the ages of 4 and 7 years old, we tried 
everything that we could...we tried no sugar in 
his diet, we tried a protein diet, we tried a 
carbohydrate diet, we tried behavior 
modification, we tried incentive motivation, we 
tried rewards. If it was something we read 
about, we tried it! It was during this period of 
time that Sam's paternal aunt, a nurse, suggested 
that Sam may be hyperactive. 

Carol experienced a similar struggle in Sean's early years: 

For years we had been dealing with academic and 
behavior problems in school. When Sean was in 
first grade he was far behind the other kids. I 
remember him saying that he would never get a 
real book like the other kids. At the end of 
first grade, we asked his teacher if he should 
stay back a year because he was so far behind and 
was little anyway. And she told us very strongly 
that he was bright and shouldn't stay back. I 
was relieved but still had an uneasy feeling in 
the pit of ity stomach about his abilities and 
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each year as he progressed through school the 
teachers would say the same thing. I was partly 
relieved and wanted to believe them but a small 
voice kept telling me something was wrong. 

Although Paula and Carol did not have to convince the 

medical professionals for the initial diagnosis, they did 

have difficulty persuading the educational professionals 

that there was something wrong with their children. 

In this study only Carol and Jesus have more than one 

child with ADHD. Carol discussed the process of diagnosis 

of her other children: 

Jamie was diagnosed a year after Sean. We saw 
similar behaviors in him that we saw with Sean 
and sc we took him to the same counselor. The 
teacher didn't disagree with us but I was the 
first one to bring it up in a parent teacher 
conference. Sean had been diagnosed for almost a 
year before Jamie was. Then Kristen took another 
two years for a diagnosis. 

We kept thinking that there was more wrong with 
Jamie but couldn't get anyone to listen to us. 
He seemed different from the other two. His 
reactions were more extreme and he did some 
strange things that set him apart from the 
others. A diagnosis of Tourette Syndrome was 
made five years after the diagnosis of ADHD. The 
funny thing was that the specialist [behavioral 
pediatrician] that we were referred to for ADHD 
mentioned that Jamie had facial tics and when I 
asked if he had Tourettes, the doctor said no. 
It was two years after that in our pediatrician's 
office for the hundredth time when I was 
explaining his behavior. I was really at the end 
of ray rope and wondering if there wasn't a better 
medication that she mentioned Tourettes to me. 
She then referred us to a pediatric psychiatrist 
who made the diagnosis after about three months. 
I didn't know anything about Tourettes at the 
time. 
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Jesus reported similar experiences. Even though Carol had 

one child diagnosed with ADHD, it still took a year or 

longer for her two younger children to be diagnosed with 

ADHD and five more years for Jamie to be diagnosed with 

Tourette Syndrome. For Carol and Jesus, having one child 

diagnosed with ADHD did not mean that initiation of the 

process of diagnosis would occur in an expeditious manner 

for their other children. Carol searched for years to find 

explanations from medical professionals for Jamie's 

behavior after the initial diagnosis of ADHD. 

Vanessa and Paula related experiences that reinforced 

the idea that while all of the parents in this study had a 

sense that something was wrong with their child, for five 

of the parents it took a while to get agreement from others 

to even begin the diagnostic process. Furthermore, parents 

who had gained access to medical or educational assessments 

still experienced a period of uncertainty before a firm 

diagnosis was eventually made. 

Vanessa's reflection on the identification process 

illustrated the idea that during the identification process 

family discord or dysfunction was often the first thing 

identified as the problem. Carol also had a similar 

experience when her son, Sean, was first identified: 

Besides the learning problems, he was a behavior 
problem, too. I think his behavior problems 
started when he was two years old. Eveiryone said 
that it was just the terrible twos but I dreaded 
waking him in the morning. Everyone focused on 
his behavior. He was diagnosed as oppositional 
when he was in third grade and everyone focused 
on that. To me, it just meant naughty. Anyway, 
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he was disorganized, lost papers, didn't finish 
assignments, wouldn't follow directions... it goes 
on and on and no one would even admit to us that 
there was an academic problem. I felt to blame. 
Teachers and administrators would tell me year 
after year the same things. Always it was that I 
should do, never what we can do. I kept thinking 
that if I could just figure out the right thing 
to do to make him behave and get his work done it 
would be okay. We tried every behavior program 
that came around and they would work for a while 
and then he stopped being interested. 

In seventh grade we finally pulled him out of 
public school and put him in a small private 
school. He did much better in the small classes 
with lots of attention. He was just starting 
high school when his dad and I were divorced so I 
had to put him back in the public high school and 
then things really got worse. But, then everyone 
said that the divorce was causing his acting out. 
I was so frustrated and couldn't figure out what 
was wrong. He was fifteen before we finally took 
him to a counselor who then started the process 
of diagnosis. 

In Vanessa's case, the first psychologist believed 

that Sam's problems were her fault because she had spoiled 

her son. The second psychologist believed that the marital 

discord between Vanessa and her husband was causing the 

problem. Carol reported that she felt the school staff 

blamed her for Sean's behavior. Both Vanessa and Carol 

felt the medical and educational professionals whom they 

sought for help blamed them for their child's behavior. 

For Vanessa, eventually a family member suggested exploring 

the possibility of ADHD. In Carol's situation, she moved 

Sean to a private school to relieve the academic and 

behavior stress they encountered in the public school. 



113 

In Paula's case, Kevin was not a behavior problem, 

consequently, testing focused directly on the learning 

aspect of his problem. He was first diagnosed with a 

learning disability by the end of first grade and it wasn't 

until upper elementary school that the diagnosis of ADHD 

was made. In Vanessa's and Carol's cases, their children 

exhibited many behavior problems and the identification 

process took much longer. 

It is noteworthy that none of these parents described 

their children as excessively hyperactive. However, it was 

different for Sally and Scott. For example, Scott's son, 

Tim, was diagnosed in preschool and Scott described him 

this way: 

My son did not seem to be able to sit still. 
This was reported, documented, and quite evident 
when he started in preschool at age four. No 
amount of patience overcame or seemed to have any 
affect on his ability to change that situation. 
His pediatrician referred him to a psychiatrist 
who observed him for several sessions and made 
the diagnosis and suggested Ritalin and 
behavioral exercises. 

Apparently, for Scott's son who demonstrated excessive 

physical hyperactivity, the identification process began at 

a younger age and was more straight forward than for those 

children who were not extremely hyperactive, had comorbid 

behavior difficulties, or had family discord or 

dysfunction. This was also true for Sally. The literature 

on ADHD children suggested that approximately fifty percent 

of the people who received a diagnosis of ADHD demonstrated 

sufficient disruptive behavior by age four to prompt their 
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parents to seek help for their child (Kennedy et al., 

1993). Scott and Sally's children seemed to fall into this 

category. 

One final point is that occasionally parents didn't 

begin the identification process until something extreme 

occurred with their child. In Jesus's case: 

Unfortunately, we needed to experience a major 
crisis before breaking out of our biases. My son 
was suspended from his school for defacing school 
property, with a large bill for repairs now 
owing. When we asked why he did it he said that 
he was bored. This was the third time that he 
got into big trouble and it finally got through 
to us that he had a real problem and so we took 
him to his doctor who started us off looking at 
different possibilities. 

Despite numerous referrals and behavior difficulties, the 

school personnel did not initiate an evaluation nor did 

Jesus and Maria insist upon one until a crisis occurred. 

In summary, in the beginning of the identification 

process, participants reported that they felt there was 

something wrong and, often, professionals responded by 

telling them not to worry. Other participants reported 

that professionals blamed the parents' behavior, their 

family situation, or looked in the realm of behavioral 

disorders for the cause of their child's behavior. 

Regardless of the reasons, for five of the seven 

participants the process of identifying their children as 

having ADHD took a long time. It was difficult for some to 

get the process of identification started and for some, 

once they connected with the professionals, it took a long 
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time for the diagnosis to be made. Conversely, if the 

child was excessively hyperactive and if there were no 

significant behavior difficulties or family dysfunction, 

the diagnosis of ADHD occurred in a more timely manner and 

at a younger age. Finally, for one of the participants, it 

took a crisis for them to begin the process of 

identification. 

Parent Views on Hearing the Diagnosis 

Despite the fact that all of the participants in this 

study suspected that there was something wrong with their 

children, the predominant sentiment was that they wanted to 

hear the diagnosis, yet, deny it at the same time. Paula 

spoke eloquently about hearing for the first time that her 

son had ADHD: 

...yet, there was this emotional stuff where I 
just wanted to run and cry. That...again, that 
the confirmation that something was indeed 
wrong...which was in a strange sort of way, 
comforting. Yet, thinking that, oh no, this is 
too much. I can't handle this and wanting to 
deny it and run the other direction. That was a 
real strong dichotomy in me. 

All of the parents talked about having a feeling or sense 

of relief and even though all suspected that something was 

wrong, there was still the initial reaction of denial. 

When Heather reflected upon her experience she added 

several other feelings: 

Like I say, part of me was devastated because 
they've just given my kid a life sentence. 
What's he gonna become? What's gonna happen to 
him? How are people going to perceive him? But 
the other part of me wanted to say that I told 
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you damn fools something was wrong! And I was 
so happy that I finally knew what it was and that 
I could do something. That this kid just wasn't 
gonna be bouncing off walls and not learning for 
the rest of his life because of something I did. 
Some medication I took or whatever I had done 
when I was pregnant. Those kinds of things. You 
know, and of course, I wanted to go back and 
blame the teachers for not catching it right 
away...and there was anger and frustration but at 
the same time, I was happy that I knew what it 
was. Then we could go forward. We could do 
whatever we could to move the kid on. 

Heather expressed relief that she didn't cause the ADHD, a 

sense of relief that she was right, feeling angry and 

frustrated, and the feeling that once she knew what was 

wrong with her son, she could begin to do something about 

it. Other parents experienced similar events and Carol 

talked explicitly about her anger at the professionals: 

I was so angry about all the years we wasted not 
knowing what was Sean's problem. We kept asking 
and asking and teachers kept putting us off. 
Sometimes I just cry thinking of all the years and 
agony that we went through before he was 
diagnosed. I think about the time lost to him that 
he can never get back and I still get tears in my 
eyes. 

Scott also spoke about being relieved, but added the 

dimension of not really comprehending at the time what it 

would mean to his family and to him personally: 

The fact that I knew what the source of his 
behavior and attention disorder came from was a 
relief, but it took years of reading and 
experience to fully fathom what this meant to him 
and my family. When my son was diagnosed with 
ADHD, ADHD was not very well known to me or to 
any friends I had, so I was not really aware of 
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the ramifications of what was in store for my son 
and my family. 

Another interesting perception was parent reaction to 

the subjectiveness of the diagnosis. The fact that there 

were no objective tests used to make the diagnosis caused 

parents to feel uneasy about the lack of scientific 

documentation. When asked about her feelings when she 

heard her son had ADHD Sally said: 

Well, I guess I was glad that I had a word to 
focus on. I did immediately do some reading on 
it and it's an incredibly subjective diagnosis. 
As I've often thought, I've never been 100% sure 
that he has it and if you were to ask him today, 
he's also not 100% sure that he has it because 
there is nothing quantitative about it. And this 
idea of eight out of fourteen criteria is 
like...is so subjective. I think a lot of people 
have elements of this kind of impulsivity or just 
hyperactivity. You know, other people who don't 
have it, let's say, or don't have a pathological 
condition are hyperactive or active and it's hard 
to know where to draw the line. 

Sally's perception was interesting when you consider 

that Tony was so significantly hyperactive and impulsive 

that he was dismissed from his preschool daycare center due 

to his behavior. Like the other parents, Sally spoke about 

a deep internal sense that there was something wrong, 

relief to finally have a name for it, and yet, still being 

unsettled with the subjectiveness of the diagnosis. 

In summary, participants reported a variety of 

feelings when they first heard the diagnosis that their 

child had ADHD. Some reported a reaction of denial, yet. 
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relief at knowing. Some talked about feeling guilty that 

they may have caused the dxsorder due to some behavior 

during pregnancy and the relief of knowing they were not to 

blame. Some reported feeling angry and frustrated, and 

some recalled that they did not fully comprehend the future 

impact of ADHD to the child and family when they first 

heard the diagnosis. Further, some discussed feeling 

unsatisfied with the subjectiveness of the diagnosis. They 

talked about wanting concrete and scientific "proof" of the 

disorder. 

Parent Views of Their Behavior Following the Diagnosis 

The participants in this study did several things 

after hearing the diagnosis. All of them immediately 

started to read and learn about the disability. They also 

began to seek resources to help their children. Sally 

talked about her feelings regarding the lack of available 

information: 

I was dissatisfied with the way the evaluations 
went, not necessarily because of the diagnosis 
but because of the process. I was interested in 
information. I wanted to know what do I do and 
what does this mean. And I just didn't get any 
information. And later on, sort of a similar 
thing happened in the schools and I thought okay 
now what'11 I do. How can I help my son? Nobody 
knew. That's why I spent a lot of time figuring 
it out on my own. 

Many of the parents talked about having a similar response 

as Sally's when they learned of the diagnosis. In this 

group of participants, there was a strong response to look 

for answers and techniques that would assist them to deal 
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with their children. This response was true regardless of 

education levels. Paula, who had no formal education past 

high school explained: 

No one gave me anything and I like to read and 
understand and know. I mean, I'm the kind that 
when I go somewhere new I investigate everything 
so I know what is going on and then I take 
action. So, I felt really at a loss of what to 
do. 

Another parental response was to find resources to 

help them, such as tutors, counselors, or psychologists. 

Carol talked about her experiences: 

You know, before the diagnosis, I tried 
everything that I had heard about. After the 
diagnosis, I found tutors and counselors and I 
read everything I could get my hands on. My kids 
are so counseled out from all the help that I've 
tried to get them. I never have any extra money 
from paying all the people that help me help my 
kids just to maintain a certain level in our 
lives. And I mean that for both school and home 
life. I am a teacher and I still had to have 
help with that part of this! I know having the 
tutors took some stress off of me so it was worth 
it. I am not very patient with my own kids and, 
yet, I can be patient all day with someone else's 
kids . 

All of the participants looked for outside resources to 

help them. All of them used counselors or psychologists at 

various times after the diagnosis but only Carol and 

Heather hired tutors. While finances may be a 

consideration for frequency of outside help, most of the 

participants were able to afford some type of assistance 

for their children. In several cases, the court system 
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helped the parents provide counseling for their children. 

While it wasn't always clear why parents sought 

outside help, it is important to note that all the parents 

in this study sought some kind of professional assistance 

following the diagnosis. The parents mentioned that while 

many of these professionals provided vital information and 

necessary assistance to them, in some cases, the 

professional was not helpful and added more stress to the 

family. Vanessa's experience with psychologists and 

counselors was not unique. Heather experienced a similar 

situation: 

The psychologist tried to tell me that John had 
emotional problems because the rest of the family 
was on a diet and he wasn't and he was feeling 
left out. Enough mumbo jumbo that my husband 
just kind of said that this is for the birds 1 On 
his advise we hired a tutor and the man came and 
worked with John in our home twice a week. And 
after two months he told me that we hadn't taught 
John the value of an education and that's why he 
wasn't learning. To which I told him that my 
husband's got thirteen years of college. We know 
the value of an education! 

In summary, after hearing the diagnosis of ADHD the 

parents in this study did several things. They sought more 

information about ADHD through reading and professionals. 

They also sought the help of professionals who might assist 

them with the behavioral and academic aspects of the 

diagnosis. Some of the professionals they encountered were 

helpful others were not. 

Parent Views Regarding the Process of Identification 

For many of the participants in this study the process 



121 

of identification took a long time. For Carol, it took 

nine years from the time she began to question teachers 

about what was wrong with Sean to the time when the actual 

identification process began. It was two more years for 

Jamie to be diagnosed as ADHD and an additional two years 

for Kristen to be diagnosed. It took another five years 

for Jamie to be diagnosed with Tourette Syndrome. For 

Vanessa, it took seven years to get a diagnosis of ADHD for 

Wayne. Both of these women had dysfunctional family 

situations and children who exhibited deviant behavior 

patterns. It is not clear why it took so long but perhaps 

their parenting skills allowed them to function well enough 

to get by or the family situation and behavioral 

difficulties masked the ADHD characteristics. 

For Jesus, Josue's diagnosis took considerable time 

but occurred differently from the other parents in this 

study. Despite Josue's significant behavioral disruptions, 

the school staff did not refer him for testing and Jesus 

attempted to deal privately with his son's behavior until 

there was a major crisis. When asked about this he said: 

Well, in my family the woman always takes care of 
the children and, you see, rty wife gets angry 
easily and yells, so when I came home from work 
and she'd tell me things I would think she was 
part to blame. When the school would call, I was 
shamed and didn't know why he would do these 
things. When I would ask, he didn't know why he 
did them. The school people never told us to go 
for a test. We thought he was just a bad kid. I 
blamed my wife, I blamed the school, and here 
[taps chest] I blamed myself. 
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Kevin, Paula's son, went to preschool, kindergarten, 

and through first grade before he was diagnosed as LD. Ke 

was not diagnosed with ADHD until five years later when he 

was in sixth grade. Heather reported similar experiences 

as the other parents in this study. Sally and Scott were 

the exceptions to this finding as their sons were diagnosed 

in preschool or kindergarten. Both of their sons were 

reported as being excessively hyperactive. 

A final perception of the process of identification 

was the idea that parents did not know what to expect or 

what was going to happen at various times throughout the 

identification process. They often attended meetings 

without a clear idea what was going to occur there and felt 

extremely uncomfortable during them. Paula told about her 

first Multidisciplinary Conference (MDC): 

Well, that's when they did all the testing and 
you have that big meeting. And I wasn't quite 
emotionally prepared for this big meeting. I 
mean, it was pretty...I'11 never forget it. I 
walked in this room and the assistant principal 
and the teacher and the learning disability 
teacher and pathologist and psychologist...! mean 
like they're all at this big table. And I felt 
very... uneducated about...I mean ignorant to what 
was going on. I didn't know all these things. 
He just showed me all these test results and I 
didn't understand them and didn't know what the 
tests were. I mean, those things were foreign to 
me. I wish someone had pulled me aside and told 
me this is what's gonna happen. These will be 
the test results, these are the means he has 
to...so I could study it...so, I could ask 
intelligent questions. I felt like a real idiot 
in there. All this stuff being thrown at me and 
not understanding it. 
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In summary, the parents in this study reported that 

the process of identification took a long time and that 

there were mitigating factors that influenced the 

identification process. For some of the children, behavior 

difficulties, learning disabilities, the process itself, 

and the family culture may have retarded the process of 

diagnosing the ADHD for a number of years. Furthermore, 

the parents reported feeling uncomfortable because they did 

not know what to expect at meetings and they had difficulty 

with the technical terms that the professionals used. 

Sometimes the technical information followed closely behind 

the first news of the diagnosis and some parents reported 

not being able to comprehend and deal with the technical 

information while attempting to deal with the emotional 

issues surrounding the diagnosis. They talked about feeling 

"stupid" and "embarrassed" when they did not understand. 

The process of hearing the diagnosis and dealing with 

it was very difficult emotionally and intellectually for 

parents. Despite suspecting for a long time that there was 

something wrong with their child, their initial reactions 

conflicted. They reported feeling denial and relief at 

hearing the diagnosis and some spoke of feeling guilty, 

angry, and frustrated. Furthermore, they reported not 

fully comprehending the impact that the diagnosis would 

have upon them and their families. Others, felt relieved 

but wanted a less subjective diagnosis. Finally, after 

hearing the diagnosis, the parents in this study sought 
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help from various professionals. Some of the professionals 

were helpful, some were not and added more stress che cheir 

family. Participants reported that frequently they had to 

find out for themselves about ADHD as the professionals 

that they looked to for answers had none to give. 

Parent Views of Family Interactions 

This section on family interactions is divided into 

the following categories: a) parent views of spousal 

interactions, b) parent views of sibling interactions, 

c) parent views of extended family members' interactions, 

and d) parent views of family routines. 

Parent Views of Spousal Interactions 

The predominant themes presented by the participants 

regarding spousal interactions were: a) there was a great 

deal of conflict in their marriages, b) being a single 

parent brought stability to their family, c) often their 

current or former spouse exhibited symptoms similar to 

their children who had ADHD, d) the marital relationship 

was often secondary to the needs of the children with ADHD, 

e) one parent made the majority of childcare decisions 

regardless of whether they were married or single, and 

f) the mothers' felt their sons "acted out" more with them 

than with their fathers. 

Some of the parents spoke candidly about the stress 

placed on them as couples. Three of the participants were 

unmarried and had physical custody of their children. All 
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three felt that compared to their former life, single 

parencing was beccer for them than was being married. Carol 

spoke about her experience: 

In our house, I was the only non-ADHD person 
around, and I must tell you that I felt like an 
alien. I always felt like I was defending the 
children and protecting them from their father. 
I didn't want to do that but he would get so 
angry and would explode and I was worried that he 
would hurt them. 

Everybody was always moving so fast and I would 
feel guilty if I just wanted to read a book or 
relax. I would often have to battle to convince 

"ex" that the children didn't still need to 
get the energy out at 11:00 o'clock at night. 
Living with him was like having one more child 
and he often became part of the problem and not 
part of the solution. It is so much easier doing 
it by n^self. For the first time in forever, my 
life is calmer... hard to believe considering all 
the kids in my house with ADHD but it's true. 
Oh, it's still pretty wild but nothing compared 
to when my "ex" lived in the house. 

Carol had to intervene between her former spouse and 

children for safety reasons, had to discipline the children 

for behavior their father exhibited and promoted, and 

perceived that her former spouse caused problems in the 

family that were difficult to resolve. Vanessa reported 

similar thoughts about being a single parent: 

Incidentally, I did find that it was a relief in 
many ways to be single, and to be able to take 
charge of try children in a more consistent, 
rational way without all the stress that rty 
marriage brought to child-rearing. Certainly 
that's not a recommendation for divorce, just a 
recognition that in some cases, where divorce is 
unavoidable, that you can emerge in a better 
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place with your children. 

Scott, who was a single father with custody of his three 

children also commented that his life had more consistency 

since his former spouse left but believed a two parent 

family was preferable: 

I think that I am a fairly good parent. I 
believe in structure but without help and another 
adult, I know lots of it slips between the 
cracks. I think it would help Tim a lot to get 
that kind of reinforcement from another person 
long enough so that he would realize he can't 
blame other people for what he doesn't do. I 
have a lot to learn and try to recognize my 
limitations and learn something every day. I 
could do better and definitely think children 
should benefit from having a two parent family, 
independent of whether there is ADHD involved or 
not. There are just too many things that would 
be better in the area of structure and style if 
there were two. 

So, while Scott admitted to life being more consistent as a 

single parent, he expressed a belief in a traditional two-

parent family. Carol, Vanessa, and Scott did not describe 

in great detail the events that caused their marriages to 

fail but did mention repeatedly how difficult it was to be 

married. Scott was the only participant who talked at 

length about his preference for a two-parent family. 

Like Carol, Vanessa, and Scott, Jesus had difficulties 

with his spouse. He, too, felt that he had to defend his 

children and spoke candidly about his frustrations 

regarding the conflict in his family: 

We have been married for 17 years and it is 
really trying. I find myself defending ray son 
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because my wife can not deal with him. I am at 
work all day and I'm sure this doesn't help. We 
never seem to agree. Our son is always messing 
around and ir^ wife is fussing, yelling, or plain 
not happy. We tried counseling, but it was a 
real joke. I know that my wife loves me, but to 
be honest I don't know how much more I can 
handle. 

Carol, Vanessa, and Scott discussed some of the 

difficulties of being married and having an child with .ziDHD 

and that being a single parent improved their home 

situations. Despite the benefits of the consistency he 

provided as a single parent, Scott added that he felt a two 

parent family was better. Jesus talked about the high level 

of conflict and frustration he experienced with Maria and 

his children. 

Another theme that emerged was that all of the 

participants had to deal with spouses at one time or 

another who exhibited some of the same symptoms as their 

children who had ADHD or disagreed with the participants 

child rearing practices. Compared to Carol's account of 

life with her former spouse, Sally and Heather related more 

positive experiences. Sally reported: 

Well, I think Mike was very supportive...pleased 
that we were doing a lot to help him out. He was 
very concerned about doing whatever he could to 
help Tony out and ultimately he, as the years 
went on and he thought back, we have done what a 
lot of people have done and that is, semi-
identified that in him as one of his childhood 
characteristics. In any case, he seemed to 
believe that he was very active when he was young 
and a lot of the things that Tony was doing and 
the problems that he had were familiar to him, so 



128 

I think he was very sympathetic. 

Heather had a similar experience to relate: 

I think Bill feels real responsible for the 
problems John has...and he doesn't understand 
them and he wants his kid to be perfectly normal. 
I think for some reason that the men that I've 
run into seem to have this macho-type problem and 
I don't know if it's because they're at work all 
day long and they come home and expect it to be 
perfect and I'm pulling my hair out...he's been 
on the roof again today...that type of thing. 
Somewhere within him, I think maybe, he realizes 
that he has some sort of problem...It takes him a 
lot of time and it takes effort to study 
something. Once he's figured it out he's okay. 
I mean, laugh hysterically, the man cannot type a 
letter because he can't spell, where, but he can 
spell any medical term on the face of the earth. 
And it'll come out right. But it's something 
that he's taught himself. 

When describing her overall family culture. Heather said: 

Bill has never been really involved. He does the 
threat. "You're going to get spanked for that" 
was famous, or "Your mother's going to spank you 
for that." [He] never struck the child. I mean, 
he may grab his arm but never struck either one 
of the children, threatened them continuously. 
He has a very bad habit of saying, "Are you a 
moron?" A lot of that kind of thing but our kids 
now realize that there's nothing behind it. 
We're all a lot of hot air. We're a lot of 
yelling and screaming in our house. 

All of the participants in this study mentioned at 

some time during their interviews that their current or 

former spouse exhibited learning difficulties or behaviors 

similar to their children who had ADHD. Some of the 

behaviors related to reading or learning problems and some 
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were related to behaviors, such as, increased amounts of 

alcohol consumption or alcoholism, use of illegal drugs, 

physical or verbal abuse, out of control anger, quick 

temper, raised voices, throwing things, eating disorders, 

and generally, a great deal of conflict. Some of the 

behaviors described had a profound impact on the 

participants' marriages and some of the behaviors were 

viewed as merely parent of their family's interaction 

style. 

The participants also noted that many spousal 

conflicts arose over decisions on behalf of the child who 

had ADHD. These conflicts usually were a result of school 

or discipline issues and for Carol, Vanessa, and Jesus 

often were very intense. Considering the nature of the 

disability it was reasonable to assume that more conflicts 

would be present in a family where there was a child who 

had ADHD. For Carol, Vanessa, and Jesus it seemed that the 

more behavioral problems their child exhibited the more 

intense were their marital conflicts. Sally and Heather 

did not report intense conflict in their marriages and 

Paula avoided talking about any of her three marital 

relationships. 

Often, the participants talked about how decisions 

v/ere made and, with the exception of Scott, the mother was 

the primary caregiver and handled the majority of decisions 

regarding schooling and general parenting issues. Except 

for Scott, the participants reported that the father would 

defer to the mother in the decision making process 
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regarding the childcare issues. Participants did not offer 

insights regarding why they chose this style of decision 

making but it was present in many of the relationships. 

Although most of the comments were related to 

discipline. Heather talked about how decisions were made 

regarding schooling for her son: 

Bill was standing out here going...this is wrong, 
this is wrong. He would voice his concerns and 
we would pretty much do what I'd already decided 
to do. Bill would rather back off than make the 
decisions. Unfortunately, it all started because 
he was never home, so I took them on. 

Heather spent a great amount of time helping John with his 

homework and reported: 

I could very easily see where a marriage could be 
destroyed over this. Because, yes, I am 
overprotective, at times, with rr^ son and I will 
do battle. Often times in his favor over Bill's. 
Or Bill would want to go to a movie and I would 
say no because we gotta finish these...next four 
pages in this book and then I have to quiz him 
over it. And you know that you're ignoring your 
husband to make sure that your son gets the 
literature assignment for the next day done. And 
then you've got a pouting 43 year old versus 
whatever is over here. 

One final comment was that the mothers in this study 

felt that their sons acted out more with them than with 

their fathers. When asked to elaborate on this. Heather 

remarked: 

I think John's very free to be as angry and as 
frustrated around me as he wants to be. But he's 
not quite that free around his dad. I think 
there's a line he doesn't cross with his father 
where oftentimes he'll cross it with me. And 
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it...it's just our personalities and the fact 
that I've alv/ays been around, I think. 

It is clear that Heather defended her son, advocated for 

him, and gave up time with her husband to help John with 

his schoolwork. She also felt her son was more free to 

"act out" with her than with his father. 

In summary, in the area of spousal interactions, 

participants discussed the following themes; in some of the 

marriages there was a great deal of conflict, there was 

more stability in the families where there was a single 

parent compared to when they were married, often their 

current or former spouse exhibited symptoms similar to 

their children with ADHD, the marital relationship was 

often secondary to the needs of the children, one parent, 

usually the mother, made the majority of the decisions 

regarding the child, and the mothers believed that most of 

their sons "acted out" more with them than with their 

fathers. 

Parent Views of Sibling Interactions 

The views of parents in this area were divided into 

two themes. The first was that the child with ADHD often 

annoyed his siblings and the second was that parents 

worried that the child with ADHD would inadvertently hurt a 

sibling or themselves. Parents divided into two distinct 

groups on the issue of sibling interactions. Those parents 

who had only one child with ADHD and those who had more 

than one child with ADHD. Similar comments regarding 

sibling interactions were made by both groups of parents. 
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however, there was a profound difference in the intensity 

and length of the negative interactions when one or more 

sibling was also ADHD. 

Some of the participants talked at length about events 

when the child with ADHD annoyed his or her siblings. 

Sally talked about Tony's behavior: 

V>Jhen he was young, he would be really bothersome 
to his siblings. He would do things that 
actually could hurt them. He would knock them 
over and take things and really annoy them a 
lot...that's the way I think he was most 
disruptive in the house because that's like he 
was never really getting along well with his 
brother and sister when he was young because he 
was always bothering them. 

When asked about sibling interactions Scott reported: 

. . .on the other hand, Tim is very lovable and 
needs attention from people, so he can make 
himself a pest when his siblings have friends 
over. This is normal behavior for sibling 
participation, but when it is coupled with his 
word selection and hyper nature, it does create a 
situation where his siblings have to explain to 
their friends that their brother has a problem, 
and that is a bit embarrassing for them, 
sometimes. 

Both Sally and Scott's examples illustrated the two kinds 

of comments made about sibling interactions. Sally felt 

that Tony's most disruptive influence in the household was 

when he annoyed his siblings. This behavior caused her a 

great deal of concern and she mentioned it often 

throughout her interviews. Sibling conflicts and 

interactions were major themes for all of the participants 

even those, like Sally, who reported few behavior 
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difficulties with their child in school or at home. 

Parents also talked about the child's siblings baiting him 

or her and then stepping back so it appeared as if the 

child with ADHD was at fault. The parents reported that 

when they arrived on the scene, what usually greeted them 

was their child with ADHD out of control. It was then 

difficult for the parents to determine who was at fault and 

to decide on appropriate consequences. They also mentioned 

that some of the older siblings, especially boys, would 

avoid their younger sibling with ADHD. 

Carol and Jesus, who had two or more children with 

ADHD talked about sibling interactions in a different 

manner. Carol said: 

Well, I know the topics for their disagreements 
are similar to other families, you know, like use 
of the phone, curfew, chores...but what happens 
in my house is that they get angry so fast and 
then there is no hope of a solution to the 
problem. One kiddo says something and 
boom...kiddo number two is off and running... and 
in a matter of seconds it is a yelling match. I 
can't appeal to either of them to calm 
down...it's like a chemical roller coaster ride. 
It's really really hard to get them calm to even 
begin to solve the problem. That's ny biggest 
challenge. It's funny, sometimes if one of them 
is carrying on...one of the others will ask if 
they took their meds. I bet that doesn't happen-
in normal families [laughs]. 

Jesus talks about his two children and their interactions: 

Josue and Monique yell so much and then my wife 
starts yelling to make them stop and it's a big 
mess. Nobody listens to each other so the 
yelling gets louder and louder. It is usually 
over things that I think are little and not worth 
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yelling about. It makes me want to just get into 
my car and drive away. 

Generally, for Carol and Jesus who had more than one child 

with ADHD, negative sibling interactions escalated more 

quickly and seemed more intense in nature than in the 

families with one child who had ADHD. Carol had an 

interesting comment about her children: 

You know, it seems in my house that everyone is 
always trying to get each other's attention. My 
kids will walk by each other and wap, there's a 
hit or a push. They also will butt into the 
other person's business before I am even finished 
talking. They will make parental-like comments 
to their sibling who is in the hot seat and this 
will cause an immediate reaction. Usually, their 
sibling's comment is an add-on to some lecture I 
am giving them. They sound very aggressive and 
use loud, belligerent voices and in a split-
second my words of wisdom or discipline are lost 
in a new ruckus. 

Carol reported a high degree of behavior by her children to 

engage each other in interactions regardless of whether 

they were physical or verbal. Also, her children seemed 

compelled to comment on their sibling's behaviors. She 

also reported that her children spent a great deal of time 

together talking, skateboarding, bicycling, playing soccer, 

building things, or listening to music. Carol also 

mentioned that her children never explained to their 

friends why their sibling was acting a certain way because 

they usually acted that way, too, and didn't seem to 

perceive the behavior as odd or in need of an explanation. 

In some families, participants noted that verbal 
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interactions between siblings quickly turned into physical 

confrontations or, in some cases, che physical tap or push 

escalated quickly into a more intense physical interaction. 

In the worst extreme, as in Vanessa's case, Wayne was 

arrested for attacking his brother with a knife. All of 

the participants discussed how quickly positive 

interactions could escalate to intensely negative 

interactions and that it was necessary, but stressful, to 

be ever vigilant for those situations. 

In summary, Scott and Sally, who each have one child 

with ADHD, discussed how their sons were disruptive with 

their siblings. As a young child Tony would be rough with 

his siblings and Sally was fearful that he would physically 

hurt them. Both Tony and Tim annoyed their siblings, 

especially when they had friends over to their house. For 

the families who had more than one child with ADHD, the 

interactions were more intense and escalated more quickly 

than families with only one child with ADHD. All of the 

participants commented on the negative sibling interactions 

but they also made a point to tell about the closeness that 

was often seen between siblings. All of them reported that 

they worked hard at looking out for the safety of their 

children and wanted their children to establish strong, 

positive relationships with each other. 

Parent Views of Extended Family Members' Interactions 

Overall, participants reported both negative and 

positive experiences with extended family members. In the 

comments about their extended family members the following 
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themes emerged; the extended family was tolerant but not 

fully aware of what having ADHD meant, they did not have 

much contact with their extended families and did not 

receive much practical help from them, the ADHD was not 

discussed within the extended family, some extended family 

members caused more stress to the nuclear family unit by 

their comments or behaviors, and there was a need to 

educate the family about ADHD but often there was limited 

time or energy to accomplish that. 

Scott talked about his perceptions of his family's 

reaction: 

I think that the disorder was new enough among 
all cnildren at the time that my immediate and 
extended family accepted the fact that there 
would be challenges, but the peaks and valleys 
were not really anticipated. The family attitude 
on children is fairly tolerant in ir^ family 
anyway, so the fact that a child would be 
hyperactive was taken in stride at the time. 
Since all of my immediate relatives do not live 
close, the daily activities were not easily 
comprehended by them. 

I remember an experience. . .rr^ older sister has 
three children; two boys and a girl. Their 
oldest is a sophomore in college and the other 
two are Barry and Tim's ages. They came up this 
Fall and we agreed to meet them at the college, 
go through and then all take the train to the 
city for a day on the town. We got there and I 
realized that I had left Tim's afternoon medicine 
on the table at home! Well, let me tell you. . .itty 
oldest nephew had a girlfriend that came with us 
to the city. They wanted to do some shopping. I 
was convinced that she was thinking that my 
brother-in-law arranged having me bring my group 
to scare her off. Tim was hyper anyway because 
he gets excited to see his cousins, but without 
the Ritalin...well...he was up and down on the 



137 

train, all over the place. We went somewhere in 
this little sandwich shop to get away from them 
for a while and Tim was reading the label on a 
Snapple Ice Tea and forgot the top was off and as 
he turned it on it's side to read the label he 
just as calmly as you please was pouring the tea 
all over Coleen's lap and her sandwich...what a 
mess! Her lap was soaked! 

Then back to shopping, the train, etc. They knew 
first hand what ny life was like. I know they 
knew it before, but that day it was reinforced. 

Due to distance, Scott's family did not have much contact 

with his children, consequently, there was little 

opportunity for them to interact and to fully understand 

about ADHD and how it was manifested on a daily basis. 

Like Scott, Carol reported little contact with her extended 

family and little practical help was received from them: 

I live far away from ity family and they don't 
really understand what I am going through or what 
it means to have ADHD. After seeing a special on 
TV, my sister admitted that she used to wonder 
what was wrong with me and why couldn't I 
discipline my children. Now, she is beginning to 
understand. Even when I lived close, I didn't 
get much help from them. My parents still had 
young ones at home and their hands were full and 
my sister had young kids and worked full time so 
I just tried to figure it out on rtiy own. 

Jesus related a somewhat different view of his 

extended family: 

...my wife's family is always telling her that it 
is iny fault and that I should do this or that. 
My fcimily, like my sisters, tell me that Maria is 
a bad mother and she doesn't keep a clean house 
or handle the kids right so that makes me mad. 
Sometimes I wished we lived far away from 
everybody so I wouldn't have to listen to them. 



Jesus experienced increased levels of stress from the 

comments and interactions he described wich his extended 

family. It was different in Sally's extended family 

because she chose not to talk about Tony's disability wi 

her family: 

Actually, to tell you the truth, I didn't talk to 
my parents about it. I sort of probably tended 
to hide it. You know, I was just sort of passing 
it off as though it was that he was young. . .maybe 
he was hyperactive but not necessarily clinically 
hyperactive in the sense that there was this 
attached diagnosis... that was just the type of 
kid he was. And I never really had a serious 
conversation with them about it. But ir^ 
father...was a physician and it was very likely 
that he knew more than even I knew at the 
beginning. 

Heather explained that Bill's family was like Sally 

pretending ADHD did not exist but her own family reacted 

differently: 

I won't say Bill's family hasn't been supportive 
but they'd like to pretend it doesn't exist. You 
know, we have heard from Bill's mom off and on 
for years that, well, maybe John will be a 
plumber. Or, it's okay, you know, he can be a 
mechanic. And several years ago, we told her if 
she ever said that again she couldn't come back 
in the house [laughs]. 

My family, my sister and brother are both 
valedictorians of their class. You know, just 
total overachievers. Very bright children on 
both their sides. My family, again, didn't 
really want to hear this either, when we were 
going through all the process of diagnosis and 
every thing else...it was just I wasn't raising 
him right. I was too lenient. What was the 
matter with this kid? Why couldn't he sit still 



139 

in the restaurant? Why did he cry? Those sorts 
of things. 

Ah, when John was on medication. I'll never 
forget rty mother called from Denver. She'd just 
watched a 20-20 special on Ritalin. She wanted 
me to lock up all the knives in the house because 
she knew he was going to get one out and stab us 
to death in bed. And that he was going to be in 
prison like all those other people on Ritalin. 
So, it's not just educating yourself or the 
people around you. It's your own family that 
oftentimes does you in. 

...But, I don't think either side of the family 
will ever totally understand. They're not real 
interested in understanding, either. 

Heather's experience illustrated quite clearly that often 

the participants had to educate their own family about the 

disability and that they were often a source of conflict 

and hurt feelings that centered specifically around the 

disability of ADHD. 

So, while the parents in this study experienced both 

positive and negative responses to their child with ADHD 

from their extended family, the following themes emerged; 

the extended family was tolerant but not fully aware of 

what having ADHD meant, they did not have much contact with 

their extended family and they did not receive much 

practical help from them, ADHD was not discussed within the 

extended family, interactions with some extended family 

members caused more stress to the participant and their 

family, and there was a need to educate the extended family 

about ADHD. 
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Parent Views of Family Routines 

The prevailing theme that emerged from the 

participants in regard to family routines was that often 

routines were disrupted because of the child with ADHD. 

Routines were disrupted during social family gatherings, 

family finances were disrupted, and continual demands for 

management that required more time and energy from parents. 

The need to continually educate all of the people who 

routinely come into contact with the child who had ADHD 

became part of family routines. 

Some of the parents talked about their children liking 

family gatherings and some, especially the older teens, 

preferred not to attend such functions. Paula talked about 

Kevin's enjoyment of family gatherings: 

Yeah, well, it has become kind of a funny thing. 
He does great and even, you know, like wedding 
functions or like the 50th. All of the old 
fogies are out there dancing and he actually even 
danced with one of the old ladies. Yeah, they 
are all doing that ballroom dancing stuff. And 
they did the electric slide and he's out there 
doing the electric slide with everybody else. 
And that wasn't something he did and his feet 
weren't doing what everyone else's were, but he 
didn't seem to care. 

When asked about family gatherings, Sally responded: 

I think they treated him like all of their 
grandchildren, and they have seven grandchildren. 
And he is the only one with ADHD and I think they 
were very evenhanded and tried not to criticize 
him. But again, although he would do sort of 
bizarre things, strange things in a group 
situation, it wasn't totally as difficult a 
situation as it is in the classroom where you are 
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supposed to sit still and listen. With 
grandparents, he was generally running around the 
lavm. We really didn't ask him to sit through 
any sit dovm dinners or anything like that 
because we knew that wouldn't work... 

Sally discussed an interesting theme that appeared 

throughout the interviews. Parents learned quickly which 

social situations were likely to cause problems for their 

child and they attempted to avoid or minimize the problems 

by changing the requirements or by adapting the situation. 

Holidays were particularly stressful: 

You know, any holiday or special event causes a 
great deal of stress in rry home. My kids just 
can't deal with the excitement that surrounds 
such events. I have really disliked Christmas, 
Easter, and Halloween for years and years. I 
used to wonder why this sense of dread would come 
over me before a Holiday...and I would feel so 
guilty when I didn't get excited. The more to-do 
I made out of an event the more stressful it 
became. I remember when Sean was in elementary 
school he was so stressed by Christmas that he 
would need to go to the bathroom every 15 minutes 
or so. The teacher asked me to take him to the 
doctor to be checked out...there was nothing 
wrong. Even today at 19, he still has a 
difficult time at Christmas time or special 
events. 

When he was quite young, I can remember taking 
him to a birthday party and I could see he was 
nervous about going. When he walked into the 
house there was this wooden door jamb and he 
tripped a tiny bit on it when we went in the 
front door and that was it for him. He wouldn't 
stay at the party. I never know what's going to 
happen on Holidays with him...I have learned over 
the years that I can't count on having my 
celebrations go exactly the way I planned because 
I just never know what will happen. I try to 
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structure it so the kids will be in the best 
situation possible but they are so unpredictable. 
It use to break my heart but now...well, I have 
learned to just plan the activity, keep in mind 
their needs, and when it goes well I am thankful. 

Another area that parents talked about was the 

financial burden of having a child with ADHD. Parents 

talked about the need for incentive and reward programs 

with their children. When asked about this aspect of 

raising John, Heather talked about her experience: 

...well, it's bribery...but by the same token 
when he was in second and third grade that was 
the only thing that we could think of to use with 
him to shoot for a goal. He's so into stuff! 

In addition to the cost of incentive programs, participants 

talked about the cost of counselors, psychologists, 

pediatric psychiatrists, medications, and time off from 

work to keep appointments. They also discussed the 

constant pressure by their children to buy things and their 

need for instant gratification. Carol shared her feelings: 

Jamie is the absolute worst for wanting things 1 
I know he can't help himself. He just sees 
something and he wants it and can't live without 
it. Getting the item absolutely consumes his 
every waking moment. I even have this rehearsal 
thinger that I do before we go into a store. 
I'll say now remember we are only buying such and 
such and he will repeat it and then we will go 
into the store and five minutes later he will 
start in...really incredible! Sometimes I will 
give in just to have peace...I know it's wrong 
but I just can't stand it sometimes! 

In addition to the financial strain a child with ADHD 



143 

may place on a family, there is also a considerable time 

commitment that is required of the parent in terms of 

supervising the child and sharing information about their 

disability and needs with others. Scott talked about this 

aspect: 

I think the quicker and more gentle and thorough 
the information can be transferred to another 
person about ADHD, regardless of whether they are 
going to be dealing with their own ADHD child, 
looking after yours, or just becoming informed, 
the better they will be prepared to consider 
ADHD, as a condition, in the proper perspective. 
It's a condition that does not go away, has to be 
managed all day long, and love and understanding 
are required by all in order to get through each 
day. Much more time must be devoted to the needs 
of the ADHD child. 

Like Scott, all of the parents spoke about the large time 

commitment their children required. Sally's comments about 

the time she committed to Tony versus her nondisabled 

children were especially pertinent: 

Well, it's been a lot more time intensive. I've 
spent a lot more time with Tony. And because 
he's my youngest maybe that's fortuitous in that 
it's just been very rewarding... fortunate for 
Tony in a way that he's the youngest because if 
he had been the oldest I wouldn't have been as 
prepared as a parent. And since I had some 
practice with his two older siblings, I could 
concentrate more on his special needs and the 
great amount of time he would need. I guess 
that's a fortunate coincidence. 

Another area that disrupted family routine was the 

sleep patterns of children with ADHD. Often, they did not 

got to sleep at regular times and this disrupted household 
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routines. When the children were younger, parents were 

concerned about their safety, especially if they would get 

out of bed in the middle of the night. As their children 

got older, participants explained that supervision 

continued to be an issue due to their teens' exposure to 

high risk behavior. Parents discussed their teens' need 

for stimulation at night and their concerns about having 

the energy to supervise them due to the difficulty of 

keeping the same schedules as their adolescents. Sally 

talked about this concern: 

Well, I guess two things come to mind which I 
think I have mentioned. One is he never gets 
tired. When the rest of us are just exhausted, 
he is staying up later than we are. He just is 
not tired. He is definitely a night person... 

Carol continued with this theme: 

Sometimes late at night I can hear Sean upstairs 
moving around in his bedroom. When I hear him, I 
know it's going to be a long night for him. 
Sometimes he won't sleep at all. Jamie has 
difficulty falling asleep and will lie on the 
couch and watch TV until he can fall asleep. 
Then it's really difficult for him to get up and 
the teachers write that he was falling asleep in 
class. It's like they just keep on going and 
can't stop. They are very frustrated by this and 
it really upsets their routines for a several 
days. It makes me sad when it happens because I 
know that I can't help them and I can't stay 
awake with them if I want to go to work in the 
morning. 

In summary, parents discussed the impact ADHD had on 

their family. The themes centered around the need to 

structure social activities and daily routines to 
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accommodate the needs of the child with ADHD. Often parents 

would alter the routine or the situation to put less stress 

on the child with ADHD. They also talked about the 

financial burdens placed upon them. Their children with 

ADHD required high stimulation and behavior programs were 

often based on a reward system. In addition, parents 

reported that the cost of hiring professionals to help both 

the family members and the child with ADHD placed a 

financial strain upon them. Participants also discussed 

the increased amount of time they had to commit to raising 

their child with ADHD compared to their nondisabled 

children. The final aspect of family routines that parents 

talked about was that the sleep patterns of their children 

were abnormal and, at times, required them to be vigilant 

throughout the night. This put a great deal of stress upon 

them and they discussed the physical and emotional effects 

of this behavior. In general, routines in a family with a 

child who has ADHD were different and required more from a 

parent in terms of time, money, and energy as they carried 

out the daily routines of parenting and family activities. 

Parent Views of Communitv Interactions 

This section on parents' perceptions of community 

interactions is divided into the following categories: 

a) parent views on interactions during social activities, 

b) parent views on interactions during sport activities, 

and c) parent views on interactions during community 



146 

activities. 

Parent Views on Interactions During Social Acuivicies 

In the area of social interactions there were two 

major themes that emerged from the parent discussions. The 

first was that some of the children did not have many close 

friends. The second was that often other parents did not 

allow their children to play with the child who had ADHD. 

When parents talked about this issue they expressed feeling 

hurt by this behavior toward their child and felt at a loss 

to help their child. Paula talked about Kevin not having 

close friends: 

...it's not like he has really close friends. In 
his peer group, he doesn't really have friends 
over to our house. He doesn't talk on the phone 
or go to malls with other kids... 

When asked about her son's friends. Heather said: 

...he doesn't really have an enemy in the world, 
but doesn't have a lot of real friends, either. 

Paula and Heather described their sons as children who did 

not have close friends but who did not alienate peers, 

either. They did not express distress over the situation 

and their manner indicated more of an acceptance of this as 

part of their sons' unique personalities. The context in 

which they offered these descriptions were part of a 

general description of their child and Paula and Heather 

did not attribute this aspect of their sons' personalities 

to ADHD. 

Conversely, Carol painted a picture with her 
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description of her children that was far different than the 

descriptions of Paula and Heather: 

You know, over the years I have come to understand 
that rt^ children are what I call fringe kids. 
What I mean by that is they are not in the 
mainstream of social groups. When nv oldest, 
Sean, was young, he started out playing with the 
cute little kids down the street who played on his 
soccer team but as time went on and he got into 
trouble in school and his grades were bad...those 
kids drifted away and it seemed that the only kids 
he played with were in trouble all the time. At 
first, I thought it was their influence, but as 
time went on...I realized that it was also part of 
who Sean was. A couple of years ago I asked him 
why he didn't hang out with a better group of 
kids. I will never forget what he said! He told 
me that the "jocks" and "preppies" wouldn't hang 
out with him and the kids he hung with were the 
only ones who would be his friends. I was, 
frankly, amazed at his ability to perceive that 
and incredibly sad that it had to be this way. 
The very kids that need the best role models are 
the ones who don't stand a chance of connecting 
with those kinds of kids. 

Even though both of my boys have gotten into 
serious trouble, I don't think of them as "bad" 
kids. I see them as good kids who have gotten 
into bad situations and made really bad 
decisions. That may sound naive to you but it's 
true. 

They are often bewildered by this situation 
themselves...because in the beginning they didn't 
see themselves as "bad" kids, either. After a 
while, I could see their belief in themselves 
become eroded...and what little self-esteem that 
they had was pulverized. As a parent, it takes a 
lot to overcome what our community does to the 
self-esteem of children who have disabilities 
that aren't so obvious...not to mention our self-
esteem as parents. Sometimes, I think I am just 
too stubborn or too stupid to know better because 
I will not accept anyone's limits upon me or my 
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children. 

Carol presented a view of a mother and her children who 

struggled daily to be successful members of their 

community. Her children had difficulties establishing or 

maintaining positive peer relationships. Scott provided 

similar views when he talked about Tim: 

Tim loves people and values friendship. It's ny 
observation that he cherishes friends and their 
attention to him and tries to make them enjoy 
themselves. He, however, alienates them 
sometimes because he is not socially skilled and 
when he loses it, he turns them off. This then 
allows them to migrate to other friends who do 
not have this disorder... leaves him in a 
secondary role for their calendars and calls. I 
am sure that he uses inappropriate behavior 
everywhere and will do it when he is 
challenged...! am working on getting more friends 
to come over...but the satisfaction he receives 
from working alone with video games or doing 
things he likes is also part of this. 

Heather and Paula described their sons as "nice young men" 

who, while not close to anyone, didn't have major problems 

with their peers. Carol and Scott described their children 

as socially inept and having moderate to severe problems 

finding and maintaining an appropriate peer group. Sally 

presented a little different view of her son, Tony. When 

he was younger, he too, had difficulties but she described 

the present situation as: 

I'd say that he has wonderful friends now. In 
fact, I'd call him popular. He invites people 
over. People invite him over. He's very 
comfortable. This is like within the last two 
years, you know,he really feels this...he 
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expresses it. In fact, just recently he said, 
"this feels so good about my friends." I am 
really happy for him and I think he understands 
what that means because he remembers when it 
wasn't always that way. And people have said 
mean things to him and called him weird and all 
sorts of things. And he remembers that, too...so 
I think he feels really good about his friends 
and it's not surprising to me that he has friends 
because he's just very extroverted and he can 
talk to people at any age, at any time, on any 
subject. And see that's one of his 
problems ... from the teacher's point of view...you 
see, he's socializing too much in class. But 
from the kids' point of view, you know, he's just 
easy to be around. 

The participants reported that other parents didn't 

allow their children to play with the child with ADHD. 

Sally said: 

I knew there was a problem since he wasn't invited to 
friends' houses to play. 

Carol said: 

Sean wasn't invited to many birthday parties after a 
while. He would play with a kid for a while and then 
then invitations would stop. Sometimes the mother 
would even be honest about the reasons. 

In summary, in the area of social interactions there 

were two major themes that emerged from the parent 

discussions. The first was that some of their children did 

not have close friends. Heather and Paula described their 

sons as existing in a neutral space when considering their 

ability to interact with their peers. There was neither a 

strong negative or positive reaction by peers toward Kevin 

or John. Furthermore, Heather and Paula did not seem 
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unduly concerned about their sons' peer interactions. 

Conversely, Carol and Scott were very concerned about their 

childrens' lack of social skills and positive peer group. 

Yet, while they understood the cause, they continued to 

feel anguish over the situation. 

The second theme that emerged was that often other 

parents do not allow their children to play with the child 

who has ADHD. The participants reported that the behavior 

of their child with ADHD seemed to be the primary 

determiner of social acceptance by their peers and their 

community. Eventually, however, one of the adolescents in 

this study with ADHD did make friends and overcame earlier 

negative experiences when they were able to connect to a 

positive peer group. 

Parent Views on Interactions During Sport Activities 

Parent perceptions in the area of sports centered 

around three major themes. The first theme was whether to 

choose an individual or a team sport for their child. The 

second theme was that even though it was enjoyable to watch 

their child play sports, it was also stressful because the 

child exhibited behavior that was embarrassing to the 

parents, unsafe for the child or others, and annoyed 

coaches, players, and other people involved with the sport. 

All of the participants thought that it was a positive 

experience for their children to participate in sports or 

extracurricular activities and had their child participate 

on a team at one time or another. Although descriptions of 

their children's athletic skills ranged from "athletically 
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gifted" to "doesn't have an athletic bone in his body" the 

comments were pertinent regardless of the athletic prowess 

of the child. In other words, even the child who was 

"athletically gifted", at times, annoyed her coaches and 

fellow teammates. However, the parents did feel that the 

child who was athletically skilled had an easier time 

integrating into the team and their interactions were more 

positive. 

There was much discussion about choosing an 

appropriate sport for a child. Much of the discussion 

centered around whether it was better for the child to be 

involved in a team sport or an individual sport. The 

results varied with the child and the tolerance of coaches 

and other players depended on the child's athletic skills. 

Paula's views on choosing a sport were: 

When people ask me what should kids with ADHD get 
involved with...I always say, "Not something like 
cub scouts." That is not going to work. But 
sports activities, particularly sports that are 
not involved with teams. I think when you're 
involved with team sports and have to cooperate 
and the rest of the team gets upset. Individual 
sports, I think, are very good. 

Heather talked about her views on team sports: 

...of course, as a parent, I was upset that he 
wasn't playing sports better and he wasn't the 
good little soccer king. But by the same token, 
he was out there getting physical exercise, with 
some adults who cared about him and playing with 
other kids. And I felt it was really important 
that he be a part of a team...to learn how to be 
part of a team, because, let's face it, all 
through your life you have to be part of a team. 
And that's why we had him in it. 
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...sixth grade he tried to play some sports. He 
played soccer and played basketball. Several of 
the kids made comments about him and in seventh 
grade he refused to play sports. Period! Would 
not do it I 

Carol talked about Jamie and his sports experience: 

With Jamie, he would play first base and look 
around and talk and laugh and look at the other 
fields...he would have to be constantly reminded 
to pay attention...! was always afraid that he 
was going to get hit with a ball. The other kids 
would yell at him and then he would yell back. 
He told me really didn't like going but did it 
for his dad. He could never advance in 
skills...and finally, at twelve he couldn't play 
minors anymore, so he begged me to let him stop. 
Another thing that was a major problem was the 
practices. He wouldn't want to go and I would 
make him and then when he got there he would be a 
major pain until the coach finally made him sit 
out. We were in a real negative cycle, but I 
wanted him to participate to keep him busy and so 
that he would have a positive peer group. 
Finally, I realized that he would do better in a 
sport that was more individual. 

Paula's views were that an individual sport was better 

because lack of cooperation skills made it difficult for 

the child with ADHD to participate with his peers. 

Conversely, Heather believed that it was important for John 

to play team sports because it would prepare him for life. 

Even though Heather thought playing on a team was 

desirable, John decided to quit when teammates made 

negative comments. Carol tried team sports for Jamie but 

found that it was not a positive experience for him so 

discontinued it. 
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often stressful because their children would exxbit 

embarrassing behavior. When Sally was asked about Tony' 

behavior on the tennis court, she responded: 

Well, I was just incredibly embarrassed, probably 
the most embarrassing thing because we were in 
the stands...the parents of the other child was 
there...and Tony just had this crazy behavior. 
But actually there was nothing I could say to him 
because the rules of tennis are that you cannot 
coach. You cannot talk to your kids, I mean, 
those are sort of the unwritten rules, I suppose. 
But, that is tennis etiquette. When he was doing 
that, there was nothing I could do. 

...because he did some of the most unbelievable 
things playing tennis. Like you know, he'd be 
playing a match and he would just sit down on the 
court and, of course, his opponents would go 
bananas. They just hated that! And if he wasn't 
sitting on the court, you know, he'd be looking 
around so much that it would slow up the match 
and they did not like it at all! 

. . .so then I thought maybe I should try him on 
medication while he was playing tennis. And 
finally, I did do that and that was a big 
struggle for me because then the question is are 
you really drugging your kid to do well in tennis 
and is that reasonable? Is that a good goal? I 
never felt totally comfortable with it but tennis 
has been such a big part of our family and so I 
said that I was going to try it and it made a big 
difference. And he essentially...he didn't sit 
down on the court. I mean he still would be 
playing his racket like a guitar, twiddling it. 
I mean, the big thing we always said was remember 
the ready position. When someone is serving you 
have to be in the ready position and even today 
we tell him to remember the ready position. But 
still that was not that bad. I mean he was still 
able to more or less cope and kids weren't 
totally upset with him. 
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Jesus discussed his concerns about Josue participating in 

baseball: 

I used to get so tense, man, when we would be 
getting ready to go to the park. Josue would not 
pay attention to instructions and I would try to 
stand near him by the fence to tell him things 
every once in a while. Part of me didn't want to 
yell at him to pay attention because then 
everyone would know he wasn't watching and look 
at him, so I tried to stand away from the benches 
but close enough so I could call to him now and 
then, get in the ready position, keep your eye on 
the ball, watch the ball hit the bat, stuff like 
that. 

One time I was so mad at him. The coach was 
warming up a new pitcher so the outfielders were 
tossing the ball around and one of his coaches 
called for "balls in" and Josue, instead of 
throwing it in on the ground, threw it in the air 
toward the dugout and hit one of his coaches on 
the head. Man, I just wanted to pack it up and 
get outta there. I could hear the other parents 
saying stuff...it was pretty bad and Josue was 
sorry and didn't mean to hurt the guy but it was 
too late. Then I started yelling at him and it 
just got worse and I didn't want to ever come 
back. 

Parents of children with ADHD had to contend with other 

parents' reactions to their child. When asked what she 

thought about while John played. Heather said: 

I just wanted him to be in there playing. The 
one time I did intervene in soccer they had John 
playing goalie and the game was down on this end 
of the field, you know, and all of a sudden, it 
started heading John's way. We turned around and 
John is hanging from the goal posts, swinging, 
only he's facing the wrong way and never saw the 
ball coming. Never knew what was happening, just 
swinging away. I thought I was going to die of 
embarrassment right there! Here are all the 
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parents screaming at my son. The other parents 
are harder to deal with than nv son's ADD on the 
field or on the sidelines! 

You know some of the sports' parents, they are 
out to win no matter what. And their child is 
perfect and the perfect sportsman and nobody else 
is good enough. And I'll be honest with you, 
I've told a couple of parents off. You know, I 
would tell them...yell at your kid if you want 
but shut up when it comes to mine! I've even 
told people on the other team that on occasion 
[laughs]. "Back off! This is supposed to be a 
sport where these kids are supposed to enjoy it." 
That's one reason we pulled John out of baseball. 
With soccer, at least, most of the Dads' had 
never played soccer so they weren't real 
knowledgeable about it and they couldn't say a 
whole lot. When it comes to baseball, every 
father in that park thought he knew more than the 
coach, more than the kids, and was an expert. 
And I couldn't deal with it! 

Because of their child's behavior, parents were concerned 

with the safety factor involved in a sport. Would their 

child be so inattentive or impulsive that he or she might 

get hurt or hurt someone else? 

Finally parents were concerned about finding a good 

coach for their child. All of the parents talked about the 

stress of selecting the right coaches for their children. 

Sally said: 

The other key to his success was that he had this 
tennis instructor who was just marvelous. He was 
just so patient and so forgiving and when Tony 
wasn't paying attention he just never got mad at 
him. He would be very patient and would tell 
Tony well, okay let's try this and that, you 
know, he really talked Tony through the tough 
times and gave him the fundamentals he needed. 
And he's been very successful because of this 
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coach. 

Carol also calked about her experiences with coaches and 

how important a good coach was: 

It is so important to find good coaches who don't 
yell at your kids. They have zero self-esteem, 
anyway, and iry boys are oppositional and if you 
yell at them you might as well forget it. The 
best coaches were the ones who would yell out 
specific tips...like, I hated it when they would 
yell, "Come oni" What does that mean to a kid? I 
like coaches who would say stuff like, "Move two 
steps to your left." or "Tap it to your right." 
I always wished that someone would invent a 
little remote microphone for their ears so I 
could talk to them from the sidelines. You know, 
stuff like, "Sean, stop looking at the airplane 
and wctch the ball." "Kristen, stop talking to 
the second baseman and get in the ready 
position." I could probably make a million 
dollars! 

Some parents went to great lengths to insure that their 

child got a good coach. Many of the parents talked about 

the need to get their child out of the situation where the 

coach was not a positive role model or patient with their 

children. Heather explained experiences they had dealing 

with coaches: 

Okay, when he first started playing soccer in 
kindergarten, the coach was a friend. First 
grade, the coach was his pediatrician and our 
friend. T-ball, the first year, we didn't know 
the guy. Well, Bill knew him through a business 
association and we became friends through that. 
when he hit about second or third grade with 
soccer, he got a hold of a coach who was a 
minister and had two stepsons. One of whom was a 
wild manl I would guess why...but I don't know 
that for a fact. And the coach was very patient 
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with John. He was very patient with all the 
kids. Very patient... there was none of this 
screaming. There was none of this we've got to 
win. So, I'm not proud of the fact that Bill 
offered to sponsor a soccer team every year for 
the next three years as long as we had this 
coach. At one point, we were assigned another 
coach who we knew from previous experience that 
was very much focused to winning was the entire 
goal. We called up the soccer league and said, 
"We will not have this man be our son's coachi 
We will withdraw all our support and our son if 
this man is to be his coach." And they said fine 
and put us back where we wanted to be. We were 
just lucky that this particular coach decided to 
follow his team for the next four years. 

Carol talked about the positive qualities of a coach who 

was a positive influence on Jamie: 

This one coach Jamie had was so wonderful! I 
have no idea how much he knew about the technical 
aspects of baseball but he sure knew how to 
handle kids. I don't mean that he knew 
everything but when Jamie did something that was 
inappropriate he always would come over and talk 
to me or call me and tell me what was going on 
and we would figure out how to handle it. I was 
so grateful to this man for his patience and 
kindness to Jamie. And I know how frustrating it 
must have been for him. He would set limits for 
Jamie so the other players could still learn 
skills but his manner was always kind and he 
treated Jamie with respect. I don't think Jamie 
would have lasted as long as he did if it hadn't 
been for this coach. I think of him often and 
feel so grateful to him for taking the time with 
my son. So many times coaches would just write 
Jamie off before even giving him a chance or 
trying to understand his disabilities. It wasn't 
like I wanted him to lower his expectations... I 
didn't... but I did want the coaches to model 
calm behavior but still expect Jamie to follow 
directions and to pull him from the game if he 
did something inappropriate. 
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Another coaching dilemma that parents talked about was 

the issue of whether or not they should tell their child's 

coach about the ADHD. Parent responses were varied on this; 

some of the parents chose not to tell coaches and some 

consistently explained their child's ADHD and the symptoms 

to the coaches. Some parents vacillated between telling or 

not telling the coaches. They reported a feeling of wanting 

the child to make it "on their own" without people knowing 

and a worry that the child would do something unacceptable 

and people would think he or she was just a "bad kid." As 

the child grew older the issue of whether or not to tell 

the coach became more complex and the wishes of the 

adolescent became an integral part of the decision. 

Heather talked about her dilemma on this issue: 

I have told the coaches all the way through, even 
when he played sports at the private school. 
When he played sports at the private school in 
sixth grade, I went to the coach and I said, 
"He's ADHD. He's gonna have to leave practice 
fifteen minutes early two days a week. Please 
understand that you need to explain things to him 
in a different manner." And there again, we were 
lucky 1 The young man who was his coach had a 
brother who has...I don't know how to put 
it...mentally challenged or whatever you want to 
call it. So, he understood completely and there 
was no problem. Eighth grade sports, I didn't 
tell the coaches. It was the very first time I 
didn't tell 'em. I figured, let's see what 
happens. And I didn't tell his football coach, 
this year. I'm a little bit uncomfortable with 
it but, will wait and see. 

The issue of whether to tell a coach about the 

existence of ADHD was an issue for many of the parents. 
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They talked about the need to explain about their child's 

disability and then having to face people's reactions to 

the explanation. On the other hand, if they didn't tell 

the coaches, later, when something happened, parents felt 

that they were making excuses for their child's behavior. 

Often, however, the adolescent themselves didn't want the 

coaches to know so parents were then faced with the dilemma 

of whether to respect their adolescent's wishes or to 

inform the coaches of the existence of ADHD. Carol talked 

about her feelings: 

Boy, on this one, I go back and forth 1 Sometimes 
I think I should tell them and then I think maybe 
not. I sort of vacillate between hoping and 
dreaming that this time it will go well and I 
won't need to explain and the reality of the 
disability, you know, like oh Carol, who are you 
kidding? Mostly, I just get so tired having to 
explain to everyone they ever come in contact 
with about their problems. I feel like I have to 
educate everyone and it's really me inside 
wishing I didn't have to do it. So, I put it off 
as long as possible and pretend that everything's 
cool and then when I see it's a problem, I heave 
a sigh and start in with the story. It's one 
thing to have to work with teachers and school 
people but when you have to do it with coaches 
and neighbors and friends and Sunday school 
teachers and oh...just everybody it wears you 
down sometimes, especially if things aren't going 
well. 

In summary, parents reported several themes related to 

sports activities for their children with ADHD. They 

talked about the advantages of team sports over individual 

sports and discussed the rationale for their choice. All 

of the participants discussed the importance of their 
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children participating in a sport but most found that 

individual spores provided a more positive experience. 

Even those parents whose children were athletically skilled 

reported that their child had difficulty relating to their 

teammates and coaches. The participants also talked about 

their frustrations watching their children when they 

exhibited behavior that was embarrassing. Further, the 

safety of their children's behavior was a major concern of 

the parents. Finally, parents talked about the importance 

of finding a good coach and the strategies they used when 

they felt the coach was not a good role model for their 

child. They also agonized over the decision of whether to 

tell the coaches about their child's ADHD or to allow the 

child to try participating without people knowing. 

Eventually, as the child grew older the decision of whether 

to tell the coach included the adolescent's input, thereby 

making the decision more complex. The reason for the 

complexity was that the child would often want to keep the 

ADHD information private and parents felt it was in the 

best interest of the child to let the coaches know. 

In conclusion, in the area of family issues data were 

presented that reflected parents' views on the 

identification process, family interactions, and community 

interactions. For five of the seven parents identification 

of their children as ADHD took a long time. The two 

remaining participants' children were identified in 

preschool. Four of the five parents for whom the 

identification process took a long time had mitigating 



161 

factors that influenced the identification process. For 

chese four parcicipancs •' chere were comorbiu disabilities, 

behavior difficulties, or the family was experiencing 

difficulties. The participants reported feeling unclear 

about the technical information that was presented during 

the initial diagnosis meeting because the information 

followed so closely behind the emotional reaction. The 

process of hearing the diagnosis and dealing with it was 

very difficult emotionally and intellectually for parents. 

Despite suspecting for a long time there was something 

wrong with their child, their initial reactions conflicted. 

They talked about wanting to deny the diagnosis and, yet, 

feeling relieved that they now had a name for the problem. 

They spoke about feeling guilty, angry, frustrated, and 

sometimes depressed and at a loss of what to do to help 

their child. In retrospect, they admitted that they didn't 

understand what the impact of the diagnosis would have upon 

them or their family. 

Participants also were unclear about the 

identification process and what to expect at meetings. 

After hearing the diagnosis all of the parents sought help 

from professionals and some of the professionals were 

helpful but some added more stress to the family. These 

participants reported that at the time of the diagnosis 

they had to seek and study the information for themselves 

as the professionals they were in contact with didji't seem 

to have information they desired. All of the participants 

spoke about having this strong need to learn and know about 
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ADHD after they heard the diagnosis. 

In the area ot their family interactions, participants 

found that they had to structure many situations to fit the 

needs of their child with ADHD. Often parents would alter 

or adapt the routine to put less stress on the child with 

ADHD. ADHD also affected their family in the area of 

finances. Parents reported that their children with ADHD 

required more of the family's monetary resources for 

incentive programs, medical specialists, medications, 

psychologists, and counselors than their nondisabled 

children. They also reported that their children with ADHD 

required more of their time to manage behavior and help 

with homework than their nondisabled siblings. Moreover, 

they needed more energy to deal with their child with ADHD 

because their normal sleep patterns were disrupted and 

because the child with ADHD had such high energy levels 

that parents were required to increase the amount of 

supervision they provided. In general, the child with ADHD 

required more from the parents in terms of time, money, and 

energy. 

In terms of interactions between spouses, the 

participants shared that there was often a great deal of 

conflict. The participants who had chosen to get divorced 

believed that there was more stability as single parents 

than when they were married. Often, their current or 

former spouses exhibited symptoms similar to their children 

with ADHD and that caused conflict in the marriage. There 

was also evidence from most of the participants that the 
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marical relationship was secondary to the parent-child 

relationship. Also, one parent made the majority of the 

childcare decisions and with the exception of Scott, it was 

the mother who took this role. 

The relationship between siblings and the child with 

ADHD were oftentimes difficult. There was conflict between 

nondisabled siblings and their sibling who was ADHD. The 

participants were concerned that the child with ADHD might 

hurt their siblings due to their roughness. Moreover, the 

child with ADHD frequently annoyed their siblings, 

especially when they had friends over to visit. For the 

families that had more than one ADHD child, the conflicts 

appeared to be more intense and they escalated more quickly 

and were of longer duration than in families where only one 

child was ADHD. All of the parents expressed concern and a 

desire to have their children establish strong bonds with 

their siblings. 

The extended family members were tolerant of the child 

with ADHD but truly did not understand on a practical level 

what it meant to parent and live with a child who was ADHD. 

Participants did not have much contact with he extended 

family and consequently, did not receive much practical 

help from them. In some extended families, ADHD was not 

discussed. Some interactions with the extended family 

caused emotional stress to the participants. At the worst, 

their families said cruel things about the child with ADHD 

and, at the least, there was a lack of knowledge 

demonstrated by the family members which illustrated 
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clearly Che need for education on the issue of ADHD for all 

family members. 

The participants talked about community interactions 

in terms of their child's friends and the activities in 

which they participated one group of parents reported that 

their children with ADHD didn't seem to have any close 

friends but they also did not have any major conflicts with 

peers. The other group of parents reported that their 

children with ADHD had great difficulty obtaining and 

maintaining positive peer groups. They described their 

children as being on the "fringes" of their social groups. 

Sports was a community activity in which all children 

were involved to a greater or lesser degree. Most parents 

decided that their children were more successful in an 

individual than team sport. When children participated in 

team sports parents reported their child exhibited 

behaviors that were embarrassing to them or harmful to 

others. Other parents would make negative comments about 

their children that hurt or embarrassed the participants. 

They believed it was important for their children to 

participant in sports but finding coaches that were good 

with their children was difficult and stressful. They also 

agonized over whether to inform the coaches about their 

child's ADHD or let their child participate without 

informing the coaches of the disability. 



165 

Summary and Discussion of Family Issues 

This section summarized and discussed how the themes 

presented by the participants in this study related to the 

literature on disabled children in general and to the 

literature on children with ADHD. Participants experienced 

similar feelings and processes as parents of other disabled 

children in the areas of: a) the process of identification 

of their child's disability, b) the process of family 

interactions, c) the process of family routines, and d) the 

process of community interactions. 

The Process of Identification of Their Child's Disability 

During the process of identification, parents of 

children with ADHD reported parallel experiences with 

parents of other disabled children. One of the parallel 

themes that was consistent with the literature on disabled 

children was participants' feelings that there was 

something wrong with their child and being unable to 

convince professionals that there was a problem 

(Featherstone, 1980; Glendinning, 1983; Meadow, 1980; 

Roberts, 1989; Turnbull & Turnbull, 1978). Participants 

reported that professionals often identified the parents' 

behavior or the family situation as the cause of the 

problem. Or in some cases, professionals looked for other 

disabilities as the cause of the child's behavior. This 

experience was also reported in the literature by other 
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parents of disabled children (Glendinning, 1983) and by 

parents of children with ADHD (Fowler, 1590; Kennedy, ec 

al., 1993) . 

The two themes dealing with the difficulty of 

initiating the process of identification and that the 

process of identification took a long time were parallel 

themes for parents of children with ADHD and parents of 

disabled children in general(Featherstone, 1980; Fowler, 

1990; Glendinning, 1983; Meadow, 1980; Turnbull & Turnbull, 

1978). In addition, the process of identifying a second 

child with ADHD often took a long time for participants. 

Parents of disabled children realized sooner that a second 

child may have the same disability but parents' realization 

did not insure that a formal diagnosis followed in a timely 

manner. Similar findings were also reported by families 

who had more than one deaf child (Freeman, et al., 1975) . 

Another theme pertinent to the process of identification 

was that if there were no significant behavior difficulties 

or family dysfunction, and if the child exhibited 

significant hyperactivity, then the diagnosis of ADHD 

occurred at a younger age and in a more timely manner. 

This was consistent with findings for families of deaf 

children (Freeman, et al., 1975). 

Limited information has been provided by parents who 

have shared their perceptions of parenting a child with a 

disability (Featherstone, 1980; Fowler, 1990; 

Glendinning, 1983; Greenfeld, 1972; Turnbull & Turnbull, 

1978 ), but relatively little can be found in the 
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literature about the specific experience of grief among 

parencs of children with disabilicies. There are two 

predominant models of bereavement in response to 

disability; chronic sorrow (Olshansky, 1962) and stage-

based bereavement (Austin, 1990). The literature presented 

in this study discussed the stage-based theory of 

bereavement (Meadow, 1980; Moses, 1985) and parents of 

children with ADHD reported similar grief process 

experiences as did parents with disabled children. In fact, 

most of the participants' reactions to family issues could 

be examined in light of the grief process literature and 

correlated with the three dominant phases of grief: 

traumatic stress, assimilation, and acknowledgement. 

For instance, when they heard the diagnosis, the 

participants of this study and other parents of children 

with ADHD, demonstrated similar reactions of; denial, yet, 

relief at knowing, shock, anger, fear, and guilt, as did 

parents of disabled children in general(Featherstone, 1980; 

Fowler, 1990; Glendinning, 1983; Greenfeld, 1972; Moses, 

1985; Roberts, 1986; Turnbull & Turnbull, 1978). 

Traumatic stress usually occurred following diagnosis and 

was often characterized by disbelief, episodic periods of 

intense distress interspersed with periods of numbness, 

disruption in sleep and eating patterns, intrusive memories 

of the circumstances of diagnosis, and general feelings of 

disorientation and confusion. Such can repeatedly be the 

situation for parents who experienced major remissions and 

exacerbations in their children's health over time (Powers, 
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1993). It would seem likely that parents who have children 

with behavioral issues who get into serious trouble might 

experience similar exacerbations of grief during these 

episodic events. This theory would explain Carol's 

perspective of intense grief reoccurring at unexpected 

times. 

All of the participants reported the reemergence of 

grief at times throughout the life-cycle of their child 

with ADHD. Evidence suggested that bereavement was 

sometimes experienced in identifiable phases, however, 

these phases were not consistently recognized by the 

expression of specific responses nor were the reactions 

phase-limited (Bowlby, 1980) . Participants, like other 

families with a disabled member, experienced an initial 

period of traumatic stress immediately following diagnosis. 

Like Carol, many parents reported feeling sadness years 

after their children had been diagnosed with a disability. 

Although these reactions were a normal part of the grieving 

process, typically, they did not reoccur and when they did, 

they emerged in response to specific events that the parent 

associated with the original diagnosis (Bowlby, 1980). 

However, in the case of a child-related loss, it was 

reported that parents often experienced added distress 

(Miles, 1985) . 

During the initial phase of traumatic stress, parents 

often used different strategies to manage and make sense of 

their experiences. Like the participants, it was reported 

that some parents focused their energies on gathering as 
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much information as possible about the diagnosis and the 

disability {Powers, 1993). Others expressed anger 

regarding the incompetence of the medical staff and they 

questioned the accuracy of the diagnosis (Meadows, 1980). 

Seeking knowledge about the disability may have helped 

participants to feel hopeful about the prognosis. Although 

underemphasized, hope was perhaps participants' most 

important response to loss. Hope provided a perspective 

that sustained energy through hard times and helped 

participants define positive outcomes to strive toward. It 

was evident in the literature that hopefulness was a 

powerful and resistant response of parents who had children 

with disabilities (Miles, 1985) . The participants in this 

study were similar to other parents of disabled children in 

their need to gain knowledge so they could determine a 

course of action and, consequently, feel hopeful about 

their child's future. 

Powers (1993) reported that hope was required for 

families to move forward into an unknown future. This was 

true for families who had a member with a disability, 

regardless of whether the disability was static, acute, or 

progressive. Frequently the characteristics of hope 

changed over time. Initially, participants may have hoped 

that the disability would go away and later may have 

shifted their focus toward preparing for their child's 

future. As grief became less predominant, the focus of 

their hopefulness often shifted further toward wishing that 

their child would be able to live as normally as possible. 
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The idea of wanting their child to be like other children 

emerged throughout the interviews. Participants did not 

discuss this overtly, but this concept appeared to be an 

underlying cognitive premise from which they compared or 

measured their child's progress and success. 

Family iptgrggtigns 

The participants in this study reported family 

interaction patterns that were consistent with the findings 

in the literature in several ways. There were similarities 

in the interactions of families who had a member with ADHD 

and similarities in the interactions of families with a 

disabled child in general in the following areas: 

a) spousal interactions, sibling interactions, b) extended 

family interactions, and c) in the family routines. In the 

area of spousal interactions, the similarities included: 

a) a high level of marital conflict was present, b) the 

marital relationship was secondary to the needs of the 

children, and c) one parent made the majority of the 

childcare decisions. 

In the participants' families the high level of 

conflict present in the marital relationships and the idea 

that the marital relationship was secondary to the needs of 

the children was consistent with the literature regarding 

families with disabled children in general (Crnic & 

Leconte, 1986; Daniels-Mohring & Lambie, 1993; Exceptional 

Parent; 1984; Exceptional Parent, 1986) , and with families 
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who had children with ADHD (Befera & Barkley, 1985; 

Cunningham et al., 1988; Mash & Johnston, 1983). There was 

significant literature on the interactions of families who 

had a child with ADHD that reported a high level of marital 

stress. Moreover, in a study with an eight-year follow-up 

period, it was reported that families of children with 

ADHD were three times more likely to have experienced 

separation and/or divorce of the biological parents than 

were families of nondisabled children {Barkley, 1990; Weiss 

Sc Hechtman, 1993). The marital status of the participants 

in this study were consistent with the findings in the 

literature since four of the seven were divorced or 

remarried and they reported a significant level of stress 

was present in their former marital relationship. 

Furthermore, there were many instances reported where 

participants put their child's needs before the needs of 

their spouse or their own needs within the relationship. 

In addition, those who were single parents frequently 

reported instances where they put their own needs for 

recreation or an adult relationship secondary to the needs 

of their children. 

Participants also described similarities in the 

behavior of members of their family to the behavior of 

members of other families who had a child with ADHD. For 

example, the participants reported that they believed their 

current or former spouse exhibited learning difficulties or 

behaviors similar to the behavior of their children with 

ADHD. Some of the behaviors related to learning problems 
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and some related to behavior problems, such as, increased 

amounts of alcohol consumption or alcoholism, use of 

illegal drugs, physical or verbal abuse, out of control 

anger, quick-tempered responses, raised voices, and eating 

disorders. The reports of the participants in this study-

were consistent with the findings in the literature 

(Barkley, 1990). Almost twenty years ago, reports were 

appearing that biological parents and extended relatives of 

children who exhibited hyperactivity were more likely to 

have had hyperactivity themselves in childhood (Morrison & 

Stewart, 1973). 

Later studies corroborated those earlier and less 

sophisticated studies, and indicated that biological 

parents of children with ADHD were themselves more likely 

to have ADHD, or at least some of the residual 

characteristics of the disability (Alberts-Corush, 

Firestone, & Goodman, 1986; Deutsch et al., 1982). 

However, more recently the prevalence of ADHD in parents 

who had children with ADHD was reported to be even higher 

than the earlier studies. In general, it was reported that 

15 to 20% of the mothers and 20 to 30% of the fathers of 

children with ADHD may also have ADHD themselves. This 

greater risk of ADHD was also seen among the biological 

siblings of children with ADHD, where about 2 6% may have 

the disability. Overall, the risk of ADHD among the first 

degree biological relatives of children with ADHD was 

between 25 and 33% (Biederman et al., 1989; Biederman, 

Munir, & Knee, 1987) . 
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All of the seven participants reported their spouse or 

former spouse exhibited symptoms of ADHD. Carol reported 

her former spouse was formally diagnosed and on 

medications. The six remaining participants described 

behaviors that were consistent with someone with ADHD and 

at some point in their interview mentioned that they 

believed their spouse or former spouse most likely had 

ADHD. 

Another similarity among participants and the 

literature was that there was one parent who made the 

majority of the childcare decisions in the families who had 

a child with a disability (Daniels-Mohring & Lambie, 1993) . 

In the case of children with ADHD, LD, or behavioral 

difficulties parents reported significant disagreements in 

making decisions about the definition and handling of the 

problems. Often, one parent was well-versed in the nuances 

of the child's diagnosis while the other had only a vague 

idea of how the child's disability affected their 

educational performance or behavior patterns. This finding 

was consistent across various disabilities that were 

reported in the literature, such as, mental retardation, 

physical impairments or chronic illness, emotional or 

behavioral disorders, learning disabilities, and attention 

deficit hyperactivity disorder (Barkley, 1990; Daniels-

Mohring & Lambie, 1993; Exceptional Parent, 1986). 

There were many similarities reported regarding 

sibling interactions in families for disabled children in 

general and the sibling interactions in families who had a 
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member with ADHD. A child with special needs imposed 

demands that influenced all of the family members' ability 

to function effectively (Crnic & Leconte, 1986). The 

effects of a disabled child's impact on siblings generally 

involved greater anxiety, more conflict with parents, and 

lower sociability or emphasis on interpersonal 

relationships than siblings in families with a nondisabled 

child (Grossman, 1972) . Moreover, sibling conflict was 

reported to be a major problem for children with ADHD 

(Mash, Terdal, & Anderson, 1981) . The sibling interactions 

of children with ADHD were characterized by about four 

times the amount of negative behavior as children without 

ADHD when they were playing without adult supervision, and 

approximately twice as much negative behavior as children 

without ADHD when being supervised by their mothers. It 

was reported that approximately 10% of the total 

interactions between children with ADHD and their siblings 

were negative. Participants in this study reported 

difficulties with interactions between their child with 

ADHD and their siblings that were consistent with the 

literature for disabled children in general and with the 

literature on the sibling interactions of children with 

ADHD (Barkley, 1990). 

In addition to the impact a disabled child had upon 

parents and siblings it was reported that grandparents and 

other relatives had to make special adjustments to the 

disabled child (Crnic & Leconte, 1986). In her study of 17 

families, Glendinning (1983) reported that the parents 
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received little or no practical help from their extended 

families. In general, the perceptions of the parents was 

that there was little close involvement of relatives in the 

daily routines of caring for their disabled child. 

Relatives did not always live nearby; they had family 

commitments of their own; and grandparents could not always 

cope with the physical management of a hyperactive or 

severely immobile child. The literature reported that the 

reactions of extended family members to the disabled child 

often resulted in hurtful remarks to the parents. Some 

grandparents lashed out with cruel comments, some withdrew 

to mourn, and some put aside their grief for a while to 

comfort and support their children (Featherstone, 1980). 

The literature on disabled children in general, 

regarding extended families, was consistent with the 

findings of this study. The participants in this study 

received little practical help or involvement from their 

relatives in the daily routines of caring for their child 

with ADHD. Moreover, some extended family members caused 

more stress to the nuclear family unit by their comments or 

behaviors. In some cases, the extended family members were 

tolerant but not fully aware of what ADHD was, how it was 

manifested in the child, and it's impact upon the family. 

The participants chose not to expend the energy needed to 

educate their extended families about ADHD and requested 

minimal assistance from their extended families. 

In terms of accommodations in the family routines 

there were many similarities between the participants in 
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this study and parents of disabled children in general, and 

participants in this study and ocher parents of children 

with ADHD. In the general literature on disabled children 

there were many descriptions of the adaptations that had to 

be made by family members in their daily routines. The 

household needed to be organized differently and family 

activities, like vacations, needed to be carefully planned 

and organized (Crocker, 1981). Although the type of 

adaptations were somewhat different, the central theme that 

accommodations had to be made in the family routines was 

significant. This theme was also prevelent in the limited 

literature regarding families of a child with ADHD (Fowler, 

1990) . 

The findings in this study regarding daily routines 

were consistent with the reports in the general literature 

on disabled children, and consistent with the literature on 

families who had a child with ADHD. The participants in 

this study eloquently described the adaptations to family 

routines that were needed across a variety of activities 

and settings that included; family finances, behavioral 

management strategies, family gatherings on special 

occasions or holidays, and accommodations in the sleep 

patterns of family members. 

Community Interactions 

In general, the literature indicated that parents of 

disabled children felt isolated from others outside of 
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their immediate family. They felt isolated because they 

were different from other families and their child's 

disability interfered with ordinary social activities on 

physical and emotional levels. The interactions of 

fcimilies with disabled children and community members were 

limited by the families themselves or by constant negative 

interactions when they were out in the community 

(Featherstone, 1980; Glendinning, 1983). 

The literature on peer relationships of children with 

ADHD reported similar findings. Children with ADHD had 

difficulties with peer relationships. They were disliked by 

their peers, were not flexible in their responses to 

different situational demands, and elicited controlling 

behaviors during interactions with their nondisabled peers. 

They were less able to consistently maintain reciprocal 

dialogues and their aggression was met with retreat by 

their nondisabled peers (Clark et al., 1988; Goldstein & 

Goldstein, 1992; Landau Sc Melich, 1988; Pelham et al. , 

1980; Pelham & Bender, 1982). These findings were 

consistent with the participants' reports that their 

children with ADHD did not have many close friends and that 

often, parents of nondisabled children did not allow their 

children to play with the participant's child with ADHD. 

The participants reported feeling hurt and isolated by this 

behavior. 

In summary, there were similarities between the 

participants in this study and parents of disabled children 

in general and the participants in this study and other 
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parents of children with ADHD. All reported a sense of 

isolation from their community and feeling hurt by the 

comments or behaviors of people outside of their nuclear 

family. Their children were not liked by their peers and 

interactions with nondisabled peers were difficult. The 

poor interaction skills of their child carried over into 

all areas of community interactions. Despite this fact, the 

participants developed an attitude that it was important 

for their child to participate in community activities, 

such as sports. Consequently, they consistently enrolled 

their child in various sports and activities. However, 

they did spend considerable time discussing their 

perceptions of their child's interactions during those 

activities and about the strategies they developed to deal 

with the problems. Despite the difficulties, they 

continued to advocate and enroll their child in such 

activities. 

It was clear that the participants in this study 

experienced similar life events as parents of disabled 

children in general in the areas of identification of their 

child's disability, family interactions, family routines, 

and community interactions. Regarding the process of 

identification there were similarities in the following 

themes; there was a time of uncertainty when they felt like 

something was wrong but were unable to convince 

professionals to listen to them, they had difficulties 

initiating the identification process, it took a long time 

for them to obtain a diagnosis, they were often blamed for 
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their child's behavior, diagnosis of a second child with a 

disability did noc occur in a more timely manner, their 

child was diagnosed at a younger age if their symptoms were 

severe, they experienced similar grief reactions, and they 

used similar strategies to deal with their grief, such as, 

seeking knowledge or becoming angry with medical staff and 

questioning the diagnosis. 

In the area of family interactions, participants 

experienced similarities in the following themes; there was 

a high level of marital conflict and stress, the marital 

relationship was secondary to the needs of the children, 

there were high numbers of divorced parents, the needs of 

the adult were secondaory to the needs of the children, one 

parent made the majority of childcare decisions, their 

current or former spouses exhibited similar behaviors as 

the child with ADHD, they received or requested little 

practical help in daily routines from their extended 

families, they were hurt by the behavior or comments of 

extended family members, and they didn't discuss their 

child's disability with extended family members nor did 

they expend energy educating their extended family about 

the disability. 

In the area of community interactions, participants 

experienced similar events as parents of disabled children 

in general as evidenced by the following themes; they felt 

isolated from their community, they were hurt by the 

behavior and comments of community members, their children 

were not liked by their peers, their child's interactions 
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wich their nondisabled peers were difficult, and their 

child's poor interaction skills carried over inco all areas 

of community activities. 

It was difficult for the participants to obtain a 

diagnosis of their child's disability. Then while they 

grieved over the loss of their "ideal" child, they had to 

confront a very different child from their dreams who 

required a significant amount of time, energy, financial 

support, emotional stamina, and behavioral modifications on 

a daily basis. They received limited help from the medical 

and professional communities, their extended families, and, 

in addition, were isolated from their own social 

community. Moreover, members from all of those groups made 

contradictory statements, blamed them for their child's 

behavior, ignored them, and made hurtful comments about 

their child or their parenting skills. If they looked 

within their own family for support, they frequently 

confronted marital discord, a spouse who exhibited similar 

behaviors as their child with ADHD, stress from negative 

sibling interactions, and depression. If they looked 

within themselves, they were confronted with feelings of 

anger, fear, frustration, self-blame, physical tiredness, 

confusion over which strategies to use, lack of knowledge, 

and a feeling of being overwhelmed by it all. 

A unique feature of this study was that an overview 

that was not previously available in the literature was 

presented from a family perspective that reflected 

participants' feelings about raising a child with ADHD. 
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Despite the preponderance of negative feelings reported, 

the participants in this study communicated a sense that 

they felt hopeful and empowered and they demonstrated an 

attitude that focused on the positive characteristics and 

strengths of their child. They recognized the difficulties 

that they had faced and openly discussed the strategies 

they had developed to manage their day to day reality. 

Medical Issues 

Medical issues included: a) parent views of medical 

personnel, b) parent views on medication, and c) a summary 

and discussion of medical issues. 

Parent Views of Medical Personnel 

The themes addressed in this section were: a) parent 

views on the difference between medical and educational 

issues, b) parent views of specialists versus 

pediatricians, c) parent views regarding a team approach, 

and d) parent views of the difficulties in obtaining 

quality medical care. 

Parent Views on the Difference Between Medical and 

Educational Issues 

Parents were confused by differences between the 

medical and educational issues for their child with ADHD. 

This confusion was manifested in two ways. First, they 

were confused when their child had a dual diagnosis, such 
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as a LD and ADHD. In Paula's case, Kevin was first 

diagnosed with a learning disability by the school 

personnel and she understood that this was clearly an issue 

that would be addressed in the classroom. When Kevin was 

later diagnosed with ADHD, she first felt relieved that it 

was addressed from a medical perspective. She talked about 

the process: 

...and for all those years that he was in just 
resource learning, no one ever addressed it as a 
medical problem, so when it was addressed more as 
a medical problem, there was a lot of hope in 
that, especially for me...a lot of times, or even 
this last time I went to see the doctor because I 
guess we go like three times a year and I'm like 
well, asking what about this and he has this, 
this, and this. And the doctor would tell me 
that he was just there to assess 
medication...what do you want from me? That was 
the kind of response I received. 

Paula expressed disappointment over the fact that the 

pediatrician couldn't "fix" the problem. She reported that 

she felt relieved when she first went to the doctor because 

she believed that there was hope for a "fix" but she 

learned that he addressed only the medication issues. She 

explained that she would leave his office feeling 

frustrated and disappointed with no clear understanding of 

why she felt that way. Paula reported that as Kevin 

progressed through childhood and as she became more mature 

as a parent, in retrospect, she was able to identify the 

process. She concluded: 

Well, if you are having other things with the 
classroom or the teachers with learning, you 
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know, Che doctor would say that we probably need 
to send somebody to observe or have a 
psychologist talk to you...he would say he didn't 
know and that he would have to review all those 
things, so he does not encompass all that. He is 
just mainly for medication. 

Secondly, participants were confused by which aspect 

of the ADHD was medical and managed by the doctor and which 

aspect dealt with educational needs and was managed by 

educational professionals. This was a problem associated 

with the ADHD diagnosis regardless of whether there was a 

comorbid diagnosis. Parents were confused about which 

professional provided specific services. They reported 

that initially they thought the pediatrician would have all 

of the answers because ADHD was a medical diagnosis. When 

asked about this. Heather said: 

I don't know that much of my education came from 
the behavioral pediatrician. None came from my 
regular pediatrician! There has been no education 
from himl The behavioral pediatrician's given me 
the names of books and that sort of thing. We 
seem to be doing so well. There hasn't been a lot 
of dialogue. So, like I say, I've gotten my 
information from teachers, from the tutor majorly. 

When asked who educated her about this issue, Sally 

responded: 

I think it's important to obviously have your kid 
in good health and to watch medication and side 
effects and all of that. But I think the role of 
the pediatrician is more of general role and I 
haven't relied on them in the sense of, you know, 
talking to them in detail about his behavior or 
something. In fact, the person who I have relied 
on and the person who I think is the key, is the 
teacher. 
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The parents in this study learned that medical and 

educational specialists provided different services. The 

doctors did not provide much, if any, information that 

dealt with behavioral or educational needs. At first, the 

parents thought that since ADHD was a medical condition the 

doctors would provide answers in all areas. Furthermore, 

some parents believed that the doctor would "fix" the ADHD 

and that many of the symptoms would fade. When they learned 

that this was not the case, they were disappointed and 

forced to view the treatment from a different perspective. 

Parent Views of Specialists versus Pediatricians 

Finding the right doctor or combination of doctors was 

a significant issue for the participants. Often, they were 

referred to specialists by their pediatricians. Parents 

appreciated the referral because they felt that their 

pediatrician did not know as much about medications as the 

pediatric neurologist, pediatric psychiatrist, or 

behavioral pediatrician. Carol talked about her 

experiences with doctors regarding this issue: 

With Jamie, I tried different medications and 
then combinations of medications. Nothing seemed 
to help his anger outbursts and behavior. During 
this time I kept going back to his pediatrician 
for help. She knew how difficult it was. She 
referred us to a behavioral pediatrician who 
helped with the medications. Then a year later 
after trying a variety of other medications, she 
referred us to a pediatric psychiatrist who 
figured out the right combination of medications. 
I really appreciated the referral and that she 
recognized that this was more than she could 
handle. 
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Heather was also referred to a specialist by her 

pediatrician. She felt her child's pediatrician was not 

knowledgeable about medications and overly conservative in 

prescribing them as she was the one who first mentioned 

medication to the pediatrician. When asked how she felt 

about the medical professionals, she said: 

I could ask my regular pediatrician anything but 
most of the time he's not knowledgeable and he 
defers to the specialist. The specialist is a 
lovely man and has been very helpful but I never 
felt like, you know, if you ran into a day-to-day 
problem, you know, he's so inundated and 
overworked you didn't feel like you could call up 
and ask him something.. .maybe I was just 
intimidated to call up and ask why John was doing 
this or that. Basically, we did our yearly and 
twice yearly visits and I would ask him questions 
and he would give me the answers and. . .you've got 
him up on this little pedestal here. 

Heather also spoke about wishing the specialist was more 

accessible: 

...as far as the specialist goes, I just wish I 
felt he was a little more accessible. You call 
for an appointment and I mean, you're looking at 
two or three months sometimes... unless there's an 
emergency. I have a friend who's starting all 
this now who called to make an initial diagnosis 
appointment and she can't get in for six months. 

Carol had an interesting observation about the process that 

she went through: 

One of the things I really appreciated about iiy 
pediatrician was that she hung in there with me 
for the long haul. What I mean is that she saw 
me in the beginning and when I was at ny wits end 
she referred us to a someone who might help. He 
noticed the tics but when I asked about 
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Tourettes, he said no. I kept having 
difficulties and kept going back to rry 
pediatrician and she then referred me to a 
pediatric psychiatrist to look for possible 
Tourette Syndrome. She was the one who put it all 
together... the long history of behavior issues 
and the different medications that we tried and 
the tics. So, I think my pediatrician saw the 
whole child and could look at my son and what I 
had tried in sequence and in it's entirety and so 
I think that it's important to have one doctor 
who knows you and your child. It's too easy to 
go from one specialist to another and the whole 
child gets lost along the way. 

All of the participants in this study dealt with a 

pediatrician who made a referral to a specialist when the 

child did not respond to a typical treatment program for 

children with ADHD. Parents felt that often the 

pediatrician was not as knowledgeable about medications for 

children with ADHD as they should be but appreciated the 

referral to a specialist when needed. Some parents felt 

that it was important to have a pediatrician who could view 

the whole child because they saw aspects of the child or 

treatment program that were often missed by a specialist 

who may only see the child infrequently for short times. 

Parent Views Regarding a Team Approach 

Participants felt that treatment was better if the 

medical personnel consulted with each other and included 

the parents in the decisions. In addition to discussing 

the advantages of one doctor over another, Carol talked 

about her feelings when doctors consulted with each other: 

When we tried to rely on a pediatrician solely, 
the poor guy was being changed around on his meds 
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2 or 3 times a month. Meds for ADHD seem to be 
pretty much trial and error, and if you find a 
doctor with experience in treating ADHD kids, a 
lot of those trials have already been run. The 
doctor already knows how combos of meds affect 
different kids. 

Jamie has been on various combinations of 
medication for a while now, and it wasn't until 
we got the kiddie neurologist to consult with the 
kiddie psychiatrist and kiddie psychologist and 
pediatrician that the lad was straightened out on 
the meds. 

Parents also appreciated that their doctors included 

them in the decision making process. Sally explained: 

I'd say the pediatricians I've had have been very 
supportive in the sense that they never said they 
don't think he should have medication. You know, 
they think it should be stronger, weaker, you 
know they've relied on me essentially. But I 
appreciate the fact that they haven't tried to 
argue with me. I mean, if my pediatrician were 
to say that he thinks we should stop the Ritalin, 
you know, I'd be kinda upset in the sense that 
it's hard for him to make that observation where 
he is, whereas, I'm there all the time where I 
can get a better perspective. 

The participants in this study thought that treatment 

for their children was better when all the doctors involved 

with their child consulted with each other. Moreover, they 

believed that the treatment program was more effective when 

the parents themselves were included as a respected member 

of the team. 

Parent Views on the Difficulties in Obtaining Qualified 

Physicians 

Parents reported that it was difficult to find a 
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qualified physician or a combination of physicians to 

provide medical care for a child with ADHD. Parcicipancs 

expressed strong feelings when discussing this theme and 

most expressed frustration with the process of finding a 

qualified physician. The consensus was that some doctors 

are good and some are bad and that parents should continue 

to look for a doctor until they find one who was 

acceptable. For some of the parents it was a long and 

arduous process, for others it was less frustrating, but 

it was difficult for all. Vanessa related her experiences 

with medical personnel: 

Though I kept repeating ityself to professional 
after professional, searching for answers, 
begging for help, crying for assistance, for so 
many years, I feel that I was ignored, or at 
least not listened to, for most of Wayne's life. 
Because of that, we have all suffered greatly and 
I get so very angry when I think about it. Wayne 
could have been helped so much sooner. Even his 
father could have been helped, for he has similar 
symptoms. For all the times that professionals 
have looked down on me as the mother, I want to 
smack them in the face. I have a great deal of 
anger inside of me. I am deeply afraid of this 
anger, because it pops up periodically and it 
seems so overwhelming to me when it surfaces. I 
try very hard to check it, and I work very hard 
at being proactive by participating in different 
organizations. 

Wayne's first pediatrician, while in Illinois, 
had an archaic viewpoint on the use of 
medication. He restricted the use of Ritalin to 
no later than noon, and to discontinue during the 
summers. He felt that the parents needed to 
learn to cope with the abnormal behaviors. 

Fortunately, Wayne's first psychologist saw fit 
to refer us to a psychologist who specialized in 



ADHD. This new psychologist taught me many-
things, including behavior modification. He was 
also the first to recommend that Ritalin be used 
in the late afternoon. He along with the Speech 
Pathologist from school, diagnosed Tourette 
Syndrome, and appropriately referred us to a 
child neurologist for diagnosis. He was 
excellent, and was certainly a life-line for 
several months. He listened to me and seemed to 
genuinely care about my son. 

Wayne's first neurologist was wonderful. He 
diagnosed Tourette Syndrome with ADHD, took great 
pains to educate me, as well as to provide me 
resources. He aggressively treated Wayne. And, 
even though I had reservations about additional 
medication, I trusted this neurologist to help my 
son. Wayne's second neurologist, whom he began 
seeing upon our arrival to was also 
wonderful. He listened to me, and appeared to 
respect thoughts and feelings. He also 
aggressively treated Wayne. 

Wayne also had a psychologist in who 
decided that Wayne was not ADHD, even though he 
was evaluated while on three medications. He also 
suggested that perhaps Wayne had been abused. 
Obviously, I fired him. 

Wayne was then followed by a psychiatrist, who 
has given lip-service for understanding Tourette 
Syndrome and ADHD. After he hospitalized Wayne, 
I had to begin to spoon feed him information 
about Tourette Syndrome and ADHD. Recently, I 
fired him. 

I transferred Wayne's medical management and 
psychotherapy to a psychiatrist that appears to 
have a solid understanding of Tourette Syndrome 
and ADHD. However, this new psychiatrist appears 
to operate on the premise that he decides what 
medical therapy to administer. We have locked 
horns on medication issues. 

It is my experience that most medical 
professionals know little, if anything, about 
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ADHD and even less about Tourette Syndrome. It 
is frustrating as a parent to not find qualified, 
experienced medical professionals, so as to 
obtain proper medication and effective 
counseling. It is also frustrating that most 
medial professionals do not listen to the 
parents. 

I believe that medical professionals need to open 
their eyes and begin to understand that their 
services are retained by the parents, that they 
can only make recommendations to the parents, and 
that ultimately, it is the parents who must make 
an informed decision on the course of treatment 
for their child. Most medical professionals do 
not understand this concept, and tend to operate 
as if they have the final authority on any 
matters regarding a child. 

I am not impressed with the medical field, in 
regards to ADHD and Tourette Syndrome. 

Vanessa's experiences were similar to other 

participants in this study. Although most did not admit to 

such strong feelings of anger, many did express sadness and 

frustration with trying to get help from medical 

professionals who did not really understand the problems of 

raising a child with ADHD. The predominant feeling was 

that when the medical professionals were good, life was 

considerably easier for the parent. Conversely, when the 

medical professionals were not helpful then the stress 

levels of the parents increased significantly. 

When asked, if given an opportunity, what they would 

tell the medical professionals who were caring for their 

child the participants mentioned such things as; more 

reassurance from the doctor explaining why the child acted 
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the way he did, be more aggressive with their treatments 

and quicker to come forward with suggestions to change the 

child's medication, listen to parents more, don't always 

look to the parents as the problem, and explain to parents 

what kind of treatment they will provide and how their 

services fit into the big picture. 

In summary, parents were initially confused between an 

educational issue and a medical issue and thought that 

because ADHD was considered a medical issue that doctors 

would be able to address all the issues concerning the 

disorder. Initially, some parents believed that the doctor 

could "fix" the disability and many of the symptoms would 

go away. Furthermore, determining which specialist would 

provide services was a confusing issue for parents. They 

were often referred to specialists when their pediatrician 

was baffled and they had mixed emotions about this process. 

They were unclear about who provided which services and 

expressed a desire for the medical professionals to 

communicate what their role was and what services they 

could provide. Often, parents went from specialist to 

specialist looking for answers. 

Despite their confusion with the process, parents were 

clear that treatment was better if the medical personnel 

consulted with each other and included the parents in the 

decision making process. Overall, parents believed that it 

was difficult to find a good physician or a combination of 

physicians for their child and felt this was a vital 

component of the treatment program. Parents' predominant 
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belief was that when they found a qualified physician, 

managing their child's disability was remarkably easier. 

On the other hand, when the medical professional was not 

helpful, then the parents' stress level increased 

significantly. 

Parent Views on Medication 

participants' excerpts regarding medications were 

divided into three areas: a) parent views on medication and 

dosage, b) parent views on the process of taking 

medication, and c) parent views regarding beliefs about 

medication. 

Parent Views on Medication and Dosage 

Participants' comments centered around three themes in 

this section. The first, was they had mixed emotions about 

using medications and that it was a difficult decision to 

make. Parents felt that each child was an individual and 

people should consider their individual needs regarding 

medication. Vanessa talked about her feelings regarding 

this issue: 

Though initially reluctant, I finally chose 
medication as an option. I wonder if Wayne had 
been diagnosed earlier and placed on appropriate 
medication earlier, how things might have been 
for the intervening years. Wayne has been on a 
variety of different medications. I am willing to 
try new medications, or even new combinations of 
medications, if it will benefit Wayne's 
behaviors. Currently, I am a strong proponent of 
what an individual child needs. For ray child/ 
medication has made his life better, with 
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decreased bouts of aggression, decreased 
frequencies of temper tantrimis, more manageable 
and appropriate behaviors, increased appropriate 
participation with his peers, and increased 
awareness of socially acceptable behaviors. 

Carol talked about her mixed emotions about putting her 

oldest son, Sean, on medications: 

...part of it is that this kid has been 
struggling all this time without the help he 
needed. But I have mixed feelings. Part of me 
was hoping the medication wouldn't work, that 
this was a problem without a chemical solution, 
because I really do feel bad about giving him 
drugs. I felt like a rotten mother at every turn. 
Here was a top special ed teacher who was a 
dismal failure at home with her own child! When 
he went on meds and changed overnight, my relief 
was tempered by my self-chastisement because I 
hadn't done it sooner. 

Like Carol, Jesus had mixed emotions and talked about his 

feelings regarding medications and the effect it had upon 

Josue: 

...before our son, Josue, started taking 
medication, I spent almost all of my free time 
getting him through life. This included hours 
each day of sitting over his shoulder and getting 
him to do each and every homework problem. I 
spent almost my entire life ignoring ity wife and 
daughter just to help Josue out. It was tiring 
and frustrating and we were both miserable. Did 
it help? No, he still had problems in 
school...the whole thing made me feel like the 
worst dad ever. When we finally put him on 
medication, Josue responded immediately. His 
grades improved and his behavior improved, though 
he still acted without thinking and would lip off 
to teachers. We're really glad we did it even 
though we didn't want to at first. 
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Like the other parents in this study, Vanessa, Carol, and 

Jesus had mixed emotions about using medications as part of 

the treatment program for their children. It took some 

time before they decided to use medication. Although they 

were reluctant to use medications, all reported a 

significant change in the behavior of their child and 

expressed positive feelings about making the decision. 

For some of the parents in this study, the use of 

medications elicited significant changes in the behavior of 

their children with ADHD. Scott talked about his 

observations: 

I think the results of meds are fairly easy to 
observe and they really help a lot! It is a bit 
scary to think of all the meds there are and I do 
not like the idea of making a child a zombie. 
My son is mainstreamed and I don't think he needs 
a lot of medication, but without it, we all 
suffer. I cannot imagine him without some 
medication on a daily basis. 

Heather also noticed a difference when John was on 

medication: 

...we all noticed a difference. I mean it was 
obvious he was able to attend, able to pay 
attention, and able to calm himself down a lot 
better on medication than off it. 

Scott and Vanessa echoed the feelings of all of the 

participants in this study when they discussed how they 

noticed a change in their child's behavior when they were 

on medication. 

Parents reported that it often took a long time to get 

the correct dosage and the combinations of medications for 



195 

the child. Vanessa explained: 

The process is continuous, however. It can be 
frustrating to find something that works, only to 
have it stop working. 

Carol added to that with her comments: 

I thought that when I got the meds that he would 
take them and that would be it. No one told me 
that it would take a long time to get them right. 
I also didn't understand the different kinds of 
meds that can be used. I needed different meds 
from the standard ones and so it has taken some 
time to figure it out. The other thing was that 
all of sudden the meds stop working and you will 
have to increase the dosage or change them. 
That's frustrating, too. 

In summary, parents found that although it was a 

difficult decision to put the child on medicaion, it did 

make positive changes in the child's behavior. However, it 

took a long time to get the correct dosage or the correct 

combination of medications. These would have to be adjusted 

from time to time. 

Parent Views on the Process of Taking Medication 

The participants reported five themes in this section: 

a) parent views on the willingness of the child to actually 

take the medication and to cooperate in the process, 

b) parent views on the child's responsibility to manage the 

process, c) parent views regarding drug holidays, d) parent 

views regarding the difficulty of mornings in regard to 

medication, and e) parent views regarding the difficulty in 

remembering medications when daily routines were altered. 

Participants pointed out that the child must be 
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willing Co take the medication. Parents reported that when 

their children were young the burden was on them to 

remember the medication as the child was not responsible or 

organized enough to remember it. Responsibility shifted to 

the children themselves as they became older but parents 

reported that adolescents must first agree that the 

medications were useful and should be taken. Several of the 

participants mentioned that their adolescents went through 

periods of time where they refused to take their 

medication. Jesus' comments about Monique and her behavior 

toward her medication were representative of other 

participants' experiences: 

Sometimes, Monique will stop taking her pills 
because she decides that she doesn't need them 
anymore and that causes trouble for her and us. 
She gets into more trouble at school when she 
hasn't taken her pills and fights more at home. 
We have to talk and talk to her to get her to do 
it. If they didn't help her so much I would give 
it up cuz it's not worth the hassle. 

Parents also discussed that the child must be cooperative 

and responsible enough to manage the process themselves. 

They gave examples of how difficult it was for the 

adolescent to remember to take their medication. Carol 

talked about her experiences: 

All of rry kids have difficulty remembering to 
take their meds. It's a problem for me of 
walking a fine line to help them accept more 
responsibility for managing it but knowing that 
part of the disability is a lack of organization 
so I have to monitor their meds more than I want 
to just to make sure they are taking them. 
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Carol's experiences were typical of other participants in 

chis scudy. 

Parents also talked about the concept of their 

children taking drug holidays. In addition to the issue of 

whether or not to take medication, the issue of whether to 

take medication during summers and weekends was often the 

subject of parents' remarks regarding medication. None of 

the parents in this study were in favor of drug holidays. 

Heather said: 

He was on medication every day. It was not a 
let's go to school and take it. Let's not take 
it on the weekends. He was on it constantly! 

Parents talked about their child's self-esteem as an 

important consideration in the decision to take medications 

during breaks from school. They all felt that when their 

children behaved more appropriately people reacted to them 

in a more positive manner. Consequently, their children's 

positive feelings about themselves and their relationships 

improved. All of the parents conveyed that they wanted 

their child on the least amount of medication possible but 

felt the benefits outweighed the negatives of taking 

medication. 

Mornings were very difficult for the parents and 

children in this study. Parents attributed this to the lag 

between the time when they awakened their children and the 

time when the medications became effective. Scott talked 

about this issue: 

Mornings are a big problem! We have tried a 
variety of approaches and Tim would respond with 
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a variety of excuses. In any case, he would be 
obstinate, hitting his sister, pushing in front 
of her, moving all over the place, delaying the 
taking of his meds until he had his breakfast 
fixed. 

Parents remarked that their children would use bad 

language, were verbally abusive to other members of the 

family, sometimes physically abusive, and moody in the 

mornings before their medications became effective. 

Parents related that it was difficult to remain patient 

while assisting the child to prepare for his or her day and 

that it was difficult for them to begin the day with such 

negative feelings. 

Another difficult time for parents in regard to 

medication was weekends. Paula explained: 

Weekends are really difficult because that is a 
different routine than during the week and most 
mornings. I mean, I will often ask him if he 
remembered to take his medications. And he will 
say, "Uh, yeah, I was just about to do it," as 
he is going out the front door. 

All of the parents had difficulty maintaining the routine 

of taking the medications on weekends. The problems arose 

because their adolescents woke up later and also the 

unstructured nature of weekend activities that made it more 

difficult for them to remember to take their medications. 

They switched their child to a sustained release type of 

medication to help insure that the child received their 

medications. Carol explaineded this issue: 

It was so difficult to remember who was taking 
which medication. And often rry kids didn't want 
to go the nurse in school so they would skip 
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it...if they even remembered. Weekends were the 
worst! Cuz we were always running around to some 
activity or another. So, I switched to the SR 
capsules. It helped cuz I only had to make sure 
in the mornings that they got their meds. 

In summary, the parents related their concerns with 

the process of taking medication. The child must be 

willing to cooperate and participate in taking the 

medications and they must be responsible throughout the 

process. Often, by the very nature of the disability, 

managing the process was difficult. Besides the difficult 

decision to give their child medications, the parents 

discussed the difficulty of deciding whether to have drug 

holidays. The decision to take a holiday from medication 

was difficult for the participants to make because they 

believed in using the least amount of medication necessary 

to assist their child. Many of the parents talked about 

how difficult mornings were in terms behavior and 

moodiness. In the morning, before medications became 

effective, was often a difficult time for parents, 

siblings, and the child with ADHD, due to the negative 

interactions that occurred. Finally, it was difficult to 

remember to administer the medication when routines were 

altered, especially on weekends. 

Parent Views Regarding Beliefs About Medication 

Participants' issues about medication centered around 

three areas: a) parent views regarding the belief system of 

the extended family, b) parent views regarding teachers' 

beliefs about medication, and c) parent views that 
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medication was only part of the treatment. 

Once parents made the decision to use medications as 

part of their child's treatment, they then had to contend 

with the belief system of their extended family. 

Participants described this as a difficult aspect of the 

medication issue because they still had misgivings 

themselves and then they were put in the position of either 

educating their families or defending their decisions. 

Heather talked about some of the experiences she had with 

her family on the issue of medication: 

They well...like I say, my mother was convinced 
that he's going to kill us all. And go to prison 
and she came back and told me she just saw a 
special on TV and 90% of the inmates in prison 
were on Ritalin. It was one of those deep dark 
secrets that family didn't want to talk about. 
So, I didn't have the time or the energy to 
educate them at the time. I had to concentrate 
on ir^ own two kids. 

Carol spoke about her experiences with her family: 

You know, I got a number of comments from my 
family about medications for ny kids. I believe 
that their perception that medication is bad or 
at least the lazy way around ADHD kids' is a bad 
myth perpetuated by the media and others who 
usually focus on issues of over medicating our 
school children or iry child turned into an ax-
murderer from Ritalin shows on tabloid TV. Even 
so-called respected and intelligent groups of 
people perpetuate this myth which leads to 
parents who want to do anything except try 
medication with their child. 

Parents found it difficult to deal with their extended 

families on the issue of medication for their child because 

often the comments were negative or untrue. 
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In addition to dealing with the belief system of the 

extended family, parents had to deal wich commencs from 

teachers about medications. Carol spoke about an 

experience she had: 

I went to this big meeting at school for Kristen 
and when I told them that I had decided to place 
her on a medication, one of the teachers told me 
that I shouldn't do that. I was stunned I My 
first reaction was angeri Who did she think she 
was and what knowledge did she have to qualify her 
as an expert? I don't remember what I said in 
reply. I mumbled something but I still remember 
how incredibly insensitive she was. 

Paula had a different reaction from teachers regarding 

medications for Kevin: 

...but we did increase it as far as he was just 
taking one in the morning and then I was getting 
reports from the teacher saying he was a little 
more talkative and less focused and social in the 
afternoons, so we decided to try another one in 
the afternoon. Typically, when there are 
problems, I have sensed that what teachers want 
to do is increase the meds. 

While Carol experienced a teacher who recommended not to 

medicate, Paula's experience was that teachers tended to 

recommend increasing the medications before trying other 

strategies. 

All of the parents in this study were emphatic about 

medications being only part of the treatment for their 

children and they strongly recommended trying other 

strategies before increasing or changing the medication. 

Carol talked about an experience that she had with Jamie: 

A while ago he became extremely upset because one 
of his friends began to tease him. He became so 
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upset that he had some tantrums, including a 
doosey in the Principal's office. All of a 
sudden, the school psychologist was on the horn 
with the Principal, with me, with our 
psychiatrist and they all decided the Ritalin 
wasn't working any longer and he should be taking 
a different drug. We had to wait because of the 
need to get an electrocardiogram, and within that 
week, his behavior eased back to normal. 

Yes, his reactions were inappropriate...but my 
point is, the response everyone had was to 
medicate him more, medicate him differently, as 
opposed to sticking with the lighter approach and 
just giving things a little chance to work out, 
or using talk therapy to help him deal with his 
reaction to teasing. I can't blame just them! I 
was so upset I was going along as well. But in 
the interim, the talk therapy he had helped him a 
lot. Instead of altering meds, we dealt with it 
on a psychological level, as you would with any 
non-ADHD child, and in this case, it turns out, 
that's what was needed. I learned a valuable 
lesson from this experience! 

Carol's comments were reflective of many of the other 

parents in this study. They all talked about different 

behavioral modification programs that they used with their 

children and all of the participants had tried a variety of 

techniques through the years. 

Summary and Discussion of Medical Issues 

The findings were discussed in this section in light 

of the participants' perceptions of the difficulties they 

experienced in understanding; the differences between the 

medical and educational professionals, the differences 

between specialists and pediatricians, the need to use a 
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team approach, the difficulties participants had with 

finding reliable medical care, and the issues surrounding 

the use of medication for their child with ADHD. 

It was expected that participants would be confused 

and intimidated by medical and educational jargon and 

procedures for these feelings were reported by parents of 

disabled children in general(Featherstone, 1980; Fowler, 

1990; Glendinning, 1983; Meadow, 1980; Roberts, 1986; 

Turnbull & Tumbull, 1978). It was not expected that 

parents would be confused by the different services offered 

between the different medical specialties and the 

difference between the medical and educational communities. 

In the first instance, due to the nature of some of the 

comorbid disabilities and severity of the symptoms of some 

of the participants' children with ADHD, many different 

specialists were needed to assist them. In the process of 

securing these services, participants shared that they were 

confused by which person would or should provide specific 

services to their child. 

Many times the first inkling that the child had ADHD 

came from the educational professionals and participants 

were confused about why they were eventually referred to a 

medical professional. Once they were referred to the 

medical professional they began to view the disability from 

a medical perspective and felt they would find a "cure" or 

that medication would alleviate the symptoms much like 

other medical treatment that involved the use of 

medications. When they discovered that their child would 
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not be "cured" of the disability and were confronted with a 

multidimensional treatment approach they became further 

confused. After a time, the participants concluded that 

they could obtain a diagnosis of ADHD from a physician but 

would gain limited or no information regarding behavior 

treatments for their child from a medical caregiver. 

The physician or pediatrician could prescribe 

medications but for the children with more severe symptoms, 

a behavioral psychiatrist or pediatric neurologist was 

often needed to prescribe an appropriate medication or 

dosage. Participants were then referred back to educational 

professionals, such as psychologists, special education 

personnel, or educational consultants for help with 

behavior programs and academic modifications. Participant's 

confusion was further exacerbated when the child had a 

comorbid diagnosis, such as a learning disability. 

Learning disabilities were addressed under the umbrella of 

academic issues and were managed by educational 

professionals. So, referrals were made that resulted in 

movement back and forth between educational and medical 

personnel without making the overall treatment paradigm 

available to the participant. 

Finally, in addition to feeling confused about the 

process, participants did not feel valued by medical 

professionals. This finding was not surprising as studies 

of interactions between physicians and patients reported 

that serious miscommunications were commonplace in medical 

settings. It was reported that many of the kinds of 
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relationship skills that typically allowed people to 

communicace and crust one another were lacking between 

physicians and patients during discussions at office visits 

(Mischler, 1984) . 

When examining the medical issues it was important to 

note that the participants reported difficulties initially 

with the identification process and that they reported 

negative feelings toward the medical professionals during 

that process. Once the diagnosis was made, however, they 

still had difficulties with determining the difference 

between specialists and pediatricians and between medical 

and educational professionals. In other words, the medical 

issues for a child with ADHD were complex and ongoing, the 

treatment options were diverse and confusing, and selecting 

the appropriate provider was not a simple task. 

Another significant finding was that the participants' 

believed that their child's treatment program was more 

effective when they were included as a respected member of 

the team. It was not surprising that participants had 

difficulty feeling that they were an integral member of the 

team since this perception was well documented in the 

literature on disabled children in general (Dunst, 

Trivette, Starnes, Hamby, & Gordon, 1993; Featherstone, 

1980; Fine, 1991; Glendinning, 1983; Rainforth, York, & 

Macdonald, 1992; Turnbull & Turnbull, 1986; Walker, 1989), 

and on a more limited basis in the literature on children 

with ADHD (Fowler, 1990; Hughes, 1990). Parents who had 

children with ADHD faced the same difficulties that parents 
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of disabled children in general reported of not feeling 

valued as an equal member of medical or educacional ceams. 

While they searched for appropriate services and 

determined which professional would provide a specific 

service, participants were also confronted with the issue 

of whether to use medication as part of the treatment for 

their child. At first, all of the participants were 

skeptical about using medications with their child and the 

decision took some time for them to resolve. After they 

made the decision to use medications, it took even more 

time to determine the type of medication and to determine 

the correct dosage. The length of time it took to decide 

on an appropriate medication and to determine the correct 

dosage was unexpected, moreover, this perception of the use 

of medication was not well documented in the ADHD 

literature. It may be that participants' feelings about the 

quality of health care that they received and whether they 

felt confident with their physician's abilities influenced 

the process participants used to determine whether to use 

medications, the length of time needed to choose the 

medication, and the time needed to determine the correct 

dosage. 

Participants beliefs about medication centered around 

three themes. They discussed how the belief system of 

their extended family affected them and their frustrations 

with having to educate their family and defend their 

decisions to use medication. Participants also discussed 

confronting teachers who either recommended that they not 
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use medications or that their initial recommendation when 

behavior deteriorated in the classroom was to increase the 

medication. Participants felt that they had to educate 

teachers and defend their position to use or not increase 

medication. All participants in this study described these 

issues as frustrating and worrisome. Participants also 

believed that medication should only be a part of the 

treatment program and that other treatments, such as 

counseling and behavioral techniques, should be utilized. 

In addition, participants struggled with the decision 

to use medication therapy. When they did use medication, 

all of the parents believed it made a positive difference 

for their child and their family. They were unprepared for 

the amount of time it would take to get the dosage correct 

or to find the right combination of medications. As their 

child became an adolescent, parents realized that their 

child had to fully cooperate in the process of taking 

medications and be responsible to manage it. The 

participants were not in favor of drug holidays and 

discussed the difficulty of the decision in light of their 

initial misgivings about medication. Further, mornings 

were difficult times for parents, siblings, and the child 

with ADHD while they were waiting for the morning dose of 

the medication to take effect. Also, it was difficult to 

remember to administer the medication when routines were 

altered and parents mentioned that weekends were 

particularly difficult. 

Generally, parents were confronted with complex and 
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difficult issues when considering medical personnel and 

medication issues. They were confused with the process and 

often unclear about which person provided which specific 

service. Parents recognized that they needed physicians to 

help with the initial diagnosis and to prescribe 

medications. Often, it was a struggle to find a good 

physician or combination of physicians. For most, it took 

a long time for parents to feel that they were getting good 

services from medical personnel. Moreover, making a 

decision to use medications and finding appropriate dosages 

or combinations of medications was a difficult process for 

parents and closely tied to feelings confident in their 

physicians' abilities. Usually, finding physicians, 

figuring out the process itself, understanding who provided 

services, and using medications happened simultaneously. 

Parents reported feeling confused and unsure of their 

decisions during these times but were clear that it was 

important for professionals to listen to thera and include 

them in the decision making process. 

This study provided the reader with a view of parents' 

struggles with medical issues that was not previously 

available. It brought into focus the iryriad of issues that 

parents were bombarded with and the perspective that 

frequently participants were forced to confront all of the 

issues simultaneously. While they were struggling with 

their own confusion about finding appropriate medical care 

and their own misgivings about using medication, they also 

had to deal with conflicting recommendations from teachers 
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and extended fainily members. Furthermore, the process of 

using medication was time consuming, required structure, 

and constant monitoring from the parents. They reported 

that as the child moved into adolescence the child had to 

be a willing participant in the medication treatment, had 

to learn how to manage the process themselves, and this 

issue often caused conflict within the family. Finally, 

participants believed that the use of medication should be 

just one facet of their child's treatment program and that 

other treatments should also be utilized. This finding 

illustrated that the recommendations from professionals 

regarding the use of multidimensional treatments (Lerner & 

Lowenthal, 1992) was exhibited by these participants. The 

participants reported that their understanding that they 

needed to use a variety of treatments evolved over time. 

When they first learned that they needed to see a medical 

professional and accepted the use of medication they then 

mistakenly believed the medication would "fix" their child. 

By the time their child reached adolescence, the 

participants in this study believed that in addition to 

medication they needed to use behavior management 

strategies, fainily counseling, and educational 

accommodations. 
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CHAPTER IV 

PARENTING ISSUES 

This section presents participants' views regarding: 

a) parent views of the frustrations that they encountered 

while raising a child with ADHD, b) a summary and 

discussion of parent frustrations, c) parent views of the 

strategies that they developed to cope with the stress of 

raising a child with ADHD, and d) a summary and discussion 

of parent strategies. 

Parent Views of Their Frustrations While Raising a Child 

With ADHD 

Participant frustrations were grouped into four 

categories: a) parent views regarding discipline, b) parent 

views regarding their feelings, c) parent views regarding 

modification of family routines, and d) parent views 

regarding their fears. 

Parent Views Regarding Discipline 

Participant views regarding discipline frustrations 

that were focused on their child's behavior and were 

centered around five major themes: a) their child's ability 

to follow directions, b) high risk behavior, c) their 

child's removal from the community, d) the differences 
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between their child's home and school behavior, and e) the 

negatxve communication cycles that result from their 

child's behavior. 

Parent Views Regarding Their Child's Abilitv to Follow 

Dir^gtign? 

Participants expressed frustration that their children 

consistently did not follow parental directions. This was 

an issue for all of the participants regardless of the age 

of the child. Jesus explained: 

...When I tell Josue to do something, he will 
just sit there. It's like he never heard what I 
told him to do. I have trouble getting him to do 
his homework, put away his stuff, and take a 
shower. Like the other night I told him to take 
a shower. I went and did something else and when 
I came back an hour later, I found out that he 
still hadn't taken one yet. I had to yell at him 
to do it. 

Carol had similar experiences with her children: 

When I ask Jamie to go and do something he'll not 
even respond to what I've asked. He'll keep 
right on doing what he's doing and it's like I 
didn't even speak. When I yell at him for it, he 
seems confused about why I'm even upset; like he 
doesn't have a clue. With Kristen, I'll tell her 
to go and clean her room and she tells me that 
she will...goes and starts it but three hours 
later I find her listening to music and looking 
through old yearbooks and nothing is done in her 
room. She looks up at me and I can see she is a 
million miles away and tells me to, like chill 
mom! 

Heather explained her perceptions regarding this theme: 

...when I say frustrations...you get frustrate 
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with him. . .you go for a week and everything's 
pretty well and all of a sudden you realize that 
you asked him to do this. Why can't he manage to 
get it done? Unless you really stand back and 
think...obviously, I didn't give the directions 
in, you know, proper manner or he didn't hear it 
or...whatever other things. 

All seven of the participants spoke at length about 

their frustrations that their children didn't follow 

directions. They described this behavior of not following 

directions or completing tasks as present in all areas of 

the family routine. With the exception of Jesus, the 

participants explained that their children seemed unable to 

complete the task rather than being deliberately 

noncompliant. Also, the inability to follow directions or 

complete tasks caused the participants to eventually 

initiate behavioral management strategies to help them deal 

with the behavior. 

Parent Views Regarding Their Child's High Risk Behavior 

Their children's high risk behaviors were a major 

source of frustration for the participants. The high-risk 

behaviors that their children exhibited were: stealing, 

using or selling drugs, destruction of property, gang 

related activities, and disruptive behavior in school, such 

as, fighting, swearing, throwing things, ditching class, 

and out of control anger. Jesus talked about Josue: 

My son, who's 15, has been doing his share of 
petty larceny as well as destroying other 
people's property. He steals money from his 
mother, sometimes breaking down and admitting it 
and other times denying it. We come from a very 
law abiding family and have a hard time thinking 
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about locking our doors from our ovm family 
members. He doesn't seem to understand the 
consequences of his actions. 

Along this same theme, Carol talked about her boys: 

You know, I just don't understand how my boys can 
get into so much trouble...well, I understand it 
but I have such a hard time reconciling their 
sweet and loving sides with what they do. Sean 
was arrested twice. Once with a group of boys 
for gang-type behavior...stealing jackets from 
some kids. Then he was arrested for selling 
drugs. Jamie was arrested for property 
destruction, lighting a fire, and having drugs. 
He's always being enticed by these temptations 
and it seems like all the training and counseling 
doesn't make a difference. Even his older brother 
telling him not to do these things, not to wreck 
his life, to get his life together doesn't seem 
to help. 

Carol, Jesus, and Vanessa had children who had been 

arrested. For Carol, both Sean and Jamie had been 

arrested. Jesus talked about the trouble Josue had been in 

and explained that Josue was formally arrested once, 

although he had numerous referrals for disruptive behavior 

in school and more recently was in trouble for property 

destruction. In Vanessa's case, Sam had been arrested for 

attempting to stab his brother during an "out of control" 

rage. Although Scott's son, Tim, was not formally arrested, 

he got into trouble with the police for taking beer from a 

liquor store when the owner called the police. The 

participants discussed their feelings when dealing with the 

impulsivity and lack of decision making skills that 

resulted in their children getting into trouble with the 
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legal system. They expressed fear of what could happen to 

their children if they didn't learn to inhibit these 

behaviors. They also expressed frustration with the 

difficulty of teaching their children to manage their 

impulses. 

Parent Views Reaardina Their Child's Removal From the 

Communitv 

Suspension or expulsion from schools or daycare 

centers was another frustration the participants discussed. 

When asked how she felt about Tony being expelled from his 

daycare center when he was four, Sally explained: 

Well, I guess I was certainly confused...probably 
annoyed and maybe a little angry. And saying 
well, isn't it your job to help my child and why 
are trying to have me take him somewhere else. 
But on the other hand, I did understand from her 
point of view that he had been aggressive. He had 
pushed some kids down. And I had observed him. I 
had been in. And a lot of the times the teachers 
would be reading to a group of kids and he would 
be sort of wandering around in the back. And when 
he was interacting with the kids then he could 
have sort of negative effects on the other kids by 
just sort of pushing and not cooperating in the 
games and things like that. 

...I wanted her to help mel I didn't want her to 
make it my problem. And so then I said well what 
do I do? I just had no idea what the next step 
was. Of course, she didn't know either, but she 
knew it wasn't with her program, I guess. 

Jesus talked about Josue when he was 13 and in trouble at 

school: 

We were always getting referrals from school for 
something or another. They would put him in the 
room for the bad kids and then he would go back 
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to class and in a few days he would do something 
else. After a while, they suspended him from 
school and he had to stay home. That really 
wasn't a punishment for him cuz he didn't like 
school anyway. It just got worse and worse until 
now he's in really big trouble. 

Carol added her experiences: 

Whenever my boys have gotten into trouble I'd 
talk to the administrators and it seemed like they 
were only interested in getting them out of 
school. For Sean, at first there were referrals 
and calls and it escalated until he was suspended 
for smoking. He'd ditch out to smoke and then get 
caught coming back on campus. I couldn't seem to 
change the behavior and it's frustrating because I 
know the school system and where he was headed. 
Eventually, they expelled him. Jamie has been out 
of school suspended twice and they tried to expel 
him the last time. 

...the worst thing is that they suspend them and 
then they fall farther behind in school and they 
have less chance to succeed because catching up is 
difficult. Actually, just maintaining for them is 
tough and then if they are out of school, it 
really compounds the problem. I detest the 
mentality of punish them instead of teach them and 
if they really annoy you just expel them from the 
community. I don't think they realize that these 
children are everyone's problem and that if they'd 
help parents instead of blaming them and then 
kicking these kids out that our entire community 
would benefit. 

For Sally, her experience with her son's removal from 

a daycare center occurred when Tony was very young. For 

Jesus and Carol, formal suspension and expulsion began in 

the middle school years and progressed until their sons 

were out of school for various lengths of time. Except for 

Heather and Paula's children, the other participants 
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reported a variety of minor to moderate altercations in 

school due to their children's inappropriate behavior. 

Parent Views Regarding the Difference Between Their 

Children's Home and School Behavior 

Another frustrating behavior for some of the 

participants was the difference between their children's 

home and school behaviors. All of the participants felt 

their children behaved more appropriately at school than 

they did at home but Vanessa and Heather reported 

significant differences between home and school behavior. 

Both reported that their sons were significantly better 

behaved in school than they were at home. While relieved 

by this behavior, they expressed consternation about the 

obvious discrepancy between home and school behaviors. 

Heather explained: 

...he is and was able to maintain that kind of 
behavior. In the classroom I've never had a 
teacher complain about his behavior. Um, they 
might think he was daydreaming a little bit or 
not paying attention, but no behavior problems. 
Like I say, then he'd come home and kick his 
sister or put on roller skates and kick 'em 
through a door, or that kind or thing. 

Vanessa also talked about Sam and how different he was 

in school compared to his home behavior. She was 

frustrated because she felt that she had a difficult time 

getting the school staff to believe her because they didn't 

see much of the negative behavior in school. She felt like 

she was a "bad mother" and was doing something wrong. 

Because Sam would only "act out" with her at home Vanessa 
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mentioned that she would have liked Sam to show some of 

this behavior to others so people would understand what she 

was going through. Although all of the participants talked 

about their child's' behavior being more negative at home. 

Heather and Vanessa found the differences to be extreme. 

Parent Views Regarding the N'eaative Communication Cvcles 

That Result From Their Child's Behavior 

Scott talked about his frustration with Tim's morning 

behavior: 

This morning his alarm did not go off. He did 
not get up right away, even with individual trips 
to his room twice. So, he comes downstairs late, 
blames everyone else for why he didn't get up, 
swears at everyone, looks for negative feedback 
and attention based on his negative approach and 
we all put up with it without giving it 
back... except to remind him repeatedly that it is 
his choice and this is the way it will be from 
now on. This is a really tough way to start the 
day for all of us. 

The other participants did not specifically mention 

negative morning behavior but did share similar experiences 

with the negative downward cycle that occurred. Part of 

their frustration was how difficult it was to change the 

downward cycle to positive upbeat cycle. Carol explained: 

It seems like once they get into the downward 
spiral that I can't distract them or change it 
into a positive experience. It's like one 
negative exchange happens and then the other one 
responds with a negative comment and suddenly 
we're all upset and arguing. One thing that 
really bothers me is that I have such a hard time 
changing my attitude once I have gotten upset 
with them. Often, they will get over it far 
sooner than I do and then they act like nothing 
ever happened and I am still fuming inside. 
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Scott was frustrated with the morning behavior and 

how the negative inceraccions sec a negative tone for the 

remainder of the morning. Carol elaborated on the negative 

downward cycle and how it progressed in her situation and 

reported that she was frustrated with her own negative 

attitude. She explained that sometimes her children seemed 

to be completely over the conflict while she was still 

resolving the issues internally. With the exception of 

Sally, the other participants experienced a similar 

downward progression of interactions and all of them 

struggled to change the negative to positive interactions. 

The participants were strong advocates for their 

children, and with one exception, the majority of the time 

they felt empowered to help their children. Those whose 

children had been arrested spoke eloquently about how one 

mishap or bad decision led to serious consequences for 

their children. When questioned about the inappropriate 

behavior, their child was able to describe what they had 

done wrong and convey sincere remorse. The participants 

also reported that their children could not identify why 

they had done the act but often said they were "bored" or 

"just followed" the group. Further, as the children with 

ADHD grew older, their self-esteem diminished making it 

even more difficult for the participants to teach their 

children appropriate behavior. 

Often, the effect of this disruptive and impulsive 

behavior was suspension from school, or in the worst case, 

expulsion. For some, the first expulsion occurred in 
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daycare centers or preschool and for others the behavior 

occurred in upper elementary, mxddle, or high school. The 

participants expressed frustration that their children were 

expelled from the school community where they most needed 

to be for appropriate role models and to obtain the skills 

to succeed in later life. Further, the school personnel's 

behavior of expelling the child reflected an attitude of 

punishment rather than an attitude of teaching or training 

the child with ADHD. 

In suinmary, all of the participants expressed 

frustration over their child's lack of ability to follow 

directions and complete tasks. Some of them expressed the 

idea that their child seemed not to hear the direction and 

it appeared to the participants that it was an inability to 

complete the task rather then a noncompliant or disobedient 

behavior. All felt there were times when their children 

deliberately chose to be noncompliant, times when they were 

not sure if the child was just being "ADHD" or "naughty", 

and times when their child was unable to complete the task 

or the child truly didn't hear the direction. In the midst 

of conflict they reported that it was difficult to sort it 

out before providing consequences. 

The participants were also very frustrated with the 

high-risk behaviors their children exhibited. The 

consequences of their child's adolescent behaviors were 

more serious than when they were younger. The participants 

were concerned for their young child's safety because the 

young child with ADHD would often exhibit unsafe behaviors. 
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They would climb or jump off of high places, touch objects 

that were dangerous, run into the street, and hurt others. 

As adolescents, the consequences for impulsive behavior 

were more severe and often ended in arrest and time in 

juvenile hall. In addition to being frightened over this 

behavior, the participants were sincerely bewildered about 

how they could have a child who did not abide by the law. 

Several participants were frustrated by the 

differences between home and school behaviors. They felt 

that people did not believe or understand what they were 

going through and worried that they were somehow at fault 

because they were the one with whom the child "acted out." 

One participant reported that her son held his negative 

behavior in at school and when he arrived home he would 

express it in various unacceptable ways. Moreover, the 

participants described a downward negative cycle that would 

sometimes begin in the morning and once it began, was 

difficult to change to a positive cycle of interactions. 

Even if the child was able to quickly forget the negative 

interaction, it often took the parents longer to resolve 

their inner turmoil, therefore, making it more difficult to 

reestablish equilibrium and foster a positive home 

environment. 

Parents Views Regarding Their Feelings 

Participants views regarding their feelings centered 

around six major themes: a) parent views regarding their 
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feelings of helplessness, b) parent views regarding their 

feelings of being blamed, c) parent views regarding their 

feelings of fatigue, d) parent views regarding their 

feelings of embarrassment, e) parent views regarding their 

feelings of loneliness, and f) parent views regarding their 

feelings of grief. 

Parent Views Regarding Their Feelings of Helplessness 

Vanessa spoke about feeling helpless: 

Even though I know most of the stuff he does is 
part of the disorder, sometimes I just want to 
shake him and tell him to grow up and get a life. 
I am tired of all this ! I wish I could 
count the number of things I've tried with him, 
the nxxmber of times I've started over fresh, 
including new schools, new meds. The failure 
makes you feel so helpless. 

Like Vanessa, the other participants spoke about the 

variety of techniques and strategies that they had tried 

and of feeling helpless when these strategies weren't 

successful. They all seem to be searching for the approach 

or the answer that would assist their child. Paula spoke 

eloquently about feeling helpless: 

Sometimes, what comes to mind is times when we've 
had more...we reached a peak of frustration. And 
I'm frustrated with him and he's frustrated with 
himself and there is just that kind of despair in 
him that, you know, I try and try and it doesn't 
seem to get any better for me, either. Just as 
much as I say to him that I try and try and you 
never seem to get any better. I think he feels 
the same way and there's just that...I think he 
wishes that he could do better because I think in 
his heart he really wants to do better. And it 
just doesn't happen. 

Carol provided insights about the process of parenting 
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children with ADHD. While she identified a feeling of 

helplessness similar to Vanessa and Paula, Carol also added 

a perspective regarding the repetitive nature of parenting 

a child with ADHD that is different from parenting children 

without this disability: 

When something happens with my children at school 
or out in the community ny first reaction is an 
overwhelming feeling of fear and grief and 
helplessness. I get angry because I can't seem 
to figure out what to do and feeling angry is 
easier than feeling helpless. When I feel 
helpless to fix the problem then I get afraid of 
what will happen to them. After everything is 
resolved and they start over I keep thinking that 
this time is the last time. I realized a while 
ago, because my kids get into so much trouble, 
that I had this idea that some magic strategy or 
parenting skill would remedy the problem. I 
could see rtyself in this repeating behavior 
pattern...fix and wait, fix and wait. Once I 
realized that this is sort of a process and that 
there is not any one fix, I stopped feeling so 
helpless and now am better able to take each 
problem as it comes. 

Feeling helpless was a common experience for the 

participants and they talked about it in conjunction with 

problem solving strategies. When their child was unable to 

meet some identified standard or made an inappropriate 

decision, they felt helpless because they wanted to remedy 

the problem. It was difficult for the parents to see their 

child's failure or lack of good decision making skills as 

part of a bigger picture. Carol, who had more children 

with ADHD than the other participants and had children who 

had been in significant trouble with the schools and 

judicial system, viewed the experience of feeling helpless 
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from a process perspective and reported that this view 

helped her to cope with new situations as they arose. 

Parent Views Regarding Their Feelings of Being Blamed 

The comments the participants received from a variety 

of people regarding blame varied from subtle suggestions to 

very direct comments that they were to blame for their 

child's behavior. participants believed there was a 

complete denial by those who blamed them for their child's 

behavior, that ADHD was a neurological disorder and a 

belief that the parents were somehow promoting the 

behavior. The participants gave specific examples of 

situations where they received subtle messages that they 

were at fault and some startling ones where they were told 

outright that they were "bad parents." These messages came 

from a variety of people; spouses, siblings, extended 

family members, community members, medical professionals, 

school staff, and sometimes, the child themselves blamed 

the parent. 

The participants reported that, after a while, they 

began to accept what others told them and began to blame 

themselves, too. Once they began to recognize these subtle 

or direct attacks, and before they had built some 

resiliency to them, there was an acquired sensitivity that 

caused them to respond rather strongly to new attempts to 

blame them for their child's behavior. All of the parents 

felt they were still susceptible to these encounters but 

most had developed strategies and a philosophical view that 

was different from their early behavior of accepting that 
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they were to blame. At first, parents reported that they 

were unaware of the subtle messages that were directed 

toward them, but after a time, they began to recognize the 

intent of the messages and to deal with them more 

effectively. Heather illustrated her recognition of such 

times: 

You get frustrated with other parents...mainly 
when he was younger. He would do or say 
something inappropriate and, you know, the 
parents would give each other eye contact about, 
you know, why doesn't she discipline that child 
or oh...where did this come from. And unless you 
want to sit down and educate someone and go on 
and on and on...it's not worth it! 

Sally talkod about her understanding of the issue of blame: 

I can be having a perfectly good day with Tony at 
home, we can be playing gcimes, talking, whatever. 
The day just feels good and when from way out in 
left field something comes up causing Tony to 
lose control. Does it have to do with our 
conversation? No. Was it something he ate? No. 
Was I pressuring him with embarrassing questions? 
No. Was it my doing? No. It is really annoying 
when people suggest that we are to blame for the 
behavior. Part of this syndrome is the fact that 
they are just impulsive. And while I, as a 
parent, try to directly influence Tony's 
reactions to his own impulsiveness, I am just 
truly unable to control what he reacts to. I try 
to show him what he is reacting to, and let him 
make the choices he needs to make. 

...I don't mind educating someone who genuinely 
seeks knowledge. I'm a little less enthusiastic 
about fighting off attacks. 

Vanessa addressed this question and responded more 
strongly: 

I know I told you how angry I am at professionals 
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want to tell them that what was happening in the 
life of the parent has nothing to do with the 
ADHD diagnosis. The things that child does 
because of their ADHD has to do with their 
disability and not with the way the parents are 
acting. You can be the most loving and calm 
parent and an ADHD child will still have problems 
with impulsivity, inattention, and bouncing off 
the walls. This is a fact which they cannot 
control so how do they expect us to be 
responsible for it? This is like telling a 
person who has a child in a wheelchair or who is 
blind that their child could see or could walk if 
they were better parents. We are not to blame 
for our child's disability 1 All we can do is 
help them to accept their disability and excel to 
their potential. If we bash ourselves and 
believe we did something wrong to make our 
children this way we're not going to help our 
children in the short or long run. 

Carol presented her view of this theme: 

It's extremely easy for parents of nondisabled 
kids to write off the behaviors of kids with ADHD 
or any of the spectrum disorders to bad 
parenting, but these disorders, by definition, 
affect behavior. As a special ed teacher, I've 
seen many parents of kids with autism and other 
significantly challenging disorders blamed by 
casual observers for behaviors that neither the 
parents nor a large and highly skilled team of 
professionals can figure out how to interpret or 
change. 

As a parent of ADHD children, I have the added 
challenge of needing support from far less 
enlightened people like teachers, my family 
members, medical or social services personnel, 
who think that if I was just a better parent, I 
wouldn't have these problems with my kids. I've 
learned some things about parents of ADHD 
kids...whoever we are, whatever our background, 
and whatever we've done, we are dealing on a 
daily basis with children who present significant 
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challenges to the skills of even the most 
experienced parent. 

From both personal and professional experience, I 
know that parents of kids with disabilities that 
affect behavior spend a great deal of time 
reviewing not only their kids' behavior 
difficulties and the efficacy of such supports as 
are provided, but their own behavior as well. We 
often question and challenge events that may 
occur, both external and of our own making. 
We've privately shed a lot of tears about the 
pain our kids feel, and most of us have gone 
through a stage, most likely alone, when we asked 
what we'd done to our children to cause their 
problems or make them worse. 

Scott talked about his realization that even though he 

was doing his best there were some things about his son's 

behavior that he could not control: 

I also know that there is only so much I can do 
before my son will accept responsibility and some 
will come with age, some may come with 
medication, and some will come with examples set 
and lived by me and with love. 

The first step for the participants was first 

recognizing that they were being blamed for their child's 

behavior from a variety of sources within their 

environment. Most of the participants had developed an 

understanding that their child's behavior stemmed from a 

biological cause and was not the result of "bad parenting". 

They recognized that their parenting skills could influence 

their child positively or negatively but there were some 

behaviors they were unable to control. 

Parent Views Regarding Their Feelings of Fatigue 

The comments on feeling fatigued were closely related 
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to the connnents on blame. It appeared that the more 

participants confronted people who blamed them for their 

child's behavior the more they experienced fatigue. The 

majority of the comments in this section were directed at 

participants feelings about coping with the disability and 

the frustrations that accompanied it. There was some 

overlap between these comments and the other sections in 

this category because many situations or confrontations 

caused participants to become fatigued. Vanessa stated her 

beliefs: 

I am angry! I'm tired of a system that 
continually makes my life and the life of my 
child miserable. I'm tired of fighting. I'm 
tired of trying to understand their position. 
I'm tired of being labeled a bad parent. I'm 
tired of dealing with psychiatrists and 
psychologists. I'm tired of arguing with ity 
family. I'm tired of apologizing. I'm tired of 
the school destroying the self esteem of rty 
child. 

From shortly after his birth in 1979 until 1988, 
life was difficult for Wayne, for myself, for his 
brother, and even for his father. Life continues 
to be difficult, yet more manageable as time goes 
on. No one truly knows what life is like with 
Wayne. Sometimes, I'm very tired of it all. 
Sometimes, I just want it all over with. 
Sometimes, I cry when I know that I haven't been 
patient with Wayne. And, sometimes, I wish I 
wasn't Wayne's mother. I truly question God's 
infinite wisdom in making me Wayne's parent. And 
then, I hate myself more for having such negative 
thoughts for wishing that Wayne would go 
somewhere else to live. 

Like Vanessa, Jesus talked about his feeling of being 

overwhelmed and tired: 
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I am so overwhelmed with ny two ADHD kids and 
their problems, and my own need to make living to 
keep it all going, that the thought of fun is a 
forgotten memory. I am just really tired from 
trying to hold it all together. 

Sally added: 

People have different levels of tolerance to bad 
behavior. It upsets me when others scowl at 
Tony's hyperactivity and say something to the 
extent of give me a couple days with that child 
and he will learn to tow the line. I know this 
isn't true, but it still makes me feel badly, 
especially if I like the other person or want the 
other to like Tony. 

For me, I try to remember that he has a 
disability that he cannot control, but sometimes 
this doesn't make me feel any better. Frankly, 
there are times when I simply want to throttle 
him. These times are usually when I am weaker 
and less tolerant, when I am tired from a hard 
day, slow to wake up in the morning, or just worn 
out from a child bouncing off the walls. 

Vanessa, Jesus, and Sally described how overwhelmed 

and tired they felt, at times. They spoke directly about 

the times when they felt a need for a change or a rest and 

they openly shared their vulnerability. 

Parent Views Regarding Their Views Regarding Embarrassment 

Participants reported feeling embarrassed by their 

child's behavior across a variety of settings such as 

sporting events, while shopping, in church, in their 

neighborhood, and in school activities. When asked about 

people's reaction to her son, Sally said: 

...and I was embarrassed by his behavior 
frequently and a lot of times I would try to 
shield him from those occasions either by, you 
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know, by not having him present or trying to 
change the requirements on him during the 
activity. When he was young he wouldn't sit at a 
table, go to movies or, you know, be at a 
birthday party and participate in organized 
activities. 

Participants spoke about their embarrassment when their 

child was young but seemed to have progressed to a point in 

their parenting where they were not as concerned about it. 

Carol expressed her views: 

I used to be embarrassed as a parent for my 
children's failures or their behavior. And I 
felt like a bad parent so when people inferred 
that I was to blame, I accepted that, too. Then, 
something started to change inside of me. I 
realized that I was doing everything a human 
being could do and that I was doing a good job 
and I was a good parent. So, I think when I 
stopped worrying about being a bad parent and 
worrying about other people's opinions then I 
stopped being embarrassed and started focusing on 
their behaviors and how I could help them 
function in their world. 

While the feeling of embarrassment was expressed by 

the participants, it seemed that they were less concerned 

by this feeling than some of the others. Many of them 

talked about feeling embarrassed in the past tense and 

shared experiences about when their children were younger 

rather than their current experiences. 

Parent Views Regarding Their Feelings of Loneliness 

Three of the participants were single parents and they 

expressed feeling alone in their struggles and wishing for 

things to be different. The married participants did not 

convey this feeling. They spoke about this in terms of 
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wishing for a partner for themselves. Scott commented on 

loneliness from a personal perspective: 

Dating is something that I think we all need. If 
you want to call it adult interaction, then you 
get that, as you say, with friends... spending time 
with friends and college buddies I've kept in 
touch with is also fun but I think it's important 
to have someone who walks with you to and through 
the emotional experiences that need to be shared 
to achieve the highest degree of feeling and joy 
that they can. 

Carol expanded on Scott's view when she talked about 

putting her desires "on hold" and added that she doubted 

with her children's special needs that she would be able 

find a husband who would accept the responsibility of 

helping her raise her children: 

I have many wonderful friends and I date on a 
superficial level but I don't have much time or 
energy being that I'm a single mother who works 
full time. Sometimes, I think about what it'd be 
like to have a husband but I truly don't think 
there's a man in the world who would willingly 
take on my children. And I wouldn't put my 
children or irYself, for that matter, in a 
situation where life was harder for us. We're 
just now getting to a place where our lives are 
more consistent and steady. 

...well, basically, I've put xty own personal 
desires on hold and figure maybe when they are 
older I'll think about it. I do have some 
painfully lonely times, especially during the 
Holidays, but I've learned some ways to take care 
of myself. 

Scott also talked about putting his own desires on hold: 

I am not a selfish person, but I was walking 
around and not having a particularly good time 
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because something, just below the surface was 
bothering me. When I realized it was grief for 
not having discretionary time to do something as 
simple as slip away and spend two to three hours 
in a stream fishing, or being able to call 
someone up and go out to dinner or whatever and 
not have to be back by a certain time because the 
nanny was out that night, I felt better. Why? 
Because I, at least, had a name for it and now I 
could realize that what I was doing was investing 
for the kids and family and would eventually have 
time to realize some time for me. On the other 
hand, even though I accepted that, I still didn't 
have to like it, but I could understand it...kind 
of like waiting for a CD to mature. You think of 
all the things you could have done with the 
money, but it you wait, you will have what you 
originally planned for. 

Scott and Carol discussed their desires for a partner 

but decided to put their own personal desires on hold to 

complete the job of parenting. They made conscious 

decisions to place their personal needs secondary to the 

needs of their children and their role as parents. Carol 

added that she believed that she would not find someone who 

would accept her children and their special needs and 

preferred a calm home environment versus the way it was in 

the past or possibly might be in the future. Both of these 

participants coped with their feelings of loneliness by 

thinking about the future and investing time and energy in 

their children. They recognized their feelings of 

loneliness but had developed some strategies to take care 

of themselves when they felt this way. Vanessa shared 

comments that were similar to Scott and Carol. 

Parent Views Regarding Their Feelings of Grief 

The participants talked about grieving the loss of the 
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child of their dreams. They reported that this feeling 

returned at various times as their child matured. The 

participants spoke about wondering why their children were 

disabled. Paula talked about her feelings about Kevin: 

...I had these preconceived ideas of what it was 
like to have a baby and Kevin wasn't like that. 
He never took naps. He didn't sleep well through 
the night. He was always up wanting to be held or 
entertained and thinking, you know, I had friends 
that had these babies that just slept like twelve 
hours a night and two naps a day. It's not 
supposed to be this way. I remember a lot of that 
sort of regret and wondering why it is not like 
it's supposed to be. A lot of that, I mean, why 
he wouldn't just sit down and play with legos and 
be creative with playdoh or just like sit and be 
read books for hours or read books on his own. He 
didn't do any of that sort of thing. Wondering 
why...why is he different. Is it me? Is it him? 
What is it? ...As I find with Kevin even now, 
sometimes, you can just give and give and give and 
it doesn't have any lasting effects. He still 
needs more and so... 

Participants also expressed grief over behaviors they 

thought their child would have that they would have liked 

to experience as a parent. Vanessa shared: 

In my case, Wayne is not, never has been, never 
was a cuddler. He never sought ITY lap, fought 
when I tried to sit and rock him when he was 
little, fights now about getting hugged, doesn't 
like to be snuggled, never did. He does not tell 
me he loves me unless he wants something from me. 
He never wanted cuddly toys or stuffies. They 
just ended up on the floor or in the closet or 
torn apart. It's been a very big disappointment 
in my life. Dealing with all the difficulties of 
raising him would have been much easier if he had 
been affectionate and cuddly. At least some of 
my needs as a mom could have been met and at 
least some of the hassle could have been reduced. 
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At least some of my dreams and fantasies of 
parenthood might have been true. 

While the participants expressed grief over the loss of 

their image of how life was supposed to be, and some of the 

behaviors they would have liked to experience as a parent, 

they also talked about grieving over events that happened 

to their child. Scott elaborated on this when his most 

recent nanny quit: 

I just feel so lousy for them in getting rejected 
again. This has happened repeatedly and I know 
Tim and his behavior is responsible for some of 
it, my job and the hours are responsible for 
some, the kid's anger and somewhat convoluted 
behavior learned at their mother's knee as she 
nodded off, out of it, and awoke with anger and 
swearing when disturbed is part of it. I accept 
that and am working on dealing with it 
internally. On the other hand, I believe God is 
teaching them a lesson, leading me to learn 
things and will help us get to a point that will 
be the best for everyone. 

Carol discussed her feelings about events in the past that 

could not be changed but had a profound effect upon her 

life and the lives of her children: 

When I think about all of the wasted years when I 
didn't know Sean was ADHD and some of the things 
I did as a parent because I thought he was just 
being naughty, I feel like crying. If we had 
only known, we could have begun medication and 
worked on his self esteem instead of always being 
on his case. I know...I know that we were doing 
our best with the information we had but I can't 
go back and change those hurts and I have to 
carry them with me always and even now, 15 years 
later when I think of some of them, tears come to 
my eyes. I don't often dwell on these things 
because they are too painful but sometimes 
something he does now or something someone else 
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does to him reminds me of the past and I suddenly 
find myself right in the middle of a huge grief 
attack. This overwhelming feeling of sadness 
comes out of nowhere for no apparent reason that 
I can see right away and I have to kind of stop 
what I am doing and identify it as sadness about 
some aspect of his disability and just sort of 
talk myself through it. 

...everyday of iry life there is something that 
happens that reminds me that my children are 
different, and their lives are different, and my 
life is different, way different than I ever 
imagined it would be. My dreams of a family and 
how I would be as a parent were not fulfilled 
and, in fact, sometimes niy dreams turn into 
nightmares. So, I learned along the way to stop 
dreaming, I took all those wonderful fantasies I 
had and threw them out and started over building 
new dreams. If most people knew what my dreams 
were now they would be shocked, I think. 

Interviewer: What kinds of dreams do you have 
now? 

...well, let's see...my dreams... I dream that my 
son will get through the school year without 
being expelled. I dream about a time when I get 
a call from the vice principal and I don't get 
that throw-up feeling in my stomach. I dream that 
they will graduate from high school. I dream 
that I'll never get another unexpected call from 
the sheriff's department saying they have my son. 
I dream about having enough money to pay for 
lawyers. I dream about a time when I am at work 
and won't have to worry what riY kids are doing at 
home. I can go on and on....these weren't the 
dreams I had as a young mother... 

The participants grieved over their lost dreams, for 

themselves, and for their child. They grieved over missing 

experiences other parents had experienced, such as cuddling 

or the many varied and typical family activities that were 

not possible for them to engage in with their child. In 
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addition to grieving for lost experiences, they also 

grieved over the events of their past that significantly 

influenced their present. It can be assumed that all 

parents go through this process to some extent, but for 

these parents their comments centered around the events 

connected to their child's disability. They thought about 

events that had happened to their child or that they 

themselves had initiated and wished they could go back and 

change them. They grieved over the lost time that occurred 

when they didn't know their child had a disability. Some 

parents believed that if they had they known sooner, they 

would have acted differently and could have improved the 

quality of their child's life. 

Finally, the participants realized that the old dreams 

would not work in their current reality and altered their 

expectations and dreams. Despite this gradual recognition 

and readjustment, they were still confronted on a daily 

basis with the fact that their children were different, 

their families were different, and they were different as 

parents. Although they had altered their expectations of 

their child and themselves, they still grieved unexpectedly 

throughout their child's life for their lost dreams. 

The interviewer was struck by the fact that the 

participants conveyed these very personal and profound 

insights in a rather matter of fact way. Throughout the 

interviews they did not convey a sense that they felt sorry 

for themselves, but rather, conveyed an openness and a 

willingness to share how it was for them and how they had 
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coped with the challenges of parenting a child with ADHD. 

The excerpts on grieving were extracted from the 

transcripts throughout each participant's three interviews 

and seemed like unexpected glimpses into their feelings. 

When combined, they presented a powerful description of 

participants feelings but it is important to consider the 

context or matter-of-fact style in which they were 

presented to get a true sense of how these participants 

dealt with their grief. It was part of their everyday 

reality, it reoccurred, at times, throughout the life-cycle 

of their child, and they recognized it and found ways to 

cope. 

Parent Views Regarding Modifications to Familv Routines 

Participants expressed frustration with the need to 

change behaviors or to learn appropriate parenting 

behaviors to assist them with raising their child with 

ADHD. They mentioned the frustrations of: a) parent views 

regarding their lifestyle changes, b) parent views 

regarding the management of significant challenges, and c) 

parent views regarding their child's inability to think in 

a flexible manner. 

Parent Views Regarding Their Lifestyle Chances 

There was much discussion about the change in family 

routine and lifestyles that was necessary to accommodate 

the needs of the child with ADHD. The discussion of this 

theme was presented from a perspective of looking back at 
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their child's early years and comparing prior experiences 

with present experiences. Participants talked about the 

changes they made in their family routines and how their 

parenting skills evolved with the growth of their child. 

For most, the accommodations seemed routine by adolescence. 

For example, family gatherings were automatically 

structured to take into account the needs of the child with 

ADHD. Often, the ADHD child was required to remain at the 

dinner table for a while after he or she finished but not 

for the entire time it took others to finish. The 

participants noted that as the child matured, the need for 

many of the accommodations lessened in severity and 

duration. Carol elaborated on this theme: 

I'm responsible for teaching ny kids to be 
responsible for themselves and their own 
behavior. That process takes on different 
flavors as they go through different 
developmental stages, and as I learn more about 
those stages. The reason for many of the support 
systems and the variety of medical and academic 
supports is that parents want to help their kids 
reach their fullest potential. This is why we 
make accommodations, changes to our lifestyles 
and learn new skills that would, were they 
suddenly parachuted into the situation, exhaust 
an inexperienced parent in very short order. We 
grow with our children. 

Parent Views Regarding the Management of Significant 

Challenges 

While parenting usually requires changes to a couple's 

lifestyle, the participants identified a need for change 

that was above and beyond what was necessary for their 

nondisabled children. Even if there were older siblings 
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and family routines were well established prior to the 

arrival of the child wich ADHD, the participants still 

found that they had to make major accommodations in their 

routines. They expressed bewilderment and frustration when 

these situations became evident. A constant thread 

throughout their interviews was that there were significant 

differences in parenting a child with ADHD as compared to a 

nondisabled child. If the participants had children prior 

to the birth of the child with ADHD, they found that the 

parenting strategies that were successful for their older 

child did not work for the younger child with ADHD. If the 

child with ADHD was a first born child, then the 

participants compared their child with the children of 

their friends, families, or acquaintances. Regardless of 

whether the child with ADHD was a first born child or 

arrived later in the family constellation, the participants 

evaluated their child's progress and their parenting skills 

based on previous experiences or by comparing themselves 

with others outside of their home. Based on their 

comparisons, the participants realized that their 

challenges with the child with ADHD were unique. All of the 

participants talked about the challenges they faced 

parenting a child with ADHD as compared to parenting 

nondisabled children. Scott acknowledged this aspect of 

parenting: 

...whoever we are, whatever our background, and 
whatever we have done, we are dealing on a daily 
basis with children who present significant 
challenges to the skills of even the most 
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experienced parent. 

In addition to the recognition that raising a child 

with ADHD presented more challenges than raising a 

nondisabled child, the participants discussed the 

differences between typical family routines and how the 

child with ADHD responded differently from what they 

expected. At times, their ability to discern whether the 

behavior was developmentally appropriate or part of the 

child's disability was frustrating to parents. They 

expressed concern about whether the behavior was 

noncompliance or disability related. The participants had 

more difficulty discerning the differences between 

noncompliance and the inability to comply when their child 

was younger but most still wondered about this issue as 

their child entered new stages of development. 

There seemed to be a pattern with of first recognizing 

that their child was different from other children, the 

child with ADHD posed significant challenges to their 

parenting skills, family routines and lifestyles had to be 

modified to fit the needs of the child with ADHD, most 

viewed their child from a disability perspective, and they 

were interested in determining the underlying reason for 

the inappropriate behavior. They expressed a need to 

determine whether the behavior was due to noncompliance or 

the inability to comply. 

Parent Views Regarding Their Child's Inability to Think in 

a Flexible Manner 

Throughout the interviews when participants were 
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describing their child's behavior and their responses to 

it, they referred to their child's cognitive processing as 

"lockjaw reasoning" or "hyperfocus." Basically, they were 

frustrated with their child's inflexible approach to 

directions or perceptions of events, and the ensuing 

discussions about them. They found this characteristic to 

be frustrating and difficult to deal with on a daily basis. 

They also expressed bewilderment about this aspect of their 

child but all of the participants talked about this at 

various times throughout their interviews. The unique 

cognitive processing characteristic that the participants 

described affected all facets of their lives since the 

child would exhibit the behavior daily whenever faced with 

typical family and social interactions. 

While many children will, at times, take literal 

translations of parents directions and interpret them to 

fit their needs, the participants reported that their child 

with ADHD seemed unable to shift out of this cognitive 

inflexibility and would often argue for a long time about 

exactly what was said and how they interpreted it. This 

was evident across various settings and situations within 

the family routines but was especially noted during sibling 

interactions and many of the participants reported that 

this behavior seemed like a "communication deficit." 

Heather shared her perceptions: 

...1 just mean to show you that we have to be 
very clear in our instructions. Because being 
the good little lawyers that they are, it gives 
them room for interpretation! We all know that 
interpretation is not a good thing for these 
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kids! It's a wonder I manage to stay sane! 

The participants explained that they had to be careful 

how they worded directions or communicated, as they were 

easily misinterpreted and this resulted in conflict. When 

a simple direction was misinterpreted, whether 

intentionally or not, the child with ADHD would often be 

unable to use appropriate interactions skills to resolve it 

and might begin screaming or having a tantrum. 

Consequently, the participants learned to be very explicit 

in their communications. Carol shared: 

...he doesn't seem to know that there is a second 
interpretation of what I said! This kid is 13. 
How's he going to survive in the real world if he 
has such basic communication deficits? Ignoring 
the issue of how did I fail him so badly that he 
got to 13 without learning this skill, what do I 
do now to give it to him? 

...I'm not sure I want to live in a house where 
everything I say I have to measure and make sure 
it's perfectly explicit. 

Participants found it to be time consuming and energy 

depleting to constantly monitor what they said to avoid 

ambiguity in their communications with their child. They 

said that it was easier to avoid conflict, if at all 

possible, so they felt that over the years that they 

learned to modify their communications with their child to 

avoid misunderstandings that could easily and quickly 

escalate. Several of the participants mentioned that their 

friends or families would occasionally comment on their 

skill at clearly communicating with their child. They 

reported that these comments were surprising since they 
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were unaware that they possessed this ability or that it 

was an unusual skill but when people brought their 

attention to it, they were able to reflect on why they did 

it. 

In summary, the participants did not discuss in detail 

the various kinds of modifications they made, they did 

discuss their views regarding: a) managing the changes in 

their own personal lifestyles and in family routines, 

b) recognizing and managing the significant challenges they 

faced as parents, and c) their child's inability to think 

in a flexible manner and their need to be explicit in their 

communication with their child. As the participants 

reflected on the modifications they made in family 

routines, they felt that the process was ingrained in their 

parenting styles and something they considered whenever 

they planned for family activities. 

They reflected upon the early years and how difficult 

it was when their child was young to figure out the best 

way to handle an activity but with experience they realized 

that they automatically included the basic principles that 

facilitated a successful activity into later excursions. 

Some examples they used were: when planning a trip to the 

city they included a variety of games, music, or books for 

the children to play while en route to their destination, 

they carefully arranged where everyone would sit in the car 

to allow the child with ADHD to be as distraction free as 

possible, they planned breaks from activities that were 

long, they learned to be ready to "give it up" when the 
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activity was not going well, they always checked to be sure 

they had the child's medications, they prepared the child 

for the trip so they would know what to expect, and they 

discussed possible unexpected events that might occur so if 

they did the child would be more prepared. 

The participants also noted that as their child matured, 

the need for modifications decreased and they gradually 

"lightened up" on the structure surrounding family routines 

or activities. However, all mentioned that they were not 

able to relax many of the imposed structures because when 

they tried it seemed that the child "lost ground" and they 

had to reintroduce the structure. 

All but one of the participants recognized that they 

faced significant challenges while raising their child and 

that they had successfully managed most of them. They 

recognized their frustrations and noted that raising the 

child with ADHD was different from parenting a nondisabled 

child. They were also interested in what motivated the 

behavior their child with ADHD exhibited. The purpose or 

reasoning underlying their child's actions helped them to 

discern the type of consequence they would implement and it 

was difficult for the participants, at times, to analyze 

the intent underlying a behavior. 

The participants were faced on a daily basis with a 

child who was unique in their thinking processes and 

behavior. Many of their efforts to discipline were 

unsuccessful, they were unable to teach their child social 

skills in a typical fashion, they had to modify all or most 
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of the family routines in some way to accommodate their 

child's needs, interactions within the family were 

difficult, and they had to be very clear in their 

communications with their child with ADHD. Overall, they 

had to be skilled at thinking proactively and then to 

resolve conflict in an expeditious manner when it occurred. 

Parent Views Regarding Their Fears 

Participants were frustrated and fearful about two 

major concerns: a) parents views regarding their fear that 

something bad could happen at anytime, and b) parent views 

regarding their fear of the future. 

Parent Views Regarding Their Fear That Something Bad Could 

Happen at Anvhime 

All of the participants discussed the idea that 

something could happen anytime. They compared their fears 

when their child was young to how it was for them with 

their child as an adolescent. The impulsive behavior of a 

five year old was described by the participants quite 

differently than the impulsive behavior exhibited by a 

thirteen year old, but the presence of the fear remained 

constant despite the age of the child. 

Participant's fears centered around the idea that 

their child would hurt themselves or others both inside and 

outside of the home. They spoke about the need to 

constantly monitor their child when the child played alone 

or with others. The parents believed that their child did 
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not engage in dangerous behavior with the intent to harm 

anyone, rather, the child didn't thinJc through the cause 

and effect of his or her actions. Heather shared her 

views: 

...I would get so mad because the potential for 
really hurting himself was there but at the same 
time it was funny [laughs]. 

...he's never done anything that was really 
dangerous to someone else or knowingly did 
anything. To this day, he still does not realize 
that if you fall off a roof, you're probably 
gonna die. Just doesn't occur to him. It looks 
like a fun thing to do. He's curious. 

Carol said: 

I spent the entire time that they were young 
following them around to make sure that they were 
safe. Even the most sterile environment hid many 
opportunities for injury. I didn't find my kids 
were like bullies, but more like they would get 
an idea and off they would go to try it out 1 
Suddenly they and whomever they were with were in 
serious situations. Like the time my youngest 
and his friend decided to cut the phone lines of 
his friend's house just because they were 
curious. 

As they have gotten older, I can't follow them 
around but I'm always afraid that I'll get a 
phone call that they are into some trouble or 
have had a car accident or have done something to 
cause themselves injury. 

Heather adds to this theme: 

In it^ mind, I'm still waiting for a phone call 
telling me that he has hurt himself. For some 
reason, I'm still always expecting the worst or 
something bad. Every time I pick him up, he's 
just fine. He hasn't been kicked out, you know. 
He's talked to so and so. He's done this or 
that. But there's still a part of me that's 
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always waiting for the other shoe to drop. And 
maybe it never will. 

At times, participants recognized that they behaved in 

certain ways because they had these fears but were 

unwilling or unable to stop themselves. Several of the 

mothers talked about the high level of monitoring that they 

did and that some people saw this as "over protectiveness" 

and criticized them for it. The mothers felt that close 

monitoring was due to past experiences and was necessary to 

keep their child "safe." Heather related an example of the 

monitoring that she did and her perspective on it: 

Ah, you know, he wants to go water skiing. Most 
kids v.'ould look at the water skis, look at the 
boat and consider. The child puts them on and 
says, "Take me!" [It] doesn't occur to him that 
he may fall or he, you know, gotta have the life 
jacket on because you could drown. Urn, you 
really have to remind him, this, this, this could 
happen. He's better now that he's getting a 
little older. But when he was younger, he did 
not understand consequences. 

...And the child has, John has no fear. This is 
something that concerns me, concerned me then and 
still concerns me. It's like a new situation, 
he'll jump right in the middle of it because he 
acts before he thinks. 

Participants were comfortable with the fact that their 

child had learned some cause and effect concepts from their 

early years and had generalized them, but there were still 

concerns regarding the new possibilities for trouble that 

presented themselves to the adolescent. They were 

concerned about behaviors that were temptations for all 

teenagers, but for these participants held a particular 
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kind of terror. They talked about behaviors such as 

alcohol, drugs, sex, and driving. Heather said: 

I am also concerned about his driving. Many ADHD 
kids should not drive at 16 and we have told John 
for the last three years, "You may not be able to 
drive." He will only because he has shown us 
that he's very responsible in other areas. And 
you know, he's a teenage boy and he has, on top 
of that, ADHD which makes him just a little bit 
more impulsive and maybe not thinking of the 
consequences. So, it's...we've got a rough couple 
of years ahead of us. 

The behaviors that caused fear changed as the child 

grew older but the fear, itself, was always present. Sally 

summed up her thoughts: 

I think that a lot of your role as a parent 
changes naturally in terms of age. There's the 
very young time when you're worried, especially 
with ADHD, about if they are going to have an 
accident or they are going to hurt someone. And 
there's a really protective stage where I really 
spent a lot of time trying to shield Tony from 
the environment in the sense of like not going 
near cliffs and not being near high places. Not 
letting him ride bicycles and being very 
observant when he was playing with kids because, 
you know, he did hit kids with rocks. He just 
did really potentially dangerous things. 
Eventually that stage passes and it's definitely 
not a consideration now. He's not a physical 
danger to other kids. I think he's actually 
quite cautious about his own behavior. 

...so then, you get into the later elementary 
school age where I think we were pretty intensely 
interacting as far as studies go and setting up 
routines and now because we established this 
pattern there's a lot less communication that we 
have to have. We sort of know what's going to 
happen and, in a sense, there's less intensity 
there and more, I don't know, I guess you could 
say, more of a friendship almost than a parental 
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cype of strictly just overseeing. 

...So, I'd say it's evolved and it could be 
almost a natural adolescent reaction. He's not, 
he has distinct ADHD characteristics. He's very 
different from his siblings but he has managed to 
cope in the sense that I'd say I'm not always 
reacting to his ADHD-ness, whatever and sort of 
more similar to the way I use to interact with 
his siblings at that age. Course the next step, 
I was just thinking, is something that worries me 
is when he starts driving. 

Participants also discussed the fluctuations in the 

intensity of the fear. When they considered requests by 

their teenagers they engaged in a cognitive process or 

mental checklist, where they considered all of the possible 

consequences. This strategy appeared to develop as a 

result of their fears. Carol elaborated: 

You know, I don't wake up each day and think, 
"Oh, what bad thing is gonna happen today?" But 
when I'm at work and I get a call from the 
Assistant Principal my immediate gut reaction is, 
"Oh please don't let it be too bad!" It's sort 
of a mental ducking reaction. I sometimes think 
about how well things are going and that maybe 
they have really learned the lessons and there 
are stretches where I don't think about bad 
things happening but then I get blind-sided. So, 
I've adopted an attitude of well, face the facts, 
new situations or new temptations, if you will, 
will present new opportunities for mistakes and 
learning. I know they're gonna mess up and it'll 
take them longer than other kids to figure it 
out! What I do is or what I have to do is 
minimize the losses during the learning 
stages... sounds kind of detached, huh? But 
really, it breaks my heart sometimes, but when I 
think about it and look back and leave out the 
emotional stuff, that's what I see rryself doing. 

...so, when they ask me if they can do something 



249 

I go through this mental process, like this could 
happen, or that could happen and when I've 
considered every angle and am pretty comfortable 
then I'll let 'em go. I think it's important for 
you to know that I'm never totally comfortable 
with anything and worry about them all the time. 
I have to really work at it to let go of the 
worrying stuff and, oh boy, you should see me 
late at night when they're not home on time! I 
can really do a number on myself then. 

In summary, the participants reported that their fear 

of something bad happening was present from the time the 

child with ADHD was young to the current age of 

adolescence. The participants' fears centered around the 

ideas that the child would hurt themself or others. They 

reported that as the child matured, their initial concerns 

were refocused toward high-risk behaviors that were 

associated with teenagers. Participants also believed that 

their child did not intend to hurt or harm anyone but that 

they acted without thinking through the consequences of 

their actions. 

Moreover, the participants acquired strategies to deal 

with the ever present fear that something might happen. 

They monitored their child through talking and by mentally 

thinking through the possibilities. Some of the 

participants reported an acceptance that their child would 

get into more trouble than nondisabled children and they 

perceived that part of their responsibility was to 

"minimize the losses" and teach their child as quickly as 

possible to generalize appropriate behavior. 
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Parent Views Regarding Their Fear of the Future 

Participants were afraid of what the future would hold 

for their child. They reported that they believed that some 

of their fears were typical of any parent who had concern 

for their child but some were concerns that were directly 

related to their child's disability. When they talked about 

their fears for the future, they did so in the context of 

their dreams for their child's future. Their dreams were 

similar, in most cases, to the dreams parents of 

nondisabled children have for their child's future. 

Heather talked about her dreams for John's future and, in a 

general sense, they were similar to her dreams for John's 

older nondisabled sister: 

My dream for him is to be able to live a 
comfortable life and if he chooses to have 
children and raise them to be able to give them a 
comfortable life. I don't want him to have to 
struggle and be frustrated in his life because he 
didn't get the education or into a career that 
he's happy in. As long as he's doing something 
that makes him happy, that's my dream for him. 
That' s iiY dream for both of rty kids. 

Sally had high expectations for Tony's future: 

I expect him to be very successful. He's very 
extroverted. I think he really sort of enjoys 
the moment. I think that's one of the things 
he's taught me, to smell the roses, to enjoy the 
moment. He's very much more in the moment than I 
am or than his siblings. He wants to do well in 
school but he's not always thinking about whether 
he is going to or what the next test is. He is 
enjoying the moment and that's very enviable in 
the sense that if you can through life enjoying 
the moment while the rest of us are agonizing 
about he future [laughs] or the past. I expect 
him to continue that kind of behavior. 
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I expect him to have friends. He has great 
friends. He can talk to people of all ages. He 
doesn't mind talking to older people, younger 
people. I see him in a profession that's veiry 
people oriented. Not necessarily behind a desk, 
although he has been a good student. I guess 
there's some things he could do but I just think 
that if he can be with people and be moving 
around. He likes the outdoors. He likes sports. 
There's lots of things that he could do and be 
really successful at, so I'm optimistic. 

Scott talked about the future for Tim and while he had 

typical goals, he presented more concerns about helping him 

face the future. Scott said: 

I just pray everyday that I will have the wisdom 
to help my son, and others like him, accept the 
lifestyle that he/they are facing. I also pray 
that I will have the patience to plan ahead so 
that he will not be confronted by surprises that 
result in his reacting unacceptably. Hopefully, 
the structure will help him become more self 
sufficient and he will be better prepared to move 
into a lifestyle that is more self-sufficient and 
manageable. 

In addition to the long range concerns and dreams, 

there were specific concerns about the future that were 

mentioned in the interviews. The participants whose 

children were facing high school were concerned about 

classes and teachers and how they could help their child 

adapt to the new environment. Heather remarked: 

I'm expecting the teachers to give me a little 
bit of a problem with some of the things. I 
probably shouldn't. I don't know a single one of 
them over there [in the high school]. But you 
know how in your mind this has happened so far 
all along. Why should I expect anything 
different? I told John that he will have to go 
in and be the advocate for himself. He's going 
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going to have to go in and ask, "Will you do 
these things?" If they say no then I'm going to 
go in. 

Heather saw John's success as measured by people not 

realizing that he was ADHD. 

I'm hoping that John can go in and be part of a 
regular classroom and get through his days 
without anybody really realizing it. It is so 
important to him that nobody realize that he's 
ADHD or different in any way. I'm hoping that he 
can into the classroom and learn what he needs to 
learn. Do the things he needs to do without him 
feeling that everybody thinks he's different, 
without him doing something really stupid. As 
far as high school goes I want him to come out 
only with a grade point average so he can go on 
to college and I want him to have a real good 
experience. And I really hope the teachers will 
back me up on this. 

Participant's whose children had gotten into trouble 

or had been arrested were concerned about their child 

staying out of trouble and how they could help them resist 

the temptations of adolescence. Carol said: 

I know I'll have to monitor them more closely 
than most parents while still giving them the 
freedom to learn and explore. The thing that 
really gets me is that I know that no matter how 
much structure I provide they'll still be 
impulsive and get into trouble. So, I do ny best 
and pray a lot! 

Jesus was quite concerned for Josue's future and focused on 

his fears in terms of what he didn't want for his son: 

I don't know what to think about the future. I 
don't know how to figure out today. I think 
Josue has to get it together or he'll end up in 
jail or involved with gangs or in a drive by 
shooting or something. We have to figure it out 
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now. I want him to be proud of his work and 
life. 

In conclusion, participants had goals for the future 

that were short and long term; specific and general in 

nature. They reported fears that focused on the immediate 

concerns the child with ADHD would be facing in the near 

future, like high school or a job. There were also general 

fears about the child's future such as; being a responsible 

and capable adult or parent, enjoying their work, and being 

adequately prepared for their chosen career. They discussed 

the need to provide enough structure for the child with 

ADHD so they could be successful. They also discussed the 

idea that the success of their child seemed measured by how 

well they "fit" into the "regular" community and, for some, 

it was important that people not know of their disability. 

Some participants, were concerned about whether their child 

would stay out of trouble and they recognized that they 

were powerless, in many ways, to prevent their child from 

impulsive behavior and the consequences that followed 

inappropriate choices. Jesus represented the viewpoint of 

some participants when he projected about the future in 

terms of what he did not want for his son. 

In summary, the two biggest fears participants 

conveyed were their fear that something could happen at 

anytime and their fear about their child's future. The two 

fears seemed closely related because, according to the 

participants, both had their basis in the characteristic of 

impulsivity that their child demonstrated. Even though 
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their children had matured and despite careful monitoring 

and structure, their children still exhibited impulsive 

behavior that resulted in difficulties in school or the 

coiranunity. Participants talked about never knowing when 

something bad was going to happen and the need for constant 

alertness on their part to prevent or minimize the effects 

of negative events. This fear began when the child was 

young and, although the focus of the behavior changed, the 

fear stayed with them throughout their child's development. 

Overall, the participants shared frustrations that 

focused on: a) discipline for their child, b) their 

feelings about parenting a child with ADHD, c) the 

modifications needed for family routines, and d) their 

fears. The participants were continually confronted with a 

variety of frustrations that pertained to raising a child 

with ADHD. They were frustrated with their child's 

inability to follow directions and complete tasks and this 

aspect of their child's personality complicated the issue 

of how to discipline them. At times, they wondered whether 

their child had the ability to comply or whether they were 

just being noncompliant. 

The characteristic of thrill-seeking or high-risk 

behavior was particularly frustrating to participants and 

pervaded all aspects of their lives. They reported that 

due to the impulsive nature of their child, they felt a 

need to monitor their child's behavior to insure, as much 

as possible, that they were doing their utmost to prevent 

difficulties. Some participants reported they were fearful 
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that their child would be expelled from the community 

through suspension or expulsion from school or worse, 

arrested and incarcerated. 

Interspersed throughout their interviews were comments 

by the participants about various feelings related to their 

experiences of parenting a child with ADHD. They reported 

feelings of grief over their lost dreams about what they 

thought it would be like to be a parent and what their 

"imaginary" child would be like. In addition to feeling 

grief, they also talked about feeling: helplessness, blame, 

fatigue, embarrassment, loneliness, and grief. The 

participants talked about these feelings as they existed 

throughout the life-cycle of their child up to their 

current experience as parents of an adolescent. For 

example, the feeling of grief recurred at various times 

throughout their parenting experience as a result of some 

new event that reminded them that their child was disabled. 

In other words, they found they had to deal with the 

feeling of grief repeatedly as new activities or stages of 

development transpired. In addition, while their child's 

behaviors changed through the years, the behavior of people 

blaming them for their child's inappropriate behavior and 

then transmitting subtle and direct messages that they were 

"bad parents", did not change. They believed that they 

simply became more adept at managing the comments and their 

own feelings when they were exposed to such statements. 

It was frustrating to the participants to make the 

varied and numerous modifications that were necessary to: 
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their own personal lifestyles and family routines, 

recognize and manage the significant challenges that they 

faced as parents, and be explicit in their communication 

with their disabled child. While it was frustrating to 

make the accommodations, they recognized that many of the 

strategies were automatically implemented and naturally 

ingrained in their parenting techniques due to their 

experiences. Although they were able to decrease some of 

the structure, they were clear that they had to retain much 

of the structure they had imposed because their child 

seemed to depend on the external structure and experienced 

more success when the structure was present. The 

participants believed that, to some extent, these 

structures would be needed by the child throughout their 

lif e. 

The participants identified the various frustrations 

related to people not knowing about or understanding the 

significant challenges that they encountered while raising 

a child with ADHD. Over the years, the participants 

realized how unique and challenging their parenting 

experience was compared to parents of nondisabled children. 

They were aware that over the years they were required to 

make modifications throughout all areas of their lives. For 

instance, they had to give up their dreams, learn to 

discipline a child who behaved differently and whose very 

thought processes and interactions were exceptional, teach 

a child manners when they could not attend to even simple 

social cues, modify all aspects of their personal and 
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family routines to meet the needs of their child, and 

despite many complex and overwhelming feelings, they had to 

be very explicit in all of their communications with their 

child. 

Summary and Discussion of Parent Views of Their 
Frustrations While Raising a Child With ADHD 

This section provides a summary and discussion of how 

the findings of this study related to the literature on 

disabled children in general and the literature on children 

with ADHD. Participants experienced similar frustrations 

as other parents of disabled children but there were some 

differences reported that seemed unique to the experience 

of parenting a child with ADHD. The issues discussed fall 

into several categories: a) parent views regarding 

discipline, and b) parent views regarding their feelings. 

Parent Views Regarding Discipline 

All parents must discipline their children and parents 

who have children with ADHD are not unique in this respect. 

The prevailing theme that evolved from the interviews in 

this study was the frequency and intensity of the negative 

behavior that was exhibited by a child with ADHD. The 

theme that disabled children required more time and 

parental attention was documented in the qualitative 

research on disabled children in general (Featherstone. 



258 

1980; Glendinning, 1983; Meadows,1980; Roberts, 1986; 

Turnbull & Turnbull, 1978), and in che research on children 

with ADHD (Fowler,1990). The participants were consistent 

in their comments regarding the large amounts of time and 

energy they expended attending to their child's needs. The 

unique aspect of the participants' experience compared to 

parents of disabled children in general was the focus of 

parents' attention. For example, a child with a physical 

disability or a chronically ill child required a large 

proportion of parental attention focused on physical care 

or mobility issues (Featherstone, 1980; Daniels-Mohring & 

Lambie, 1993; Fewell, 1986; Glendinning, 1983). With the 

exception of medication, participants were not unduly 

focused on physical care issues but reported that they 

expended significant time and energy attempting to manage 

the behavior of their child. This finding was consistent 

with the reports of other parents of children with ADHD 

(Fowler, 1990; Hughes, 1990). 

Participants believed that their child with ADHD 

confronted temptations that all children faced in today's 

world but that their child faced significantly greater 

challenges than nondisabled adolescents because the child 

with ADHD had to combat a neurological system that craved 

the stimulation provided by high-risk behaviors. 

Participants' observations were consistent with recent 

research that reported that children with pervasive 

symptoms of ADHD had a deficit in inhibitory control 

(Schachar & Logan, 1990; Schachar, Tannock, Marriott, & 
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Logan, 1995). Further, their results indicated that 

pervasive ADHD was associated with a deficic in a second 

executive control process which was the engagement of an 

alternate action after inhibition of an ongoing action. 

The definition used by the researchers for pervasive ADHD 

included children who met the criteria for a diagnosis of 

ADHD both at home and at school compared with those who met 

the criteria for situational ADHD. Situational ADHD 

included children who met the criteria for a diagnosis of 

ADHD at home or at school but not in both situations as 

defined by the Diagnostic and Statistical Manual of Mental 

Disorders (DSM-III; American Psychiatric Association, 1980) 

Moreover, participants' frustrations seem well-founded as 

the literature supported participants' belief that children 

with ADHD have a higher rate of involvement in deviant 

behaviors (Barkley, 1990) and school failure (Faraone, 

Biederman, Krifcher-Lehman, 1993). The impact of ADHD on 

society is great in terms of financial cost, stress to 

families, disruption in schools, and its potential for 

leading to criminality and substance abuse (Mannuzza, 

Gittelman-Klein, Horowitz-Konig, Giampino, 1989). 

Participants were frustrated with the type of 

discipline that was employed by the schools. They viewed 

the policies of suspension or expulsion as ineffective and 

detrimental to their children. Through their experiences 

in disciplining their children participants learned that 

consequences that were immediate and that were focused on 

teaching their child to change their responses were the 
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most effective. They believed that since their children 

were less able to inhibit their behavior that they would be 

confronted with more censorship and expulsion from their 

school community and that school personnel's reaction to 

their child was too punitive and not educational. There was 

evidence presented that supported participants' 

contentions. A study that followed children with ADHD for 

eight years reported that 46% of the children had been 

suspended, often more than once; 11% had been expelled and 

10% had dropped out of school (Barkley, et al., 1990). 

Participants reported frustrations with the 

inconsistency of their child's behavior between home and 

school settings. They felt discounted by teachers who did 

not accept their descriptions of their child's behavior at 

home since the child's behavior at school was not a 

problem. Participants were worried that they were somehow 

at fault because they were the one with whom the child 

"acted out." The concept of situational ADHD is a 

relatively new concept and not extensively documented 

empirically but participants' observations were consistent 

with the most recent literature. 

There is an emerging theory regarding differences in 

diagnosis and treatment needs for children who manifest 

situational or pervasive ADHD (DSM-IV, 1994; Schachar, et 

al., 1995). Previous research found evidence that supported 

the validity of the distinction between pervasive ADHD and 

situational ADHD (Boudreault, Thivierge, Cote, Boutin, 

Julien, & Bergeron, 1988; Taylor, Sandberg, Thorley, & 
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Giles, 1991). Epidemiologic studies have indicated that 

approximately 16% of children with ADHD meet the criceria 

for ADHD both at home and at school and are considered 

pervasively ADHD. Children with situational ADHD comprised 

the 73% of children with ADHD who met the criteria at 

school only and the 11% who met the criteria at home only 

(Szatmari, Offord, & Boyle, 1989). 

The final frustration related to discipline was 

participants' feelings regarding the negative communication 

cycles that they observed in their familial interactions. 

Some participants noted that these downward communication 

cycles often began in the morning and related this to lack 

of medication before their morning dosage. Even though 

early morning was a high-risk time for some, participants' 

reported that the negative communication cycles occurred 

throughout the day. The important aspect of this 

observations was participants' concerns that once a 

negative cycle began, it was difficult to shift to a more 

positive style of interactions. This perception had 

substance as there was evidence in the literature regarding 

families who had an adolescent with emotional or behavioral 

symptoms that parents were highly reactive to any 

expression of anger or potential conflict in their children 

(Minuchin, Montalvo, Guerney, Rosman, & Schumer, 1967). 

Patterson (1982) presented a model of coercive family 

process where parents shaped and maintained overtly defiant 

and aggressive behavior through harsh, punitive 

interchanges that both modeled and negatively reinforced 
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the child's defiance and hostility. A long series of 

investigations revealed that parents, especially mothers, 

of children with ADHD displayed more negative and 

controlling communication styles with their offspring than 

did parents of comparison children (Barkley, 1990). There 

was also literature that supported the idea of child 

effects on adults and was important in explaining parenting 

style in families who had children with ADHD (Anderson, 

Lytton, &L Romney, 1986) . Moreover, this research documented 

that a cumulative history of negative and discordant 

parent-child interchanges existed. In other words, parents 

and children trained each other, via contingencies of 

negative reinforcement, to respond in an increasingly 

negative manner, with the parents serving as the architects 

of the coercive cycles (Patterson, 1982). The participants 

in this study were attuned to these negative communication 

patterns and struggled with strategies to change them. 

Participants also described a behavior of their child 

that caused them stress. It was the behavior of inflexible 

thinking or an inability of their child to redirect their 

thinking on a particular subject. Participants described 

this characteristic as "hyperfocus" or "lockjaw reasoning." 

They perceived that they needed to stay calm during the 

interchanges where their child was unable to understand or 

redirect their thinking as these types of situations had 

the potential to quickly escalate. Participants' 

observations seemed consistent with the research that 

reported that children with ADHD demonstrated impaired 
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higher-level cognitive functioning that were referred to as 

self-regulation or executive control (Shue & Douglas, 

1992) . Executive control involved multiple processes 

including the capacity to initiate, inhibit, and alter 

actions(Lezak, 1983). In this case, participants' inability 

to get their child to change their viewpoint or to 

understand and respond to a different viewpoint may be a 

deficit in the executive control process. In other words, 

the child with ADHD was unable to engage in cognitive 

alternatives after inhibiting an ongoing action (Schachar 

et al., 1995) . This finding would have significant 

implications for treatment and development of strategies 

that would assist parents in behavioral management of a 

child with ADHD. 

Parent Views Regarding Their Feelings 

Families of children who have disabilities confront a 

unique set of problems as they attempt to adapt their 

lifestyles, family routines, and parenting techniques to 

the pressures of raising a child with ADHD. During the 

course of their life with their child with ADHD, 

participants reported feeling a myriad of emotions 

including; helplessness, feeling blamed, embarrassed, 

lonely, and fearful. These feelings were consistent v/ith 

the literature on disabled children in 

general(Featherstone, 1980; Glendinning, 1983; Meadows, 

1980; Roberts, 1986; Turnbull & Turnbull, 1978) and with 
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the literature on children with ADHD(Fowler, 1990). 

Participants' feelings were exacerbated fay comments or 

behaviors of the people in their community. Professionals 

often communicated to parents a sense of blame and guilt 

(Karnes & Teska, 1980) and this finding was true for the 

participants. 

Participants spoke eloquently about the stress in 

their lives and perceived that much of their stress was 

related to parenting a child with ADHD. Hill (1958) who 

was concerned specifically with social stress in families, 

defined a stressor as a crisis-provoking event or situation 

for which the family had little or no preparation. On the 

basis of this definition, families of disabled children 

appeared to be particularly vulnerable to the experience of 

stress (Holroyd & McArthur, 1976). Participants reported 

elevated levels of stress in relation to their fears that 

something could happen at any time. They reported that 

their child was impulsive and unable, at times, to control 

their behavior so they lived with the fear that something 

unexpected could happen at any time. This finding was 

similar to the experience of the mother of the boy with 

hemophilia who reported that she lived in a constant state 

of fear that something would happen to her son 

(Featherstone, 1980). 

Participants also reported that this fear increased 

with the age of their child. This was consistent with the 

literature that reported that as the age of the disabled 

child increased, they became more difficult to manage 
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(Gallagher, Beckman, & Cross, 1983). Research also 

suggested that one factor that influenced parental 

reactions to their disabled child may be the attitudes of 

others that caused parental embarrassment and subsequent 

withdrawal (MacKeith, 1973) . A normal, well-behaved child 

was considered a socially significant symbol that provided 

a basis for perceiving the self as a member in good 

standing of a social group. Participants' feelings may 

have been a response to negative societal reactions to 

their child's deviant behaviors and may have implied that 

their capacity as parents, as well as their status in 

general, was being questioned. Further, their feelings may 

have been related to the grieving process since the 

community's reaction to their child provided a reminder of 

their loss. 

Parent Strategies 

Parent strategies for coping with the stress of 

raising a child who was ADHD were grouped into three areas: 

a) parent views regarding their child's academic 

strategies, b) parent views regarding their own personal 

strategies, and c) parent views regarding their own 

attitudinal or cognitive strategies. 

Parent Views Regarding Their Child's Academic Strategies 

Participants discussed strategies that pertained to 
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assisting their child with academic requirements. Several 

of them hired cucors or used advocates when they had to 

meet with educational staff, however, the majority of 

participants talked about strategies that focused on 

helping the child be more organized for their school work 

and helping them with their homework. They discussed the 

need to help their child with long term project planning 

and the importance of setting up communication systems 

between home and school. They also noted that it was 

crucial to provide structure at home that allowed adequate 

time for homework and to provide an environment conducive 

to study. 

The participants were highly involved with their 

child's education. Many of them volunteered in their 

child's school for various activities and found ways to 

communicate often with the teachers. Heather explained her 

involvement: 

I worked in the classroom one day a week, did a 
lot of fund raising for them, typing, and that 
sort of thing. I felt I had to be involved. I 
wanted to know what was going on. I wanted to 
know how it was going. 

In addition to going into their child's school, 

participants also spent a great deal of time helping them 

at home. Sally explained: 

He has a couple of study areas and depending on 
the assignment I sort of keep an eye on what he 
is doing. If he's working on the computer which 
he does a lot of work on because, you know, we 
try to get him to use it as much as possible and 
he types everything that he hands in. So, I 
generally know when he's going to be on it or if 
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his sister wants to use it at such a time or 
whatever. We sort of know if he's finished. 

So, if he weren't finished and it was getting 
close to the time his sister needed it or 
whatever I would come over and see what the 
problem was or just sort of be around so he would 
know that he should be working. Actually, on the 
computer he's very good, I must say. A more 
common type of problem would be that he's in his 
room on his desk and he has the door shut. He'll 
be doing his homework after dinner and I'll come 
down at some point after about 45 minutes or so 
just to see how he's doing. And sometimes I'll 
come and he'll be, you know, not working. 

Paula spoke about helping her son organize his school work: 

I am an organizational nut I I think God gave 
Kevin to me because he knows how organized I am! 
I will sit down with Kev and we will clean out 
his backpack and folders every week. It's 
amazing what he can accumulate in that bag. I 
make him put the papers into the right folders 
and throw away the ones he doesn't need anymore. 
I am hoping that more and more that he will 
acquire the habit himself but for right now I 
have to help him. 

Helping their child to organize all aspects of their 

life was a continuing and demanding task for the 

participants but their child's lack of organization seemed 

to have the most devastating results in the area of 

academic work. Participants talked about the benefits of a 

good education and wanted their child to succeed in that 

area. Learning was often a focus for them because they 

equated their child's low self-esteem with lack of success 

in school. Even though the child with ADHD might 

experience success in extracurricular activities, school 

remained the primary area where the child's ability was 
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measured. All of the participants talked about how 

"bright" their children were and believed that because they 

"messed up" on handing in papers or getting the assignments 

written down correctly they were looked upon by the 

teachers as below average students. Participants believed 

that if their child could manage the organizational 

aspects, then they could succeed in school. They believed 

one of their primary responsibilities was to assist their 

child with this skill and, if necessary, set up systems 

with the teachers to help their child succeed. 

Parent Views Regarding Personal Strategies 

Strategies to take care of their own emotional and 

physical needs were included in this section. Participants 

talked about strategies that, for the most part, did not 

seem unique to parents raising a child with ADHD. These 

were strategies they used to relax or divert their 

attention from the stresses of everyday life. These 

strategies included: praying, family activities, 

maintaining a sense of humor, crying, eating, taking a 

drive or a walk, reading, writing a journal, learning new 

things, hobbies like cross stitching, visiting friends, 

watching television, and exercising. 

There was a second group of strategies that did 

pertain more to parenting and seemed more related to the 

stress of raising a challenging child. These strategies 

included: joining support groups, stopping and breathing. 
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counting to ten, leaving the house when they were extremely-

upset, reading about the disability, and reading self-help 

books. Participants expressed a need to find ways to 

personally relax and to acquire knowledge about their 

child's disability. Throughout the interviews, I was 

struck by participants continued efforts to know and 

understand ADHD and it's effects upon their child. They 

reported a strong drive to find out about their child's 

disability so they could "do something." The attitude, 

expressed frequently, was that if they could learn about 

the disability then they could figure out what do to help 

their child succeed. It seemed, for these participants, 

that the importance of acquiring knowledge about their 

child's disability was profoundly significant. They 

actively pursued knowledge and reported they felt more 

relaxed and successful as parents because of it. 

Parent Views Regarding Their Own Attitudinal and Cognitive 

Strategies 

Parent views regarding their own attitudinal and 

cognitive strategies centered around their ability in: 

a) maintaining a positive attitude, b) picking their 

battles carefully, c) providing positive modeling, d) being 

actively involved in their child's life, e) being 

proactive, f) calming their own life, g) continuing to try, 

h) maintaining a long term perspective, i) possessing a 

disability perspective, and j) taking one day at a time. 
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Maintaining a Positive Attitude 

Participants felt strongly about maintaining a 

positive attitude and all of them discussed the importance 

of this skill at various times in their interviews. They 

felt that when they paid too much attention to what others 

said about their child and that often the negative comments 

from others diverted their attention from the positive to 

the negative aspects of their child's personality or 

behavior. Participants believed they were overly 

influenced by others statements or opinions. They found 

most comments were not helpful to them as parents and 

sometimes they had to isolate themselves from some members 

of their community, or worse, confront those who were being 

negative. Vanessa said: 

I have finally learned that none of the ADHD or 
temper was ny fault or a deliberate attempt by my 
son to drive me crazy. I've also learned not to 
really care what other people think about my son 
and that unfortunately includes our extended 
families. 

Sally talked about focusing on the positive: 

Well the thing is, when you really understand the 
diversity of people, I mean the real problems of 
the world are not the ADHD kids. They [the 
problems] are the people who are trying to stab 
you in the back that are really dangerous. So, 
in order to prevent these ADHD kids from becoming 
some of these other people, you really just have 
to accept their differences. Just like in a 
classroom everyone learns differently and you 
just deal with that particular individual and 
help them learn because you know there are so 
many different jobs in the world, too. I mean 
there is a job for everyone. You know these 
people can do incredibly good things and they 
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just have some endearing characteristics. 

You know, most of us might be goal-oriented and 
concerned about getting to this goal whereas ir^ 
son who is disorganized is really enjoying life. 
He was playing tennis once and this rabbit ran 
across the court. Well, he stopped dead to look 
at the rabbit. Well, his opponent was very upset 
because he didn't care about the rabbit. He just 
wanted to get on with the game. Well, I thought 
that is really instructive because he is enjoying 
the moment. The rabbit attracted his attention 
and he really appreciates that kind of thing and 
it has some really positive aspects because he 
doesn't get the anxiety of worrying about this 
goal orientation all the time. He is enjoying 
the moment. And so, I think we can learn from 
that. 

Paula explained: 

You basically start from the beginning. You 
believe in your child. It is important to praise 
people especially if you address their weaknesses 
and look for ways to praise their weaknesses and 
how to get them out of difficult situations. And 
you prevent them from feeling bad about something 
or prevent them from doing something negative 
again so I think that is so much more effective. 

Carol discussed the benefits of getting children involved 

in activities that lead to increased self-esteem: 

Well, I never sort of thought about it until I 
started putting some of the pieces together. But 
I think in a way, that's what I've tried to do 
for my kids. To find situations or activities 
where they can be successful and I measure that 
sometimes by just being a member of the team or 
participating in some activity. 

She added: 

You know, when I start listening to other 
people's opinions, then I get afraid. When I get 
afraid, then I start pressing them and I find 
myself focusing only on their negative behaviors 
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and I forget to praise them and then it seems 
like our whole communication system breaks down 
or changes into this sort of downward cycle. It's 
like suddenly there is a black cloud over all of 
us. I find this over and over again, when I'm 
positive about them and talk to them with that 
attitude, then they feel good about themselves 
and it changes their very demeanor and the way 
that they talk to me or each other. They know 
they've made mistakes and I think they just want 
to get past them, too, and move on. It doesn't 
help to keep remembering the old mistakes. You 
really have to move on. 

In general, the participants believed it was important 

to focus on the positive aspects of their child's 

personality. To do that, it was vital that they minimize 

the effect of others negative comments. The participants 

pointed out, however, that the negative behavior should not 

be ignored, only the negative comments about the behavior 

should be ignored or confronted. They also recommended 

that parents who had a child with ADHD should focus on the 

unique and positive characteristics of their child's 

personality and recognize that diversity is important to 

the world. Moreover, not only should parents focus on the 

positive qualities of their child's personality but it was 

important to praise their child for the good things that 

they did. Finally, participants stressed that it was 

important to find activities that provided the child with 

opportunities for success and that fostered a sense of 

belonging to a group. 

Picking Their Battles 

Participants talked about having a sense when their 
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child was not having a good day. They frequently described 

their own behavior as one of watching their child to see 

where they were emotionally and then responding based on 

their observations of their child's state of mind. They 

explained their assessment and response to their child's 

behavior as a process they went through to determine how 

they would respond. This process was continual. Their 

description of their own behavior seemed similar to their 

description of what they did after their child exhibited 

inappropriate behavior and they tried to decide if the 

inappropriate behavior was due to noncompliance or was 

disability related. They explained that if the behavior 

was noncompliance then they established a consequence based 

on that information. If the behavior was more a 

manifestation of their child's disability then the parental 

response leaned more toward a teaching strategy. 

Furthermore, participants utilized this process oriented 

approach in a proactive manner. Heather explained: 

It was obvious when he would come home from 
school when he'd had a good day and when he'd had 
a bad day [from] the minute he walked in the 
door. And then it would be like, well you know, 
I need to back off on this. Maybe the fact that 
he didn't get this done is not quite as important 
today. I try to pick ity battles wisely. I 
think, well, if he insists on living in a pig 
sty, I don't like it but I can shut that door and 
not look at it. That's one less battle to go 
through. 

She also discussed how she learned to parent using this 

kind of a process. 

When he was little how many times did I say, "I'm 
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going to take all your toys away from you if you 
don't pick them up." You'd put them in the bag. 
You'd put them in the garage. The kid had no 
toys for two months once. He did not care! You 
know, he could go out and play on the swing set 
and play with his hot wheels and he did not care 
if there was a toy on the bookshelf. Obviously, 
that play did not work on rry part! [laughs] . It 
was all trial and error. 

Heather explained that most of her parenting techniques 

were learned from a trial and error process and from 

observing her child's responses to see what was successful. 

She would reevaluate her feelings about something she felt 

was important if she saw that her son was reacting to other 

issues. Other participants described similar kinds of 

strategies. Scott explained: 

I think that most of ity son's behavior is fairly 
predictable if I know where he is in the cycle of 
his medication. He does not like to be pushed or 
challenged when he is coming down or is in 
between medications. I have several strategies 
to deal with his different moods, but if and when 
he is in rebound, there is little I can do but 
wait five or more minutes until he gets through 
it. He has yelled at me over and over and, of 
course, it is always my fault. Just because they 
yell at you...you should really let it flow off 
your back like water off of a turtle. Slow and 
steady is the way I deal with my Tim. 

Scott explained that he ignored certain behaviors that he 

believed were symptoms of his son's disability and that he, 

despite Tim's behavior, stayed focused on the goal. He 

would often wait until his son had calmed down and was able 

to attend to the required work before he continued but 

Tim's behavior did not distract him from his goal that Tim 

complete the homework assignment. 
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Heather and Scott shared strategies that were similar 

to the strategies that many of the parcicipancs described 

during the interviews. Heather described her strategy of 

"picking her battles" while Scott described his strategy of 

going "slow and steady" and explained that he tried to stay 

focused on his goal and not be distracted by his son's 

behavior. Carol added her insight: 

Well, let's see, an example is like when Jamie 
has to do dishes. He'll get mad and then Kristen 
will say something that'll push his buttons and 
then he'll get furious and start yelling and so I 
end up sending him to his room to calm down. 
When he's calm, I'll go in and talk to him about 
the problem and then he has to go back and do the 
dishes. Sometimes, I wonder while he is in his 
room if it wouldn't just be easier to do the 
dishes to make peace. I'll talk to ityself about 
how that wouldn't teach him anything, you know, I 
go on and on and eventually I resist. It's so 
easy to get sidetracked by their behavior that 
you forget your original request or purpose. It 
takes a long time and it can wear on you, 
especially if it happens again and again and I 
can see myself getting more impatient as the day 
goes on or when I am tired from work. 

Heather expressed regret that she wasn't more patient with 

John: 

I just wish I'd had a lot more patience for John. 
Wish I had understood what was going on and said 
this is appropriate and this isn't appropriate 
and gone the route of, "I like the way you did 
that over there." and tired to ignore some of the 
other stuff. 

Heather, Scott, and Carol described their parenting 

strategies as; observing their children, remaining calm 

during the inappropriate behavior that was exhibited by 
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them, and insisting on completion of the goal. They 

-picked their battles'' carefully and reprioritized their 

own issues to respond to the needs of their child and they 

remained calm and focused on their own goals. They worked 

hard to ignore some of their child's behavior. Finally, 

Carol identified a concern about her ability to remain calm 

if the behavior was repetitive and that, at times, human 

factors influenced her ability to remain focused. 

Providing Positive Modeling 

There was some overlap between other strategies and 

positive modeling but the prevailing idea presented was 

that participants believed they needed to serve as positive 

role models for their children. They wondered if it wasn't 

even more important to be a positive role model for their 

child who was ADHD than for their nondisabled children. 

Scott viewed parenting his children through his example as 

an important strategy: 

Structure, consistency, and love are probably the 
best tools I have. Leading by example is useful, 
too. I have found that they need the structure so 
don't back down. Getting the logic straight will 
not be as important as sticking to your guns. 
That is what they will revere you for eventually. 
But the other isn't easy to take sometimes... 

Carol shared her perspective regarding consistency: 

I try hard to be a good role model; to be calm 
and consistent. First of all, the more upset I 
get, the more upset Sean gets. I find that if I 
am consistent then his behavior improves. This 
has been very difficult for me as the parent. 
Sometimes I just think, "It isn't fair, he 
couldn't help it, he's impulsive or he's anxious 
and unhappy." But I know that I would not be 



277 

helping him in the long run by protecting him 
from the consequences of his action. One day he 
will grow up and he won't be able to choke 
someone who says something that upsets him-not 
unless he wants to go to jail. He won't be able 
to mouth off to his boss, not if he wants to keep 
a job. It won't matter that he's ADHD. There 
needs to be clear rules and consequences and no 
excuses. You break the rules and you are 
consequenced. I try to model the behavior I want 
to see from him. 

Scott and Carol illustrated their perceptions 

regarding the importance of being a positive influence in 

their children's lives. They discussed the importance of 

structure, consistency, and love as they were demonstrated 

on a daily basis. The importance of positive modeling was 

a pervasive theme throughout the interviews and often 

participants agonized over their inability to remain 

consistent and loving when confronted with the challenges 

of parenting their child with ADHD. 

Being Activelv Involved in Their Child's Life 

All of the participants attempted to stay involved in 

their child's life. Sally shared her perceptions: 

I think parenting is something that you can't 
practice. You just sort of learn it as it 
happens. And certainly with Tony, as well. You 
sort of find a situation or problem that needs to 
be solved and then you work on how to solve it. 
I guess in general, I believe in parents being 
very active in their children's lives and in 
their children's education. So, I've always been 
very involved with all of my kids. And I think 
that's another one of the trite phrases that is 
true. That is the parents who are the most 
involved with their kids' education will be those 
children who do the best in school and 
everything. 
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Getting involved with their child's activities and 

education was a prevailing strategy used by all of the 

parents. In addition to activities, the other aspect of 

this strategy that was reported was the importance of 

communicating with their child about their feelings and 

perceptions regarding various life events. Jesus shared: 

You know when Josue plays baseball, I'll go out 
and throw some with him and we'll talk about 
stuff. And sometimes I can get through to him 
this way better than making him come and listen 
to me give him a lecture or something. 

Heather added: 

It is important... finding something that they 
enjoy doing, whether you don't particularly enjoy 
it or not. If they feel they're good at it and 
enjoy it that's an important route to go. 

Carol described how she insisted that her children become 

involved in some kind of activity. She felt it was vital 

that her children be involved in activities and she 

vigorously supported their efforts. Moreover, she took 

advantage of the rides to and from activities to 

communicate with her children: 

You know, I'll tell my kids that I want them to 
get involved and that I 'm willing to run them 
around as much as I need to in order to get them 
where they need to be. They have choices about 
what kind of activity they get involved with but 
I really stress that they have to do something. 
Then, when we are driving around getting to 
places I can talk to them about a variety of 
different topics. You sort of have a captive 
audience and they know I care because I am taking 
so much of rry time to come and watch them play 
and support them. 
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Overall, participants strongly believed it was 

important to stay involved in their child's life and to get 

their child involved in some kind of activity. Heather 

urged parents to put aside their likes and dislikes and 

pick an activity that the child preferred. Furthermore, 

they believed it was important to communicate with their 

child and they developed a variety of ways to accomplish 

it. Jesus shared that he would try and communicate with 

his son during a sports activity and Carol reported that 

she took advantage of car trips to find ways to communicate 

with her children. Participants felt strongly that it 

didn't matter how or when they communicated, just as long 

as they did communicate with their child. 

Bginq Prgggtiyg 

Sally described the differences between her two older 

children and her youngest son, Tony, and how she parented 

them differently. She discussed the way she would 

anticipate Tony's needs and not wait for him to ask: 

I guess Ed and Jennifer...probably the biggest 
difference is that they are extremely organized. 
I have been very involved with their education in 
the sense that if they needed any help in an 
assignment that they didn't understand, I always 
gave them help and I went to the library and got 
them books and things like that. But they, more 
or less, knew what their assignments were and 
they were quite organized in terms of asking me 
questions. With Tony, I've helped him to be 
organized and a lot of times I don't wait for him 
to ask the questions. I ask him about his 
assignments, about what he needs help in. And 
sometimes I even sort of make assumptions. I 
don't even ask him. I know what he needs and so I 
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do things to help him that I know from experience 
will benefit him that he may not even be aware 
of. 

Scott explained a similar strategy: 

...I find I have to be up front and anticipatory 
rather than complacent and passive about his 
development. 

Sally explained: 

I guess one thing that I'd like to emphasize and 
I've said it before...and all the thinking that 
I've done about ADHD has boiled down to this 
notion of preventing problems and not treating 
problems. 

...But I really think that Tony is a success 
story and I think it is because the problems were 
prevented and with treatment like with counselors 
and psychiatrists and those normal feedback 
things. I know a lot of these things improve the 
situation but in terms of real self esteem, I 
think you want to prevent problems. So, I really 
want to tell you that it is so important to think 
in the prevention mode and not the treatment 
mode. 

Paula added: 

It is helpful to have some ideas ahead of time 
about how you might handle some situations and to 
try to deal with them quickly rather than 
ignoring them and hoping they'll go away. 

The participants stressed that it was vital to develop 

a plan ahead of time to handle behavior so that they could 

act quickly and decisively when inappropriate behavior 

occurred. They also described strategies for prevention of 

problems. Generally, participants believed it was 

important to be proactive and to anticipate situations or 

needs so they could prevent them or minimize the effects of 
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such events. For example, they discussed upcoming events 

with their children that might cause change in the child's 

routine or life as far ahead of the event, as possible. 

They did this to minimize the effects of sudden change on 

the child and this strategy illustrated the proactive mind

set that participants developed over the years of parenting 

a child with ADHD. 

Calming Their Own Life 

The participant discussed calming their own life as an 

important strategy. When asked what she thought was one of 

the most important things she'd like to tell other parents 

of children with ADHD, Heather responded: 

It requires a lot of patience. That when I 
didn't have it, I'd wished I did have it. It 
takes a lot of patience. I think it takes a lot 
of understanding. I think you have to calm your 
own life down to a certain perspective. I mean 
we all rush every single day. I think a lot of 
times with an ADHD kid you've got to calm 
yourself down so that maybe they can calm 
themselves down. You know, it's not that 
important that you go to the grocery right now, 
if something has set them off that's going to 
make the day worse...because in the long run it's 
going to affect the entire family. 

Carol added: 

I have to really watch myself. If I'm too 
stressed then I communicate that to the kids and 
I'm not as patient with them and then situations 
can get worse. I've learned that I can't add 
many things to my schedule or the organization of 
the house and all our lives is affected. So, I'd 
have to say that I don't have much of a life in 
terms of outside activities. I stay home most of 
the time or am running around to their activities 
but it keeps me from being stressed and things 
just run smoother that way. 
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Vanessa also discussed this theme: 

I spend a great deal of time with rty sons. Wayne 
accompanies me to my class and does his homework 
while I am in class. I have many interests but 
they revolve around rty children and their 
activities. It's just easier this way for all of 
us . 

Heather described the need to calm her life so that 

she could respond in a more relaxed manner to her son. She 

elaborated on the need to respond to the needs of her son 

first and put aside some of her own agenda or sequence for 

accomplishing domestic chores. Carol talked about what 

happened when she was too stressed or was involved in too 

many outside activities. All of the participants talked 

about this need to keep outside distractors to a minimum in 

terms of conserving their energy. It seemed that they only 

had so much energy and had carefully considered how they 

wanted to expend it. The criteria for deciding which 

activity to get involved in was defined in terms of the 

needs of their child and family. In other words, what 

would be the effect on their family if they chose to become 

involved in the activity. 

Cpnt^inyinq tQ 

Sally illustrated this strategy when she described her 

feelings about helping Tony and how she felt if she 

couldn't come up with a plan. 

Well, sometimes I guess I do feel overwhelmed in 
the sense that I am always trying to help Tony 
and I'm always trying to find different ways to 
do things to help Tony. And when something 
happens, when it doesn't seem to be working I get 
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concerned about his future, I guess. I've always 
felt that in terms of helping kids you've always 
got to be trying something new because as long as 
you are trying something you haven't lost. I 
mean you still have something to see if it is 
going to work. I mean that is true of everything 
in life. 

Sally described feeling "lost" or "overwhelmed" if she was 

not actively involved in trying something that might help 

her son. All of the participants described feeling, at 

times, hopeless or overwhelmed with their child but, with 

the exception of Jesus, they spoke about it in the past 

tense. Even though Jesus expressed hopelessness, he still 

continued to try different strategies to help his son. All 

of the participants exhibited behavior that demonstrated 

that they believed it was important to keep trying. They 

felt more successful as parents and hopeful about the 

future when they were working on strategies to benefit 

their children. Like Sally, if they didn't know what 

strategy to try there would be a time while they worked out 

a plan that they might feel "lost" or "overwhelmed" or 

"hopeless". Carol described her perceptions: 

I think I'm always working things out in my head. 
Like what to do with this kiddo or that kiddo. 
If I can't come up with something that I think 
will work, then I feel depressed. And that sad 
feeling goes away when I've settled on an idea to 
try. I think it's really important to convey an 
attitude to your child that he will figure it out 
and that you will help him and not to give up. 
I've honestly thought about giving up but I truly 
know that would be an awful place to be...they 
would be way worse off if I gave up. You know, I 
can see that when I give up or get frustrated 
with them, then they have no hope at all. 
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Something happens to them if I lose it, they stop 
believing they will make it. I've always been 
the one to believe in them even when they didn't 
believe in themselves. I think the alternative 
to trying is not worth considering. Don't ever 
give up on a kidi You have to keep trying I 

So, although they worried about the future, the 

participants continued to try strategies. They shared that 

they wanted their child to be successful and they felt less 

hopeless or worried about the future when they were working 

on strategies to benefit their child. They also reported 

that they would not or could not ever "give up" on their 

child. 

Maintaining a Long Term Perspective 

The idea of not looking at each event and to focus on 

the long term perspective seemed to be an important 

strategy employed by the participants. They applied this 

strategy to many areas of their lives including their 

child's educational experiences. Sally said: 

You're in it for the long run, until your kids 
are eighteen. So, when they're twelve and they do 
poorly in one test, it is just one test. It's 
just one event. And yet, if you're living in it 
and not looking at the long term you can go up 
and down with the ups and downs of life. 

Carol added: 

I try to remind myself to let up a little because 
this one event is not the end of the world. I 
have an added benefit of watching Sean really 
mess up his life and, despite what everyone said 
or believed, he has matured and gotten his life 
together. So, when I deal with Kristen and 
Jamie, it's easier for me to think long term. I 
still get scared but I talk myself through it. 
Boy, I didn't do this when they were younger. I 
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used to get scared about everything and I worried 
constantly about what would happen to them. That 
still happens but not as much. 

Sally and Carol excerpts illustrated the strategy 

participants used to think about their child's mistakes and 

development over the long term of the child's life. They 

reported that this perspective helped them to deal more 

effectively with their child and their mistakes. 

Possessing a Disability Perspective 

When faced with the many challenges of parenting a 

child with ADHD, participants developed strategies to deal 

with the high levels of behavioral needs their child 

exhibited. They reported that they continually reminded 

themselves that the behavior was something their child was 

not always able to control. Vanessa explained: 

There are times when I feel like ity brains are 
going to explode and there are others when I 
remember that Wayne's behavior is beyond his 
control. This may sound stupid but it has a 
calming effect on me. At those times when I feel 
like I'm about to explode, I think about how 
Wayne's disabilities are beyond his control and 
he doesn't like being this way. I also like to 
think about how his disabilities contribute to me 
as a human being. That this is my opportunity to 
be a master practicing. 

Paula added: 

I try to forestall it^ anger by looking at most 
behavior as a demonstration of Kevin's emotional 
or intellectual growth. If I look at it that way 
I am usually more amused than angry. Then, if 
this behavior is still unacceptable, I can deal 
with it calmly. 

Kevin is somewhat immature for his age so I figure 
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that I can't predict all of his developmental 
steps on a calendar. But he's going to go through 
all the stages sometime. I doubt that I've seen 
anything that other kids don't do, except for the 
rebound behaviors. I just see more of them and 
they're grander is scope. 

Carol explained: 

I think about Sean being nineteen and remind 
rr^self that developmentally, he's probably really 
seventeen. That helps me to be patient with some 
of his reactions to things and when I'm talking 
to him about something he wants to do or have. I 
know he's approaching adulthood and I worry that 
others, like in the job market, will see him as 
immature but I think and hope eventually it'll 
even out. 

Heather viewed her son's behavior in a similar manner: 

Unfortunately, I used to believe that he did half 
of the stuff he did just to see if he could ruin 
my day and it led me to be very punitive, angry, 
and resentful and it led John to believe that he 
was bad. Now I know that it's not deliberate and 
he couldn't help himself, and he and I both know 
he's a good person who sometimes does things we 
both don't like. The less you take it 
personally, the easier it will be to get 
effective help or to be effective yourself. 

The participants developed a method of self-talk that 

included reminding themselves that their child's behavior 

was often beyond his or her control and part of their 

disability. They also thought about their child from a 

developmental perspective and reminded themselves that 

their child lagged behind his or her peers. This self-talk 

allowed them to revise their behavioral expectations and to 

remain calm when their child was out of control. They 

viewed this strategy as very helpful to them as parents. 
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They also made a distinction between the idea that this 

strategy helped them to remain calm so they could deal with 

the behavior and the idea of just accepting the child's 

behavior because it was part of their disability. 

Taking One Dav at a Time 

Participants adopted a strategy of taking one day at a 

time. This included just getting through one more day and 

the idea that each day they should start fresh. The idea 

of just taking it step by step was presented by Scott: 

I think we do the best we can and just have to 
take one day at a time. I think I have improved 
somewhat over the years and am trying my best to 
deal with the problems on a daily basis. When I 
pray, I just let go of what happened yesterday 
and start each day fresh. If not, I would be so 
overburdened I wouldn't be able to handle it all. 

Vanessa shared: 

Sometimes I just think about getting through the 
evening. I tell myself to stay calm and there's 
only 2 more hours to bedtime. 

Carol mentioned her strategy for getting from day to day: 

I know that sometimes when I get in bed at night 
and think about my day and it seemed to be an 
awful day that usually tomorrow is always better. 
So, sometimes I just think about getting through a 
morning or an afternoon or just get through this 
tantrum and it will be better. I also try to 
forget about yesterday's mistakes and start out 
fresh otherwise it all builds up too fast and I 
have more trouble facing the day. 

Taking one day at a time seemed to be a strategy that 

helped participants to manage their interactions with their 

child with ADHD. Included in this strategy was the concept 
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that it was necessary for them to forget about the events 

of yesterday and begin anew. Carol explained that if she 

remembered all of the past mistakes then it was difficult 

to deal with the challenges of the new day. Also evident 

was the idea that sometimes the participants had to break 

the day into an even smaller time span, like a morning or 

afternoon, or even two or three hours to get beyond a 

difficult time. 

In summary, participants believed it was important to 

focus on the positive aspects of their child's personality. 

They made conscious decisions to ignore or confront the 

negative comments of other people. They stressed the 

unique and positive characteristics of their child and 

valued diversity. They added that it was important to 

express to the child their value through praise. Also, it 

was vital to get the child involved in activities that 

promoted their self esteem and provided opportunities to 

belong to a group. 

Participants talked about "picking their battles" 

carefully. They described a process of watching their 

children, remaining detached during unacceptable behavior, 

and requiring that the chore or work be completed, despite 

an outburst. They attempted to assess the motivation 

behind the misbehavior and then establish a consequence 

that was appropriate. Moreover, they believed their 

parenting techniques were learned from a trial and error 

process and that they did their best to not be sidetracked 

by the anger or outburst but to stay focused on the goal. 
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They also believed that it was important to remain 

actively involved in their child's life, communicate often 

and clearly, and to be a positive influence or role model 

for their children. Participants stressed the importance of 

being proactive and to anticipate situations or needs so 

they could prevent them or minimize the effects of such 

events. Another theme that prevailed was the need to put 

aside their own needs and place the needs of their children 

first. They spoke about calming down their own lives to 

minimize activities in order to conserve their own energy 

and to keep their schedules and home environment as serene 

as possible. 

It was important to the participants to continue 

trying to be effective parents and to feel that they had a 

plan to help their child. Furthermore, it was helpful to 

the participants to look at the long term and not become 

stuck in the everyday events. They also found it helpful 

to look at their child's behavior from a disability 

perspective. They discussed the need to understand that 

much of their child's behavior was not intended to be 

noncompliant or annoying. It was helpful to remind 

themselves of the developmental aspect of their child's 

maturation process and to remember that their child lagged 

behind his or her peers on a developmental continuum. 

Moreover, participants adopted a strategy of taking one day 

at a time to help them manage the frustration of dealing 

with their child's behavior. 

In addition to these attitudinal strategies. 
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participants also developed academic and personal 

strategies that they felt were successful. In the academic 

area, they were highly involved with their child's 

education. They worked on strategies at home that helped 

their child be more organized in their school work and 

helped them to complete their homework assignments. They 

provided the necessary structure at home that allowed 

adequate time for homework and provided an environment that 

was conducive for study. 

In the area of their own physical and emotional needs 

participants used strategies that were used by many people 

to relax or divert their attention from the stresses of 

daily life. In addition to typical stress reducing or 

recreational activities, they also joined support groups, 

learned calming techniques, and sought to gain knowledge 

about ADHD. Participants believed it was vital to acquire 

knowledge about ADHD and that it helped them to be more 

calm, focused, less stressed, and more capable of facing 

the challenges of parenting a child with ADHD. 

Participants observed the unique needs of their child, 

then they developed unique ways of thinking about their 

child's needs, and as a result, established unique 

strategies to meet those needs. The participants arrived at 

their current perceptions though a trial and error process 

that continually evolved over time and caused them to view 

and respond to their children in unique and creative ways. 

Even though some of the strategies they reported might be 

beneficial for parents of nondisabled children. 
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participants stressed the absolute necessity of employing 

the techniques with their child. while they developed 

their specialized attitudes and cognitive strategies, 

participants continued to engage in typical activities to 

relax or divert their attention from the stress of 

parenting. Lastly, they reported a strong drive to gather 

knowledge about ADHD and this strategy was an important one 

for the participants. 

After examining the fears and frustrations that 

participants experienced, it was evident that they were 

confronted with many stressful events on a daily basis. 

They reported underlying fears about their child's future. 

They wondered if their child would "fit" into the 

community, end up in serious trouble, or if they would 

acquire the necessary education to experience success. 

Many of the participants lived with the constant fear that 

something bad could happen at any time to their child and 

they acknowledged that their child's inability to inhibit 

their behavior had more serious consequences as they got 

older. Despite improved behavior due to the maturation 

process, their child, continued to exhibit high risk 

behavior and as their child grew older it became more 

difficult to build their self-esteem. Often, the 

adolescent's lack of self-esteem contributed to impulsive 

decisions due to their inability to resist peer pressure. 

Overall, participants made numerous modifications to 

their personal lifestyles and family routines, educated 

themselves about ADHD, communicated clearly and explicitly 
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with their child, were required to be calm and decisive 

when disciplining, relinquished their dreams and re

established more realistic ones, constantly confronted 

people who thought their child was purposefully defiant and 

that they were "bad parents", developed a variety of 

strategies in a nuinber of areas to meet their child's 

unique needs, and lastly, developed ways to engage in 

activities that maintained their emotional and physical 

stability and relieved the stress of parenting a child with 

ADHD. 

Summary and Discussion of Parent Strategies 

This section summarizes and discusses how the findings 

of this study related to the literature on disabled 

children in general and the literature on children with 

ADHD. There were some similarities and differences between 

the participants and parents of disabled children in 

general. Parent strategy issues are grouped as follows: 

a) parent views regarding academic and cognitive 

strategies, and b) parent views regarding personal 

strategies. 

Parent Views Regarding Academic and Cognitive Strategies 

Most children with ADHD also exhibit some degree of 

academic difficulties. Overall, the risk of school failure 

was two to three times greater for children with ADHD than 
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for children of equivalent intelligence without ADHD 

(Rubinstein & Brown, 1981). One of the main difficulties 

children with ADHD encountered in their regular education 

classrooms was completing assignments (Barkley, 1990). Task 

completion required the ability to: a) plan and manage 

activities within a time framework, b) systematically 

arrange objects and assignments with space for rapid 

retrieval, and c) structure approach to a task. 

Deficiencies in organization characterized children with 

ADHD and the findings in the literature were consistent 

with the participants' comments. They reported that one of 

the most important strategies they used was to help their 

child organize and complete their homework assignments. 

This included helping their child organize their backpack 

and materials, plan for long range projects, and break 

academic tasks into smaller segments. 

Little is known about the ability of children with 

ADHD to organize events in time or objects within a spatial 

context. Researchers developed two scales to determine how 

children with ADHD perceived deficits in organization, and 

whether the parents of these children would identify 

similar difficulties (Zentall, Harper, & Stormont-Spurgin, 

1993). Their findings indicated that children with ADHD 

were relatively aware that they lacked the ability to 

organize various aspects of their lives, especially in the 

area of losing things at school. They recognized that they 

had few established routines for placing objects in_ 

consistent locations, they had both spatial and temporal 
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organizational difficulties, and that the majority of their 

deficits were related to school settings. Further, parents 

of children with ADHD were less likely to report that their 

children organized their time well compared to parents of 

nondisabled children(Barkley, 1994; Zentall, Harper, & 

Stormont-Spurgin, 1993). The participants in this study 

focused their energy on developing strategies to assist 

their child in organizing and completion of school work. 

The academic areas the participants focused on with their 

children were consistent with the findings in the 

literature. 

There were some strategies reported in the literature 

where parents of disabled children advised other parents to 

take care of themselves (Bateman, 1993; Fain, 1985; 

Featherstone, 1980; Glendinning, 1983; Roberts, 1986) and 

participants' personal strategies were similar to the 

recommendations reported in the literature. However, the 

participants did report some unique cognitive strategies 

that were not found in the literature on disabled children 

in general. Participants recommended that parents should: 

a) pick their battles carefully, b) maintain a positive 

attitude, c) be proactive, d) calm their own life, 

e) continue to try, f) keep a long-term perspective, and 

g) maintain a disability perspective. The literature on 

children with ADHD was limited in regard to this topic, 

however, some strategies were interspersed throughout the 

literature (Fowler, 1990; Goldstein & Goldstein, 1992; 

Hallowell & Ratey, 1994; Hughes, 1990; Kennedy, Terdal, & 
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Fusetti, 1993). It would be important to further examine 

the area of participants' cognitive strategies co determine 

if intervention programs could be developed based on 

parents' recommendations. 
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CHAPTER V 

SCHOOL ISSUES 

This section presents participant views regarding: 

a) parent views of their child's school placement, 

transitions, and laws, b) a summary and discussion of 

parent views of their child's school placement, 

transitions, and laws, c) parent views of their feelings, 

beliefs, and strategies, and d) a summary and discussion of 

parent views of their feelings, beliefs, and strategies. 

Parent Views of Their Child's School Placement, 

Transitions, and Laws 

This section includes the school issues that deal with 

the school placement of the child, the child's transition 

from one academic level to another, and parents perceptions 

of the laws that relate to the special educational needs of 

their child with ADHD. 

School Placement 

Placement themes centered around three major issues: 

a) parent views on private versus public schools, b) parent 

views on retention, and c) parent views on the service 

delivery model provided to their child. 
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Parent Views on Private Versus Public Schools 

A significant concern for participants was che issue 

of where to send their child to school. Four of the 

participants reported changes in school placement during 

elementary and middle school years. Four changes was the 

highest number of school placement changes that were 

reported by one participant. Six of the participants 

started their children in a public school, moved to a 

private school, and then moved them back to a public 

school. The exception was Carol, who started Sean in a 

private kindergarten and then moved him to a public school 

for first grade. 

Often, the participants placed their child in a 

private school after they experienced difficulties with the 

public school only to realize that the private school 

placement also had it's limitations. For example. Heather 

placed her child in a public school, later moved him to a 

private school, and then moved him to a different private 

school when she became discontented with the previous 

placement. Three of the participants' children were in 

private schools at one time or another. At the time of 

this study, all of the children attended public middle 

schools or high schools. Of the ten children in this study 

who were diagnosed with ADHD, six received special 

education services and had Individual Educational Plans 

(lEP) (Individuals with Disabilities Education Act, 1990), 

two children were served under the Rehabilitation Act 

through Section 504 Accommodation Plans (Rehabilitation 
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Act, 1973), and two were in the process of formal 

svalviaticn to detsnriine appropriate special education 

services. 

Regardless of where the child attended school, if the 

placement was not successful, the participants reported 

that their lives were quite stressful. They also reported 

that the move, itself, was stressful for the child and the 

entire family. Their child would become upset by the move 

from one school to another and that would, in turn, upset 

the parents and family. Heather elaborated: 

One of the reasons he cried everyday in class was 
because he was afraid to remind the teachers that 
he was a little bit different. You know, the 
spelling teacher would say, "Ok, here's the 
fifteen words we're going to do today." Instead 
of, you know, realizing that well, she's not 
speaking to him and he could go up and get his 
words when she was done, he'd burst into tears 
thinking, "Oh my God, she forgot! I'm only 
supposed to do ten." Test time would come and he 
wouldn't have the answers or he wouldn't 
understand what to do. 

We'd be on the way to school and you could...I 
could watch John, the minute we left the 
house...just tense all the way to school. So, of 
course, I'd tense right along with him. And 
you'd pull into the parking lot and it would be, 
"I forgot this!" and he'd burst into tears. So, 
I'd say, "Okay, I'll go in and talk to the 
teacher with you." I'd go in and talk to the 
teacher and I'd burst into tears. You know, they 
thought they had two real basket cases and to 
their credit, they maintained and held on. 

He finally learned what was and what wasn't...but 
he still couldn't expend the energy to make 
friends or play at recess. I mean, you know, you 
just got out of the classroom where you didn't 
know you'd come out alive. Go out on the 
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playground and play basketball with ten other 
kids? I don't think sol You've got to conserve 
that energy 1 And it took six, seven weeks for it 
to come around and he finally stopped crying. 

Heather explained that moving from one school to 

another was stressful for her and John. She found that it 

took a significant amount of time and energy for John to 

adjust to the new school. Moreover, she felt that she also 

needed time and energy to adjust to the new situation and 

that she was as stressed by the move as was her son. 

Carol also moved her son, Sean, from the public school 

to a private school and expressed similar feelings as 

Heather when discussing the stress of changing school 

placements. She added that no school was a perfect 

placement and that she had to decide what her priorities 

were in regard to Sean's school placement. Once she 

established priorities, it was easier to make a decision 

and adhere to it. Carol experienced a progression of 

increasing frustration with the schools that was similar to 

other participants. She discussed her reasons for moving 

Sean: 

We just got fed up with the public school that he 
was in. It seemed like they couldn't handle his 
behavior and he seemed to be falling further and 
further behind each year. We had him tested and 
then tested some more and they said there was 
nothing wrong with him. After several years of 
tears and him not wanting to go to school, and 
major frustration and after a great deal of soul-
searching, I decided a different school was what 
he needed. At the time, I didn't know he was 
ADHD but I figured he needed a place where they 
had small classes and the people were more 
nurturing. He did very well in the private school 
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and his academic skills improved considerably. I 
had to put him back into the public schools due 
to financial constraints...otherwise, I would 
have left him. 

Heather shared her rationale of why she moved her son from 

school to school: 

Then we went to [school] and, of course, his 
teachers were like, at that point, I thought the 
gurus because they knew everything and I knew 
nothing. So, as far as administration went there, 
toward the end I was a little uncomfortable with 
some of the things that were done and said. 

Participants reported a variety of reasons for moving 

their children from one school to another. The area of 

greatest concern seemed to be that of academic issues with 

behavioral issues being the next area that participants 

discussed most frequently. Participants would move their 

children if they saw them falling behind academically or if 

they saw that their child's behavioral difficulties 

significantly interfered with their learning and the staff 

were unable to manage them. 

In summary, the issue of which school the child should 

go to was a significant one for the participants. Although 

their specific reasons varied, their concerns focused 

mainly on academic and behavioral issues. The decision and 

the act of moving their child from one school to another 

was stressful for the child and the parent. All of the 

family members needed time and energy to help the child 

adjust to a new school. Participants reported that the 

mood of the entire family was dependent upon how successful 

the school placement was for their child with ADHD. 
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Consequently, moving their child from one school to another 

was carefully thought out and all of the positive and 

negative consequences of the move were considered before a 

decision was made and implemented. 

Parent Views on Retention 

The issue of retention was present in the lives of 

many of the participants. Participants expressed 

significant frustration regarding the uncertainty of the 

decision to promote or retain their child. They felt they 

received minimal help in the decision making process since 

the school personnel also expressed uncertainty regarding 

what was best for the child. In addition, the participants 

questioned the criteria that school personnel used to 

determine whether a child should be promoted or retained. 

Heather talked about the ramifications of retention in 

Kindergarten for John: 

I think it was probably a lot harder on him than 
I ever realized. But once he left first grade 
and left to a different school, it was like 
nobody's really ever given it another thought 
from that point on. He made a fresh start at 
that point. And when he came back to , 
some of the kids he'd been in one kindergarten 
with and some with [in] the other. I think now he 
probably sees it [as] not being retained but 
being a year older than most of the other kids in 
his grade. 

I don't know that holding him back was the 
mistake, holding him back in the same school and 
with the same teacher was a mistake. If I knew 
then what I know now, he never would have started 
kindergarten when he did. I'd had him wait a 
year because being a late July boy he probably 
did need to wait the extra year. Being the 
second born and everything else, he was no more 
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ready to start kindergarten than fly to the moon, 
but I didn't know it. It was the age when he was 
supposed to start preschool and kindergarten so 
that's what he did. 

Heather discussed issues that many of the participants were 

concerned about when they talked about retention. There 

was a general feeling of being unsure that retention was 

appropriate for their child but they were unaware of a 

better solution. Moreover, the participants reported that, 

at times, the educational staff were also unsure of the 

best placement for their child. Heather explained: 

The Principal that was there when John was 
preschool through first grade was a lovely woman. 
About 55, an ex-nun, and I don't know how much 
educational background she had. And she 
genuinely in her heart thought that repeating 
kindergarten was the best for John. When I said, 
"I'm going to have to take him out that this 
isn't going to work.", she was all for me taking 
him out because she didn't know what to do with 
him and she didn't know what to tell her teachers 
to do with him. 

There were messages to the participants from the school 

staff that if their child was "bright" they should not be 

retained. Sally talked about her experiences with Tony and 

the issue of retention: 

So then he went to kindergarten. He did have the 
Ritalin and it made him a little better as far as 
being able to do the work. You know, his 
handwriting was bad. He couldn't read. I mean, 
he was having a difficult time and, yet, they 
thought he should go into first grade. Well, of 
course, reading is not a requirement to go into 
first grade but I guess they felt that he was 
adept enough to go into first grade even though 
there was a developmental first [grade]. Well, 
at that time, I was thrilled that they wanted him 
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to go to first grade because I thought maybe he 
was...had some sort of mental problem, you know, 
where he wasn't going to be able to do the work. 
I wasn't sure he was going to be able to keep up 
with his class so I thought, "Well, great, 
especially with iry friends who got into first 
grade, great!" 

So then he was in first garde and I thought, 
"Gee, he just isn't doing that well. I would 
just really...it would be great if he had an 
extra year." So I talked to the principal about 
his repeating first grade and she said, "No, no, 
he's too good a student." 

In any case, he went on to second grade. But 
even though he was reading really well, I just 
had the feeling that he was a little bit immature 
for his class. And it just seemed like, gee, 
wouldn't it be great if he were in the first 
grade. So, again, I went to the principal, who 
we had already moved to the district that we 
thought was the very best, to the very best 
school, so this was probably one of the most 
knowledgeable people in the city and you know, 
she said, "No, he's doing well. He should say in 
this class." But I just had this feeling that he 
shouldn't. So finally, ultimately above her 
objections in a way that was very difficult for 
Tony because, you know, he was already in the 
second grade. He was just terribly embarrassed. 
It was probably the most difficult thing that we 
ever did. But anyway, he repeated second grade. 

Carol discussed her decision to retain Sean when he was in 

first grade: 

We had Sean in a private school for his 
kindergarten year and it wasn't going well so we 
moved him into the public school in first grade. 
Well, he didn't know his alphabet and so couldn't 
read like the rest of the kids in his class. He 
was small for his age and just really immature. 
He talked late. He wet the bed for years. But, he 
was bright and interested in all kinds of 
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different things and he could ask good questions 
and you could see he was processing information. 
An>",-,'ay, I asked the teacher if she didn'c think it 
would benefit him to stay back in first grade one 
more year. He was a summer baby and I thought 
developmentally, it would help him all the way 
around. She said no that he was too smart for 
that. 

Well, he got further behind in second grade and I 
thought about it again. They convinced me that it 
was fine and that he was smart. I was reassured 
by their comments and glad to hear that they 
considered him smart. He was my first born and I 
really didn't know what I was doing...even though 
I'm an educator. 

To this day, I regret that I didn't hold him back. 
He was always behind academically and 
developmentally and never was able to catch up. I 
hired a tutor for years to help him. To this day, 
he struggles with academics, reading, writing and 
this inability to succeed in academic work affects 
his whole life in terms of choices that he has now 
for higher education and work. Not to mention the 
devastating effect on his self-esteem. If I'd one 
thing to do over in my life with iiiy children, 
holding him back would have been it! 

Jamie's one of the older kids in his class and 
boy, it's made a world of difference for him. He's 
like his older brother in so many ways but in the 
area of school, he does so much better. I think 
it is a combination of earlier treatment and the 
added months to mature that he had. 

In five of the seven participant's families, retention 

was a significant issue for their child with ADHD. It was 

a difficult decision to make and required careful 

consideration. Participants were concerned about their 

child's reaction and it's effect upon their child's self-

esteem over the short and long term. When asked about 



305 

Tony's reactions to being retained, Sally responded: 

Oh gosh, he has this very poignant thing that he 
wrote for a teacher that about the worst thing 
that ever happened to him and it was that. But 
now, no now, he's really glad that it happened. 
He loves his class. He has terrific friends. He 
understands that this is something that has helped 
his studies. People don't look at him and say, 
"Well, gee, you're weird because you stayed back." 

He's a good student so they can't say you stayed 
back because you were a bad student. So, I just 
think he understands a lot more and his teachers 
have been very accepting and he has some good 
friends so it's worked out very well. Took about 
a year, it was just...oh, it was the hardest thing 
we did. 

Sally also discussed her feelings regarding retention: 

Well, I just felt awful... forcing him to do 
something that he really didn't want to do. I 
mean, he would be in tears. He said, "Please 
change your mind." You know, oh, it was just 
very very difficult... 

...you know, just gradually he felt better about 
it and it worked out. But, I just wouldn't want 
to go through that again. Well, I couldn't. I 
mean, he just barely scraped through after second 
grade. When kids get to be a certain age you 
just cannot do that to them. That's why you need 
to do it [in a]developmental first [grade]or 
first grade. 

It was so hard. Well, of course, it breaks your 
heart even more if you had waited and couldn't do 
it and knew that it was the right thing. That's 
what really would have broken ir^ heart. Because 
I knew it was the right thing and it has been the 
right thing. I think it's been the one thing 
that I've done that I'm most sure of and I feel 
best about because it made such a difference. I 
mean, he went from just being, you know, of being 
very scared of whether he could fit in and do the 
work to just being confident. Just the idea of 
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being able to do the work and then, you know, his 
behavior was gradually getting better, just 
allowed him to get on top of his class. 

In summary, the participants discussed how difficult 

the issue of retention was for their child in terms of 

self-esteem, for themselves, and for the family. Heather, 

Sally, and Carol discussed their children's developmental 

immaturity when compared to their peers. Heather and Carol 

attributed some of the immaturity to the lateness in the 

year of their sons' birthdays. All three mothers felt they 

should have retained their sons. Although Heather and 

Sally did make the decision to retain their sons, they said 

it was one of the most difficult decisions they ever made, 

however, they were pleased with the outcome. 

Sally made the decision to retain Tony contrary to the 

school's recommendations. Conversely, Carol followed her 

school's recommendations and allowed Sean to progress to 

second grade. In retrospect, Carol profoundly regretted 

her decision and believed that it was one of the biggest 

mistakes she made in regard to Sean's education. Her view 

was that allowing him to continue to the next grade 

negatively impacted Sean's acquisition of academic skills 

and, eventually, his post secondary education and career 

choices. 

The participants believed that one of the reasons the 

decision was so difficult for them was because they 

realized that the school staff was uncertain regarding the 

decision and they wanted to make the "best" decision for 
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their child. The participants presented several points for 

reflection. One poinc was the age of the child and the 

participants believed the birthday month was an important 

criteria in the decision of whether to retain a child. 

Their premise was that the later the child's birthday 

occurred in the school year the more successful they were 

in school. They believed that consideration of retention 

for the child with ADHD was more of a developmental issue 

than a cognitive issue. Teachers and principals often 

reassured the participants that their child was bright and, 

therefore, should not be retained. The participants 

believed the issue was more complex and that cognitive 

ability should not be the primary criteria for retaining a 

child with ADHD. They felt it was the developmental and 

social issues that caused their child to falter in their 

academic progress and that an additional year would allow 

further development in those areas. They added that 

parents should follow their "gut feeling" and not be 

sidetracked by well meaning teachers or administrators. 

Furthermore, if a parent decided to retain their 

child, participants thought that it should be done by 

kindergarten or, at the latest, by first grade. Although 

it was a heart wrenching decision to retain their child. 

Participants felt their child was happier and more 

successful. Heather and Sally spoke eloquently about how 

difficult it was to make the decision but they expressed 

happiness and relief that their decisions to retain their 

sons "worked out well". 
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Parent Views on the Service Delivery Model Provided co the 

Child 

If their child was receiving special education 

services, the participants discussed how those services 

were provided to their child. They were concerned about 

their child leaving the regular classroom to go to the 

resource room. They had concerns about what the child 

would miss from the regular classroom and that there were 

some problems with coordinating the coming and going of the 

child. Also they worried about how their child would feel 

about being taken out of their regular class. Paula 

commented on the resource room experience when Kevin was 

pulled out for reading and writing: 

Well, they would take him out and put him in a 
special class for reading and writing and so he 
would not be part of the regular classroom for 
that and he would go to this special education or 
learning resource room for those classes 
everyday. 

Well, there's always that twist where, you know, 
how is he going to feel being pulled out, yet, I 
thought that having that more three on one type 
of classroom could be good for him. To really 
learn and get some fundamental skills down. 
Especially for starting learning how to read 
where you had no fundamental skills at all. 

When asked about her perceptions Paula said: 

Oh, I don't know...I don't recall first grade 
being that good. I don't recall any of them being 
that good. He seemed to do okay but Kevin was 
always very concerned. I mean he would be 
reminding the teacher, "I'm supposed to go to my 
class now." or he'd miss things in the other class 
and wasn't knowing what was going on. So, I think 
there was a lot of extra stress on him to keep in 
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touch with what was going on. What he missed. 
What he didn't miss and what was happening. He 
seemed to do well in those classrooms as far as 
the small group with the more remedial style of 
reading and writing. 

Carol discussed Jamie's experience in a resource room: 

I have to tell you this is such a surprise to me. 
Here I am a resource teacher for my entire career 
and then when I'm faced with the question of 
whether to pull Jamie out of regular classes for 
resource room I have all these concerns. Like how 
would he feel about it? What would he miss while 
he was out of the room? 

That was in sixth grade and I think overall it 
was good for him because he improved his skills. 
I was sort of resistive to it at first, kind of 
tentative about if it was a good idea. Then, in 
seventh grade they used the model of the resource 
teacher going into the child's classroom and I 
was sort of worrying that it wouldn't be as good 
as him leaving the room. Go figure! 

I guess, basically, you don't really have a 
choice. The elementary school said, you know, 
this is how we do it. The Junior high school 
told me, "This is the way we do it". They each 
had their reasons but I wonder what they would've 
done if I hadn't gone along with it. 

Carol and Paula were concerned about several aspects 

of how services were delivered to their child. Paula spoke 

about Kevin's self-esteem and how he might feel being 

pulled out of his regular class but she liked the small 

teacher to student ratio and felt that it helped Kevin. 

She expressed concern that Kevin worried about remembering 

to go and frequently reminded his teacher. She was also 

concerned about what he missed when he was out of the 

regular classroom. Overall, she felt being pulled out and 
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going to a resource room added more stress to his school 

day. 

Carol had similar concerns as Paula but added that, 

for the first time, she saw the issue from the parent's 

perspective and her concern about him being pulled out for 

resource help surprised her. Despite her initial 

misgivings, she reported that she did appreciate that 

Jamie's skills improved while he was in the resource room. 

Finally, Carol reported her concern that she did not have a 

choice over which service delivery model Jamie received 

special education services under as the schools made the 

decision without parent input. None of the participants 

reported having an option regarding the type of service 

delivery their child received. 

Overall, participants were concerned with three areas 

when they considered school placements: a) parent views on 

private school versus public school placement, b) parent 

views on retention, and c) parent views on the type of 

special education services that were delivered to their 

child. Participants changed school placements for reasons 

that revolved around academic and behavioral concerns. They 

admitted that changing schools was stressful for the child, 

for them, and for the entire family. 

The issue of retention was viewed from the perspective 

of the child's self-esteem, developmental progress, and 

time of year when the child was born. Participants 

believed that school personnel focused mainly on the 

child's cognitive development and made the decision to 
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promote a student primarily from that viewpoint. They felt 

that the issue of developmental maturity was far more 

important to consider for a child with ADHD. Participants 

believed that developmental maturity was the most 

significant criteria since it influenced their child's 

ability to acquire academic skills and caused the most 

difficulty in later years. Furthermore, they thought that 

retention should not be a viable option after first grade. 

In retrospect, the two participants who retained their 

sons, were glad they made the decision and the participant 

who did not retain her son continued to regret that 

decision. 

The final issue regarding school placement centered 

around the type of services that were provided to special 

education students. Participants spoke about the 

differences in services and about the concerns they had 

with the resource model versus the integrated model. They 

worried about what the child would miss in their regular 

education curriculum when they were in the resource room 

and about how the child would feel being removed from his 

peers to go to a "special" room. However, they liked the 

small teacher to student ratio in the resource room and 

reported that they thought their child's skills had 

improved while they were in the resource room. Finally, 

they perceived that they did not have a great deal of 

choice over which kind of services their child received due 

to the fact that the schools did not present options for 

service delivery. Participants believed they had the 
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option of whether to accept or reject the special education 

services but the choice between the resource room or 

integrated services was not a option. 

Transitions 

Transition themes centered around parent views 

regarding the major changes that occurred when the child 

moved from elementary school to middle school and from 

middle school to high school. 

Parent Views Regarding Manor Changes 

Participants discussed their concerns regarding their 

child's transition from one level to another in terms of 

teachers attitudes, parental involvement, and the increased 

difficulty of academic assignments and social demands. When 

reflecting on the change in John's placement. Heather 

talked about her perceptions of changing from elementary 

school to middle school: 

Sixth grade was a very very tense year. Because 
everything was new. Every time something 
different would happen it was very very 
traumatic. Thank God I did it when I did! I 
mean of all the years, at least, sixth grade we 
knew that we could still catch up in junior high 
and get things going. If I had switched him in 
junior high, I don't think it would have worked. 

The reason was the teachers were not quite as 
understanding. Simply because you're in junior 
high now and we're getting you ready for high 
school. You know, just the mentality of the 
teachers and the way to deal with the children. 
The course work was a lot more difficult. He 
would have had a lot harder time catching up with 
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it. It was different. The expectations were 
higher and what the kids were doing and that sort 
of thing. 

Paula discussed her view of the differences when Kevin 

moved from elementary to middle school: 

As he goes higher and higher grade levels I have 
less and less involvement in what's going on, I 
mean, where at elementary school they always want 
you to come in and be a part of the classroom. 
And so last year you're not even involved in that 
part of the classroom so I don't know what's 
going on. I see the papers he brings home and 
it's highly technical information that a lot of 
it I would have difficulty with, not difficulty 
with, but I would really have to focus in, read, 
and understand what is going on and I don't think 
he really understands a lot of what's happened 
and tliey just kind of let him go along. 

Paula pointed out that the work beceime more difficult for 

Kevin and that she was less involved with his teachers and 

with the activities that occurred in school than the 

previous years. Vanessa added her thoughts from an 

organizational perspective: 

You know, I'm wondering about organizational 
skills and the priority that many of our middle 
schools seem to put on them. When Wayne was in 
the sixth grade, the teachers put a huge emphasis 
on being organized and tracking their assignments 
and grades and all that and it had to be done 
just the way the teachers wanted it and then the 
organization stuff got handed in to individual 
teachers and got graded, as well. Wayne failed 
all that stuff miserably. Hands down! He just 
couldn't track all that stuff. He gave up even 
trying! 

In retrospect, it seems like the teachers ought 
to have alternative plans if their goal is really 
to teach organization. If, however, it is just 
more busywork, then they have that down really 
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well. My information from teachers and parents 
and kids is that this particular attempt at 
teaching organizational skills failed miserably 
with many many sixth graders. 

In seventh grade, the teachers were less rigid 
about how individuals kept themselves organized 
and were somewhat willing to step in and lend 
advice or assistance for those who had trouble 
with organization. Wayne washed out of that as 
well even though there seemed to be less homework 
assigned. He would usually remember to do the 
homework but rarely remembered what he did with 
it or to actually give it to the teacher. 
Teachers were not willing to ask Wayne for his 
assignments or to sign off on a daily basis in 
his assignment calendar notebook. 

Carol added her views regarding the transition from middle 

school to high school: 

Moving from middle school to high school is even 
scarier than from elementary to middle. It seems 
to me that high school teachers have an even more 
intense attitude that kids had better cut it or 
ship out. Sort of this is their last chance and 
they'll do it my way or else. Not all of them 
are like that but, boy, when you come face to 
face with one of them, it's a killer for your 
child. They are really focused on their own 
subject and area and the whole child gets lost 
along the way. 

And there are more kids in the high school. It's 
just all around a bigger place with more going on 
and more distractions for kids. You have less 
and less opportunity to monitor your child as 
they progress through the schools and they are 
just not ready for that. 

You know the really frustrating thing is that I 
just get things going at one level or school and 
things are working pretty well and it's time to 
move on. Then we have to start all over 
explaining what works best and what the child is 
like. And they kind of look at you like you're 
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nuts...not in my class! 

Heather, Paula, Vanessa, and Carol discussed their 

views regarding school transitions. They described 

differences in teacher attitudes, amount of parental 

involvement, and the increased difficulty of academic and 

social demands as their child progressed through elementary 

school to high school. It was more difficult to monitor 

their child's progress and work as they moved to higher 

levels. Teachers insinuated that parents were too 

controlling and suggested that parents "back off" and allow 

their child more independence. Conversely, the 

participants were concerned that if their child fell behind 

it would be too difficult and stressful for them to catch 

up. They preferred the proactive approach of keeping "on 

top of things" so they could immediately implement 

strategies to keep their child on target. The participants 

were concerned that they had less contact with the teachers 

as their child moved to higher grades. In lower grades, 

some of them would volunteer in their child's classroom so 

they could see for themselves how school was going for 

their child. This strategy was used minimally or not at all 

in the middle schools and high schools, so participants 

felt like they did not have a clear idea of how their child 

was progressing in the academic areas. 

Vanessa agonized over transitions from an 

organizational perspective and wished that teachers would 

teach the skills of organization instead of just evaluating 

students on these skills. To her, it seemed that teachers 
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expected students to arrive in middle or high school with 

specific organizational skills and teachers seemed unable 

to use alternative strategies to teach such skills to a 

child who needed them. Carol discussed her frustration 

with transitions from the perspective that when the child 

moved from one level to another there was an new set of 

staff to work with and it was difficult to start over and 

teach them about her child and to establish a positive 

collaborative relationship. 

Laws 

Participants briefly discussed the laws and their 

comments focused on three central areas: a) interpretation 

and compliance of the law, b) limited knowledge of the law, 

and c) use of the law. 

Interpretation and Compliance of the Law 

First, the participants discussed how differences in 

geographic location affected school districts 

interpretation of the law. Even in similar geographic 

regions each school district interpreted the law 

differently. Second, the classification system for special 

education worked against disabled children because the 

child had to fail before they qualified for services. 

Vanessa discussed her views of how each school district 

interpreted the law differently: 

So many of us have gone through the pain of being 
told there was no "right" educational environment 
available to our children. Our kids get tossed 
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into classes that are inappropriate or have to 
medicate to have our kids fit into the only-
environment available. It is a sad state of 
affairs. My wish would be that it was the law of 
the land that all kids specifically diagnosed 
with ADHD be entitled to very specific services. 

It seems that each individual school district 
interprets the policies of the federal government 
and their own state government laws then come 
into play and then the local school district 
throws in a few hardballs, and you usually end up 
with a mess. Endless lEP's and 504's and testing 
and disciplinary consequences for the child's 
behavior that just seems to reinforce their 
behavioral disordered class as a necessity. I 
think that if we had federal laws that 
specifically applied to our situation, it would 
help t remendously. 

Third, many school districts did not have policies or 

procedures established that were in compliance with the 

federal laws. Carol elaborated: 

For Sean, no one had heard of ADHD and when we 
finally figured it out, then no one knew what to 
do so they pretty much did nothing. We heard a 
lot of "Well, you need to take him to a doctor." 
and we did what they asked but then they still 
didn't implement any strategies to help him in 
school. They never held a 504 meeting or 
anything to help plan. He was already in trouble 
by the time they started to figure out what to do 
for him and to hold official meetings. 

While this was going on for Sean in his high 
school, in Jamie's elementary school they were 
concerned about him and we did have meetings to 
figure out what to do. The elementary teachers 
seemed more open to adapting the environment to 
help him. 

Then, when Kristen hit high school, boy, I got an 
official letter explaining the meeting and a 
phone call to set it up. So, I can see how things 
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have improved in the last few years, but you 
know, the law is over twenty years old. How come 
it took them so long to begin? 

Carol's excerpt illustrated that even within a school 

district procedures varied and improved over time. When 

Scott was asked about his perceptions of the laws that 

applied to children with ADHD, he said: 

I think the laws are good, but since the 
condition varies so much among the different 
levels of ADHD, I think that I'm fortunate that 
Tim seems to have a mild ADHD condition. Even 
with the laws, it seems there are a lot of 
people, teachers who are supposed to comply who 
choose what they will accept and what they will 
ignore in the law. 

Scott believed that teachers greatly influenced the 

implementation of the lEP (Individuals with Disabilities 

Education Act), or 504 Accommodation Plan (Rehabilitation 

Act, 1973). Scott believed that in addition to the 

differences in compliance with the law between geographic 

locations, the differences between school districts, and 

the differences between schools within the same districts, 

there were also differences in individual teachers' 

compliance with the law. 

Heather shared her views of the differences she found 

between private and public schools: 

Well, you know, in the public school system if 
you go in and say, "My kid qualifies for this." 
and they have to, you know, make accommodations, 
whatever they may be and like I say, I haven't 
been there yet so I'm not real sure. But 
legally, [private school] gets their money 
from tuition. They didn't have to let John be in 
that school. They did not have to make the 
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accommodations. There really legally was no 
recourse for me to go back and say the law says 
you have to do this because I was in a private 
situation. 

Finally, participants discussed how the classification 

system for receiving special education services worked 

against children who were classified as disabled. Paula 

said: 

The reality is that the classification process 
works against our children almost every time. 
First, to qualify as cognitively disabled or LD, 
a child usually has to be at least two grade 
levels behind his actual placement. That means 
that a child can't even qualify until at least 
second or third grade. 

Why should a child be expected to struggle along 
and fail in order to get help? For a lot of 
kids, by the time help arrives it is too late or 
their experience with school has been so negative 
that they have given up! 

In summary, participants discussed several themes 

regarding the law: a) school personnel in different 

geographic regions interpreted the law differently, 

b) school districts often varied within the district in 

their interpretation and implementation of the law, 

c) there were differences in the manner of implementation 

between private and public schools, and d) children had to 

fail before they were eligible for special education 

services. 

Knowledqg thg Lew 

With the exception of Carol, who was a special 

education teacher in a public school, the participants 
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believed they lacked knowledge regarding the special 

education laws. Two ma^or themes emerged: a) participants 

knew the laws existed but were not knowledgeable about them 

because they had not used them to obtain services, and b) 

some participants used an advocate or tutor to assist them 

in obtaining more intensive services from the public 

schools. When asked if she was familiar with the laws that 

pertained to children with ADHD, Heather said: 

I know they exist and I probably have all the 
booklets at home but I've never followed up on 
them, to be honest with you. I rely too much on 

[tutor] to tell me that this is the law 
that we can follow if we have to. And like I 
say, in rry case it seems like we've gotten 
farther saying, "I'll do this for you if you do 
this for me." Instead of going in and, you know, 
I've since found that [school] does get 
some federal money. I could have really bullied 
itry way but these people I knew, and knew I could 
work with by saying, "Let's share the work 
here.", instead of going in and saying, "I'm 
going to sue you if you don't do this for ny 
child." That's not really my style to begin 
with. 

I do know there are other mothers out there who 
are more involved with finding out what the laws 
are so they continue on with their kid. And 

[tutor]did have a set of laws that I needed 
to look over and follow up if they did not take 
him in the program at [school] and we would 
have followed through then. And I would have 
educated myself better about it. I think I 
relied on [tutor] too much. I probably 
should have done a lot more research on my own 
instead of just going to her and saying, "Explain 
to me what this is." She was a crutch for me as 
much as for John. 

In summary, with the exception of Carol, the 
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participants were aware that there were laws that protected 

the rights of their children but had not used the laws so 

were not knowledgeable about them. They also used an 

advocate or tutor when they needed more intensive services 

from their child's school. 

Use of the Law 

Participants' caveat in this area was that parents 

should use the law only as a last resort to obtain services 

for their child. There was a feeling that they were not 

knowledgeable about the law and were hesitant to use it for 

fear of retaliation towards their child. Sally spoke of her 

perceptions regarding use of the law as a tool to intervene 

in unacceptable situations: 

I just learned about it through research. It's 
kind of like the incident with the field trip. I 
think it was important for me to know that the law 
would have been behind me and to know what that 
option was. But I don't know that you always need 
to exercise it in terms of the best interest of 
your child. And also, I wouldn't want to over do 
it all the time. I mean kids with ADHD are like 
kids in the general population. They are sort of 
a continuum of abilities and disabilities lets 
say. And I always think you want to go with the 
path of least intervention, if possible. 

You don't want to, from day one, send people to a 
psychiatrist and have the law behind you beating 
down the door. You want kids to be in the normal 
mainstream. And so you only inch your way toward 
legal solutions or legal assistance if you 
absolutely need to. I'd say it would have to be a 
pretty serious situation if you need it but I 
think it is very important to be there, 
position has always been that your goal is not to 
treat problems, your goal is to prevent problems. 
And if you're preventing problems, hopefully, 
you're not getting to that solution as quickly. 
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Sally stressed the importance of using the law as a last 

resort and that it was vital to establish ayre£rrisn.t 

regarding the child's educational plan in a cooperative 

manner. When asked about her perceptions of the law, Carol 

added: 

I've had parents tell me that they are afraid to 
use the law because if they cause trouble somehow 
the teachers or administrators will take it out 
even more on their child. They also don't really 
know the law. The special educators in the 
schools are the ones who know the law and use it 
and even though we are supposed to explain it to 
the parents, often they don't even know enough to 
ask the right questions. 

The participants clearly believed in cooperating with 

the school and attempting to resolve conflicts before 

involving advocates or legal personnel. Many participants 

talked about not wanting to "rock the boat" because they 

were afraid the teachers would retaliate against their 

child. Carol expressed a concern that often parents were 

not knowledgeable enough to seek out the answers that would 

assist them to advocate for their child. 

A Summary and Discussion of Parent Views of Their Child's 

School Placement, Transitions, and Laws 

Overall, in this section participants spent the 

majority of their time discussing school placement issues. 

The law was the least discussed issue. The question of 

school placement and how the school program should be 

designed was of significant concern to the participants. 



323 

In other words, participants were primarily concerned with 

finding the best school with the best program for their 

child with ADHD. More specifically, participants were 

concerned with programmatic issues, such as, whether a 

child should be retained in a grade and how special 

education services should be delivered to their child. 

There was a great deal of discussion regarding major life 

changes and the impact upon the child and family when the 

child transitioned from elementary school to middle school, 

and then on to high school. Transition times were 

difficult for the child with ADHD and their family. 

Participants acknowledged that no school placement was 

ideal for their child. They learned through experience 

that there were positive and negative aspects of each 

school placement and that, for their child with ADHD, just 

attending school was often stressful. This theme was 

espoused by other parents of children with ADHD (Fowler, 

1990). Participants explained that if school was stressful 

for their child then it was usually stressful for the 

entire family. Parents were sensitive to what was 

occurring in their child's school life because their 

child's behavior at home was affected by the stress from 

their overall environment. If school activities produced 

positive feelings then the child was relatively calm at 

home. Conversely, if there were problems at school then 

the child's home behavior was negatively affected. It 

seemed that the routines of home and family were often 

stressful enough on their own and when increased behavior 
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problems were exhibited by the child due to school 

problems, the participant sought relief. They were not 

able to tolerate for long the environmental conditions at 

home that were caused by a distraught child with ADHD. 

If participants could not intercede and remediate the 

problems at school and the child's stress exacerbated his 

behavioral symptoms, eventually, participants changed the 

child's school placement. Six of the seven participants in 

this study had changed their child's school. Some had 

switched schools several times with one participant 

changing five times from kindergarten through twelfth 

grade. In this study, the children with more than one 

disability seemed to change schools more frequently than 

those who were described by their parents as mild to 

moderate. Participants perceptions were that, often, 

neither the public nor private schools knew how to address 

the academic or behavioral issues of their children. When 

the stress of the school placement became so great that the 

participants were willing to face the stress of changing 

schools they would then begin the process. To illustrate 

her point, one participant explained that it was similar to 

getting a divorce. She dissolved her marriage when staying 

with her spouse became intolerable. Likewise, she changed 

the school placement when the current school placement 

became unbearable. 

Participants used a variety of strategies to implement 

a change in school placement. Some participants were open 

and direct with the school personnel about their concerns. 
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Others, tried to collaborate quietly and respectfully. In 

terms of being successful, none of the participants 

advocated one technique for approaching the school 

personnel over another. They usually moved their child at 

the point where they perceived that further time and 

attention to the problems in school would not bring relief. 

They did however, reiterate the importance of persistence. 

Participants were unconcerned about whether a parent was 

assertive or quietly persistent. They perceived that the 

vital behavior characteristic was the attitude of being 

persistent. They recognized that it required a significant 

amount of energy and stamina from a parent to maintain. 

Changing school placement was a traumatic event for the 

child and his family, consequently, it was a carefully 

considered decision. The participants tried various 

strategies and attempted to collaborate with school 

personnel before they changed school. 

Carol effected the most changes in school placements 

for her oldest son. She changed Sean's school placement 

five times, Kristen's twice, and Jamie's twice. 

Eventually, she came to the conclusion that no school 

district adequately educated children like hers. At that 

point, she stopped changing schools and began to advocate 

for change within her home school district. She educated 

herself about the law, sought legal assistance and began a 

three year struggle that focused on the development of 

alternative behavior plans that were eventually included in 

Sean and Jamie's IE? documents. Vanessa changed Wayne's 
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school placement four times. Jesus changed schools for 

Josue two cimes and Monique once. Heacher changed school 

placements for John three times. Paula and Sally changed 

their sons' school placement one time but their sons' 

academic difficulties were not severe in nature. Scott 

reported that he had never changed Tim's school placement 

since his issues were primarily academic and mild to 

moderate in nature. 

Josue had severe behavior problems and Jesus was 

extremely frustrated with the number of referrals and 

suspensions that his son had experienced. Although, he had 

been experiencing behavior difficulties with Josue for some 

time, Jesus was inexperienced and not knowledgeable about 

special education requirements and his role in the process. 

Jesus was also struggling with many of the identification 

issues that parents of disabled children face when they 

first hear of the diagnosis (Austin, 1990; Featherstone, 

1980; Fowler, 1990; Glendenning, 1983; Moses, 1985). When 

reading his transcripts there was a frequent sense of 

hopelessness conveyed that was seldom evident in the 

transcripts of the other participants. However all of the 

participants experienced moments of profound hopelessness 

and shared reflections of their feelings during those 

times. 

Jesus was just beginning the journey from initial 

diagnosis to becoming an experienced parent of a child with 

ADHD. He had not progressed through some of the significant 

grief issues to arrive at an emotional state characterized 
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by an inner sense of empowerment {Moses, 1985). The sense 

of siTipowSi.iii£nt was evident/ in varyiny decrees, throuyhout 

the transcripts of the other participants. Their sense of 

empowerment was communicated in several ways: a) through 

their recognition and thoughtful discussion of the issues 

of raising a child with ADHD, b) through their 

metacognitive reflections of their own behavior and the 

behavior of those around them, c) through their description 

of the different strategies they developed to deal with the 

difficulties they encountered, and d) through their 

insights regarding how school personnel could improve 

educational programs so the programs were more responsive 

to the academic and social needs of their child. 

The participants had programmatic concerns related to 

school placement that focused on retention and transitions 

from elementary school to high school. Generally, their 

discussions focused on emotional issues, cognitive issues, 

and process oriented issues. Emotional issues were issues 

that revolved around participant's feelings regarding 

transitions. Cognitive issues were issues that focused on 

the facts regarding retention such as a description of the 

program or their child's strengths and weaknesses. Process 

oriented issues focused on issues regarding how the 

decision of retention was made and participants' perception 

of the process. Of the seven participants four had 

confronted the issue of retention. This was consistent 

with the literature that indicated that over half of the 

children with ADHD experienced school failure or were 
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retained in at least one grade by adolescence {Barkley, et 

al., 1990; Brown i Borden, 1986; Minde, et al., 1971). 

Further, children with ADHD in the regular classroom faced 

a failure risk that was two to three times greater than 

that faced by nondisabled children of equal intelligence 

(Rubinstein & Brown, 1981). Consequently, it is not 

surprising that over half of the participants were 

confronted with the dilemma of whether to retain their 

child. 

Participants discussed the criteria that were used to 

determine whether their child should be retained. Some 

school personnel indicated that because a child was 

"bright" they should be allowed to progress to the next 

grade level. In retrospect, participants felt that the 

characteristic of intelligence should not be the primary 

determiner for retention and that the issue of the child's 

developmental maturation was significantly more important. 

Some admitted that they were so relieved to hear that 

school personnel thought their child was "bright" that they 

were swayed by the argument even though they had nagging 

doubts about their child's abilities when they considered 

their overall development. 

Those who did allow or persuaded the school to retain 

their child expressed satisfaction with their decision. 

Some retained their child despite school personnel's strong 

recommendations to the contrary. Carol, however, followed 

the advice of Sean's first grade teacher and did not retain 

him. She discussed her feelings of profound regret and the 
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negative impact the decision had upon Sean's life. Since 
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she held them partially responsible for persuading her to 

promote him to the next grade level contrary to her "gut 

level" feeling that he should be retained. 

It is crucial that school personnel understand the 

feelings of guilt that parents assxome when they make a 

decision that, in retrospect, they believe was wrong. 

Furthermore, parents of children with disabilities seemed 

to experience more guilt than parents of children without 

disabilities (Breslau & Davis, 1986; Bristol & Schopler, 

1984; La Horde & Seligman, 1983). Therefore, it is vital 

that school personnel understand the impact their 

recommendations have upon parents who must make important 

decisions on behalf of their child. Some parents like 

Carol, hold school personnel accountable for their part in 

the decision, consequently, it is important to recognize 

and validate a parent's feelings and to be aware that if 

those feelings remain unresolved they may interfere with 

future collaboration efforts. 

Research (Miles & Demi, 1986) , and clinical 

observations (Nixon, 1989) identified three types of self-

blame or guilt related to parents of children with 

disabilities. They were; causation grief, parental role 

grief, and moral guilt (Nixon, 1993). Causation guilt was 

related to the parents' belief that they contributed to 

their child's disability in some way. Parental role guilt 

was related to the parental belief that the parent had 
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failed to live up to self-expectations and societal 

expectations in theii" irole as pairent. Moiral guilt was 

related to the parents' belief that the child's disability-

was punishment or retribution for violating a moral, 

ethical, or religious standard. 

Carol's guilt about the mistake she made when she did 

not retain Sean in first grade was a classic example of 

parental role guilt. Moreover, Carol said that she was not 

always aware when an old issue was interfering with new 

issues and was the cause of her grief or resistance to an 

idea. The literature substantiated Carol's response and 

indicated that management of loss was a lifelong experience 

and that grief-related responses reemerge from time to time 

throughout life for most families. Furthermore, recycled 

responses were often stimulated by transitions in the life 

of the child (Powers, 1993). 

The transition from elementary school to middle school 

and from middle school to high school presented the 

participants with renewed grief issues and feelings of 

fear. They reported feelings of trepidation due to the 

following: a) they would have less involvement in 

monitoring their child's program, b) they would have to 

help their child confront the increased demands of academic 

quality and social interactions, c) they would most likely 

have increased stress in family interactions, d) they 

perceived high school teachers as having an inflexible 

attitude that their child must "fit" into the norm and meet 

previously established standards, and e) they had to 
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communicate with an entirely new set of school personnel. 

School personnel need to be aware of parental concerns and 

focus on parental feelings and issues during meetings to 

program for the child with ADHD during times of transition. 

Participants developed two cognitive strategies over 

the years: a) being proactive when advocating for their 

child, and b) being intensely involved in all aspects of 

their child's education. They were not able to implement 

either strategy as efficiently when the child progressed to 

higher academic levels since parental involvement and 

monitoring traditionally decreased. Moreover, participants 

reported that teachers thought they were too involved with 

their child's school affairs and advised them to allow the 

adolescent more independence. Participants knew from past 

experiences that if their child fell behind in their school 

work, the effort of catching up might be too overwhelming 

and cause the child to give up. A frustrated child meant a 

stressful home environment and a possible rekindling of old 

frustrations which might then "deliver a severe blow" to 

their child's already fragile self-esteem. 

The area of organizational skills was often at the 

apex of the conflict between teachers, the child with ADHD, 

and the parents. Participants wanted the teachers to 

actively teach their child the required organizational 

skills and consistently monitor their progress. They 

believed that teachers expected certain organizational 

skills to be present at each grade level and, if they were 

not, then the child's knowledge was discounted and this 
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resulted in a lower grade on their academic work. 

Participants wanted teachers to acknowledge that the child 

with ADHD lagged developmentally behind their peers and 

required assistance with the study skills, especially those 

that focused on organizational skills. 

The programmatic issue of how service was delivered to 

the child was also a concern of participants. They wanted 

more input into the type of service delivery that was 

provided and were disappointed that they weren't offered 

choices regarding the kind of service delivery model 

provided to their child. Their questions and concerns 

about the resource model of service delivery primarily 

focused on their child's loss of self-esteem. A concern 

was that if they left the "regular" room, would they fall 

behind in their class work since they were missing work 

while in the resource room. In some cases, children were 

placed in resource rooms without the parents' prior 

knowledge and participants felt strongly that they should, 

at least, have the opportunity for informed consent. 

Further, they thought it would be helpful for the school 

personnel to explain the advantages and disadvantages of 

each available option and let the participants consider 

them and choose. 

Participants expressed little knowledge of the actual 

laws that supported the educational process of their child 

with ADHD. Some hired others to help them when they needed 

services for their child, and others were afraid of "making 

a fuss" for fear of a negative backlash upon their child. 
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They all believed cooperating and working together was 

paramount and was a goal for ail of them. If a parent was 

unsuccessful in getting services for their child using a 

nonthreatening approach, then participants agreed that they 

should use special education laws to help their child. 

Furthermore, they were concerned with the differences in 

interpretation of the law and implementation of the lEP and 

Accommodation Plan between geographic locations, school 

districts, schools within the same district, and teachers 

within the same school. They felt that the classroom 

teacher was the person who had the most leverage to assure 

the plans were followed. They felt that there needed to be 

more consistency in the interpretation and implementation 

of the law. 

Generally, the participants did not discuss the laws 

or their rights at length and usually only mentioned them 

in relation to the issues of school placement and 

development and implementation of goals and strategies. The 

issues of where the child went to school, how the child 

advanced to the next grade, dealing with transitions and 

the intricacies of working with each new team of teachers 

as the child moved to a higher level, and how service was 

delivered to their child were the major concerns of the 

participants in this section. 

Parent Views of Their Feelings, Beliefs, and Strategies 

This section includes the themes developed from 
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participants' perceptions of: a) parent views regarding 

their feslinys when xntsracting with school personnel, 

b) parent views regarding the beliefs about school 

personnel, and c) parent views regarding the strategies 

they used when interacting with school personnel on issues 

that they confronted daily. 

Participant Views Regarding Their Feelings When Interacting 

With School Personnel 

Parent views regarding their feelings centered around 

two major themes. The first area dealt with parent views 

of the repetitive and overlapping feelings of frustration 

and anger that they experienced. The second area dealt 

with parent views regarding the feeling of being discounted 

by school district personnel. 

Parent Views Regarding Their Feelings of Frustration and 

Anger 

Participants discussed their feelings of frustration 

and anger that centered around the following themes: 

a) their concern about their own personal struggles when 

dealing with the school issues, b) their concern over what 

their child was learning in school, c) their concern about 

the knowledge and skills of the teachers and other school 

staff, and d) their concern about teachers' comments or 

behavior. 

Participants discussed their feelings about what 
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happened to them when their child became upset. Heather 

explained: 

We'd be on the way to school and you could...I 
could watch John...the minute we left the 
house...just tense all the way to school. So, of 
course, I'd tense right along with him. And you'd 
pull into the parking lot and it would be, "I 
forgot this!" and he'd burst into tears. So I'd 
say, "Ok, I'll go in and talk to the teacher with 
you." I'd go in and talk to the teacher and I'd 
burst into tears. You know, they thought they had 
two real basket cases. And to their credit, they 
maintained and held on. 

Heather also talked about her personal feelings about 

dealing with the teacher regarding homework assignments: 

When I say I'm tired...I am tired of going in and 
trying to explain about rr^ son. By August I will 
have rejuvenated myself. Sometimes I get so angry 
with teachers. It's like, "Why can't you see 
this?", "Yeah, I know you've got 30 spelling 
tests to grade tonight, but why can't you 
understand? You're in the profession to try to 
help kids." Sometimes I think they lose sight of 
that. 

Paula talked about her feelings about her son's school 

work: 

I vacillate either from sometimes feeling sorry 
for him, apathetic toward his situation or to be 
totally frustrated with it iryself. Or I'll just 
give in and when he's doing a homework project 
end up doing most of it rtYself. Which isn't good 
but you know, I just want to get it done and have 
him have some success. 

Jesus reported his feelings about his impending meeting 

with the school: 

This has been one of the worst experiences of my 
life, and I really dread the meeting in two weeks, 
but this is iry son, he needs my help, and he needs 
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to know I'll fight for him. If other fathers can 
lift cars off their trapped children, I figure I 
can meet with the school. 

Paula discussed her feelings about having to trust that the 

teachers were doing their job. Since she wasn't able to 

directly observe Kevin's teachers, she felt it was 

imperative to trust that they were doing their job but 

admitted that she was alarmed when there were problems at 

school and was concerned about what the teachers were 

doing: 

Then in fifth grade he had a male teacher and he 
did not do well in that class. Here I thought 
that might have been good to have a guy, a man 
figure. He didn't do well in that class at all. 
And though, he never really exhibited these sort 
of behaviors at home, and supposedly at school, 
he would just sometimes get so frustrated, so 
mad, he would either, he would like slam his 
books down and leave the classroom. And the 
teacher let him do this and this was going on and 
finally I heard about it in some round about way. 
And so, I was very alarmed at the fact that he 
was having these frustration tantrums, I guess. 
And for one, that was kind of disrespectful at 
school. Yet, why, what was his teacher doing? 

And I don't know, you would think that if a child 
has problems and they're labeled and they have 
special classes they would be monitored more or 
covered more or paid more attention and that 
never seemed to happen in elementary school that 
much. And, unfortunately, especially during all 
those times I was always working full time and i 
couldn't be one of those moms who could 
participate or help out in the classroom to 
really see what was going on. 

So, I never felt like well, who am I to really 
judge them as if they're not doing their job. 
Because, I really don't know and I'm not there so 
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I have to trust that these people know what they 
are doing and I never felt that they were doing 
it up to ir^ standards but I know my standards 
could have been unrealistic. 

The participants discussed their personal feelings 

about their struggles with school personnel. Heather 

explained that when her son became upset about a school 

related issue then she, in turn, would become upset. She 

added that it was frustrating and tiring to continually 

advocate for her son's needs to school staff. Paula 

mentioned that the struggle with school work was often so 

overwhelming that she would cease struggling with her son 

over the assignment and complete most of the project 

herself so her son would experience some success. Jesus' 

comments spoke of the emotional stamina that he perceived 

was needed to face a difficult meeting with his son's 

school staff. Finally, Paula felt frustrated that Kevin 

didn't seem to get the attention that he needed and thought 

that since he received special education services he should 

get those special services and attention. Paula also added 

that she felt she was forced to trust the teachers since 

she was unable to observe what was actually happening in 

school, however at times, she became alarmed by events that 

occurred in school. 

Participants had concerns about what their child was 

learning in school. They were concerned about two aspects 

of their child's program: a) the content being learned in 

the various subject areas, and b) the difficulty in 

obtaining accurate information of what was actually 
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happening from an academic perspective when talking with or 

observing their child. When questioned regarding her 

perceptions of her son's school program, Paula shared: 

But I'm really concerned, again, because he 
always appears like he knows what's going on and 
he really doesn't know what's going on. And he's 
just going to sink down deeper, rather than rise 
above. I ask him everyday, "What's happening in 
school?", "Tell me about this. What are you 
learning here?" but, you know what's so hard? 
He'll start to tell me about what he's learning 
in science and it's so hard to listen to him. I 
have the worst time just sitting one-on-one 
listening to him talk because it's just all over 
the place and you can just sense he's on edge and 
he's playing with things and I have a hard time 
listening to him and being in any in-depth 
conversations. And I wanted to know but it's so 
hard to listen to him. And he knows he's not 
getting it out well and he loses interest in it 
also. So, I just don't know what's going on in 
school. 

Sally shared her perceptions of Tony's school program: 

Well, he went into first grade not reading. In 
fact about that time I wasn't sure if he'd be 
able to be accepted by the public schools 
although he had gone through kindergarten. I 
just didn't know if he was going to be able to 
keep up with his class. And he had been promoted 
directly to first grade instead of going through 
this developmental first grade so I was somewhat 
encouraged by that but still, I mean, his 
behavior was among it's worst. So, I was 
concerned about his reading and I'd read to him 
quite a bit but I was still fairly ignorant at 
that point about what I was dealing with. 

A couple of months went by and then all of a 
sudden, I noticed that he was reading. It's 
almost like it happened overnight and I was 
really surprised and I said, "Wow, how did this 
happen?" They started talking about his reading 
resource teacher. Well see, I did not even know 
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that he had been referred to the reading resource 
program. I didn't even know what a reading 
resource program was. 

Paula and Sally's excerpts illustrated their concerns 

regarding what occurred in school and their lack of 

knowledge about school curriculxmi and events until after 

they had occurred. Not knowing what was happening in 

school was frustrating for the participants, especially if 

they were unable to get into the school to observe their 

child in class. 

Participants were concerned about teachers' knowledge 

regarding ADHD and their skills in working with children 

who had this disability. Their concerns centered around two 

themes: a) if the teacher lacked knowledge about ADHD then 

their child lost valuable time, and b) their frustration if 

the teacher didn't believe ADHD existed. Sally shared her 

perceptions of the value of teachers being knowledgeable 

about ADHD: 

Well, I know that in the past there has been very 
little information about it for teachers, as well 
as parents. And now there is a lot more. To me, 
the important thing is when your child is in 
first grade because, I mean, that's when you can 
really start making a difference. And when my 
son was in first grade, I didn't know anything 
and they didn't know anything. And now it might 
be different so it might be hard to compare what 
teachers know in first garde today because I 
think there has been a lot more attention to it. 

Carol shared her feelings about what happened to her oldest 

son when teachers weren't knowledgeable about the 

characteristics of ADHD: 
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Now that I know about ADHD, I can see that Sean's 
behaviors were classic and what is so sad is that 
he went from grade to grade until he was in high 
school and so disruptive that he couldn't be 
ignored without one school person saying anything 
about what it might be. They described his 
behavior as hyper, he couldn't attend, impulsive, 
calling out, unorganized as well as lazy, 
undisciplined and all the rest that we've all 
heard for years and years. We asked and asked 
the school people for ideas and help for him but 
they kept saying he was bright and nothing was 
wrong. If just one teacher or one psychologist 
or one special educator or one administrator had 
understood just a little or would have had some 
knowledge about ADHD, things would have been very 
different for Sean. 

In addition to feeling frustrated over teachers' lack of 

knowledge and the resulting loss of academic time for their 

child, participants were angry that some teachers didn't 

believe ADHD existed. When asked about her views regarding 

teachers' understanding of her son with ADHD, Heather 

responded: 

In the parochial school John was in, from first 
grade on they have three teachers. They have a 
reading teacher, they have a math teacher, then 
they have a language arts-science teacher. The 
math teacher didn't believe it! She said, 
"There's nothing wrong with this kid! He sits 
here, he counts his numbers, he's doing fine! 
There's nothing wrong with him." The reading 
teacher realized something was going on and tried 
to be very helpful, but she didn't know exactly 
what to do. You know, you put him in the lowest 
reading group and you go over it and over it as 
much as you can. And the other teacher, it was 
her first year teaching, so I think she was kind 
of in the ozone. A lovely woman, but she really 
didn't know what was going on. 

And the method of teaching, they have a teacher 
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aide, and a parent in the classroom. So, as the 
kids do their work they take it to the parent. 
The parent corrects it. The kid goes back and 
works on it again. So, many times, the teacher 
may not even see the paper until it's already 
been done, corrected, and sitting in a folder for 
a couple of days. They're more intent on the 
direct instruction, at least, in the lower 
levels. So, I would say that the reading teacher 
was not surprised and was behind me one hundred 
percent trying to get help. And the other two 
just didn't understand at all. 

Heather's excerpt represented the views of the participants 

when they dealt with teachers who didn't have the knowledge 

or expertise to appropriately teach their children and with 

those who didn't believe there was a problem. Participants 

became frustrated and angry when confronted with teachers 

who refused to acknowledge their child's disability, it's 

implications, and the validity of parents observations. 

The final theme in this section on parent feelings 

centered on the frustration and anger participants felt 

regarding some of the comments that school personnel made. 

Teachers sent notes that described the child's behavior to 

parents who were already aware of their child's behavior 

patterns. When asked about situations that occurred with 

her son, Paula explained: 

I may question him about them because I get 
written papers every two weeks or so and I get 
kind of offended by them as his mother, like, " 
Kevin has been real whiny this week." I'm like, 
what do you mean "whiny?' A seven year old 
whines maybe, not a fourteen-year-old. He maybe 
complains, but you know I take exception to that. 

Or, I get the typical stuff back like, 
"Disruptive in class." or "Complaining a lot." 
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and Che more typical behaviors that go with ADHD 
and thinking, "Why are they telling me this?" I 
know that he's disruptive and he interrupts and 
he complains and he has excuses and reasons 
and... 

Tell me how he's doing in the classroom. Or, in 
some of the other classrooms I get papers every 
two weeks. I guess they mail them out to me or 
they won't even say anything. They just check 
everything off as yes and don't make any 
comments. It seems either they make these petty 
little comments about his behavior or nothing at 
all. I want to know...is ny son grasping it? Is 
he understanding it in a way that he can utilize 
his information in the future. 

Paula became frustrated with the teachers' communications 

about Kevin's behavior because she wanted to receive more 

academic based information. Paula felt that she was well 

aware of Kevin's personality and behaviors and that since 

his behaviors were a result of his ADHD, she wanted 

teachers to move past the obvious descriptions and provide 

her with information about his academic work that was 

informative and helpful. She felt communications from 

school were filled with redundant descriptions or were 

devoid of any significant comments. 

Moreover participants became angry about comments that 

insinuated they were to blame for their child's academic 

and behavior difficulties in school. Jesus discussed his 

reactions when a teacher told him that his son's problems 

were because he was not a good parent. 

One time I went to school with my wife and the 
teacher was telling us all of the things that 
Josue was doing wrong and she kept telling us'to 
do this thing or that thing, like we were stupid. 
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She said if we would do these things he would be 
better. Later on in the talk she said that most 
kids would be okay if parents would learn better 
skills. We knew she thought we were not good 
parents. We never went back to talk to her 
again. 

Vanessa added: 

I had a psychologist flat out tell me that I was 
a bad parent and that my son's problems were my 
fault! I fired him! 

Carol had a similar experience with school personnel: 

I used to think that part of Sean's problems in 
school were because the school people didn't know 
much about ADHD and that now people are more 
informed so it is better. Wrong! This year I 
found out that it's still pretty dismal in some 
schools and that school people still are not 
informed. The principal at Jamie's school told 
me when I went in to discuss some behavior 
incident that Jamie's problems were because we're 
bad parents and that if we knew how to parent and 
did what he wanted us to do, Jamie would be fine. 
I actually gasped when I heard that! I was 
basically speechless! 

Even if you give people things to read, they 
still don't understand how to discipline or that 
we've tried all the ways and what we're 
suggesting really does have merit and will teach 
our child. They automatically assume that we 
want our child to get off free, when what we're 
really suggesting is a different more effective 
method of teaching our child consequences. 

In addition to being angry and frustrated with school 

personnel who told them directly or indirectly that they 

were to blame for their child's problems, participants 

frequently heard school staff comment that their child was 

lazy. Often, they would tell the child directly that they 
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were lazy. Heather elaborated: 

The poor kid was cold chac he was lazy, could do 
the work if he wanted. Of course, you know the 
scene at home. We tried rewards, punishments, me 
sitting with him, leaving him alone, working in 
small increments of time. 

When a parent comes to you and says, "My child 
has this problem.", don't automatically think, 
"Oh yeah, mom's got this problem." or, "Mom's 
protecting little Joey I He's too lazy and 
doesn't want to do it." I don't know why there's 
a misconception so much that kids are lazy. I 
don't think kids want to fail. Yeah, probably 
one out of thirty couldn't care less, okay, 
bright kid, couldn't care less, doesn't do the 
work. I think as a generalization, kids want to 
do their best because they want the positive 
feedback. They don't want you telling them, "Oh, 
[you] missed five out of those ten spelling 
words. What's the matter with you?" 

The themes in this section on participants' views 

regarding their feelings of frustration and anger focused 

on comments made by school personnel to them or to their 

children. Paula felt that statements by teachers were 

redundant because they described character traits that were 

well known to the parent and related to the child's 

disability. She felt it was similar to telling a parent 

whose child was confined to a wheelchair that their child 

continued to be unable to walk every time a note was sent 

home, the child received a report card, or when there was a 

conference. Paula felt communication from school personnel 

that reflected academically related information was more 

informative and preferred. 

Jesus, Vanessa, and Carol were told in subtle and 
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direct ways by a variety of school personnel that they were 

to blaiuc for thexr child's acadeitu-c and behavioral 

problems. Carol thought there should be progress in school 

personnel's attitudes toward ADHD from the time her oldest 

son was in school to the present time. She was shocked at 

the remarks made by her younger son's principal that his 

problems were because she was a "bad parent." Heather 

added that she was frustrated with school personnel telling 

her that John was lazy. She was frustrated because she 

thought school personnel would understand how diligently 

she worked with John, that his errors were a result of his 

disability, and not because he didn't care about his doing 

well on his work. 

Parent Views Regarding Their Feelings of Being Discounted 

bv School Personnel 

Often, participants felt discounted by comments made 

by school personnel. Participants' comments regarding 

their beliefs that school personnel were the "experts" were 

sprinkled throughout the interviews and emerged as a 

compelling theme. Frequently, school personnel used 

vocabulary that was not understood by the parents and, 

consequently, intimidated them. Paula talked about her 

feelings: 

I mean, he doesn't do well on standardized 
testing, so I am like, "Why are you people doing 
this to him?" I mean, it just frustrates him and 
doesn't do any good. Of course, I hope any 
school could just individually take care of my 
child, but it doesn't happen that way. And I feel 
very inadequate to talk to them and address them 
because they talk in all this administrative 
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lingo and I don't understand educator 
administrator lingo and so I tend to want to shy 
away from discussing that. 

I wish they could have advocates out there that 
you could hire to be able to talk to these people 
and uphold your child for you. It is hard 
because I want to speak intelligently to them and 
have an idea, but I am not a trained educator in 
this area, and I am very emotionally attached to 
rty son. I don't want to sound like a complaining 
mother. 

Unlike Paula, Scott felt confident that he could advocate 

for his son, however, he still felt teachers discounted 

parents' skills: 

About Tim and between getting what I asked for in 
the ILP and listening to the special education 
teacher and her cohort, I realized that some 
people will not change, do not have a clue as to 
what the ultimate goal of all this is about, 
namely the child, and figured out that there are 
some skills they lack that cannot be given to 
them. They will either learn them sometime or 
muddle through life. I am also convinced they 
were not aware there were any informed parents in 
the area and were completely baffled that a male 
would take time off of work to come in and talk 
with them, armed with facts that suggested that 
they were playing with taxpayer money, but were 
not doing too many positive things except showing 
up for their paycheck. 

I am fortunate that the things Tim needs are 
structural and process oriented. For example, 
make sure his homework book is signed and he 
doesn' t have to type everything. Even so, I 
realized they were talking down to me, interrupted 
me constantly with, "This is the way we do it." I 
let them finish their sentences and then calmly 
challenged their stuck in the mud don't challenge 
the system mentality and basically pointed out 
that certain things were non-negotiable, 
unacceptable, they were out of compliance, and I 
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knew it. It reminded me of what it would be like 
to be trying to convince someone that they could 
go on red and stop on green. 

Scott discussed a different interaction with a teacher that 

illustrated his feelings of being discounted: 

Just the other day, I had to write yet another 
note to the same teacher about her red pen note 
to me. She insists on using the red pen, kind of 
her trade mark, only twenty-seven and has all the 
answers! I guess I have decided to stop taking 
her abuse focused on Tim through me and point out 
what we have agreed, which is not what they are 
following through on. 

Scott felt that teachers discounted him when they: 

a) talked down to him, b) interrupted him, c) gave him pat 

answers as procedural rationales, and d) used a red pen 

when writing notes to him. Paula felt intimidated by school 

personnel when they used vocabulary that she didn't 

understand. She was reluctant to bring up issues for fear 

she would appear ignorant. Even though Scott was more 

assertive than Paula and obtained the information he needed 

to advocate for his son, he still felt discounted by 

teacher's behaviors toward him. 

Parents Views Regarding Their Beliefs About School 

Personnel 

Parent views regarding their beliefs about school 

personnel centered around three major themes: a) parent 

views regarding teacher expectations, b) parent views 

regarding teacher knowledge and behavior, and c) parent 
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views regarding teacher characteristics. 

Parent Views Regarding Teacher Expeccacions 

Some of the participants' comments about teacher's 

expectations were contradictory. First, they were 

unwilling to accept the teacher's expectation that their 

child might not ever achieve a certain level or skill. 

Conversely, they were upset when teachers expected too much 

of their child during class activities. Heather said: 

I went into the teacher who was teaching him 
reading and said, "You know, it frustrates me 
that I still can't get him to pick up anything at 
home." The only way he's gonna really, you know, 
continue to grow and do things is to look at 
magazines and books at home. And she told me 
that I needed to leave him alone. He would never 
enjoy reading, you know, pleasure reading like 
the rest of us might do. And that I was just 
frustrating him more and that maybe I needed to 
consider the fact that he'd never read above a 
second grade level. And my expectations should 
not be so high for him. From where she was 
coming from that's what she saw. From where I 
sit, I'm not willing to accept that. I was 
furious 1 I was absolutely furious 1 

Heather discussed her negative reaction to a teacher's 

comments that suggested she lower her goals for John's 

future. When discussing expectations about the kinds of 

activities that teachers used in a unit, she said: 

I think sometimes expectations are too high. 
We're pushing our kids too fast to grow up and 
cramming so much knowledge into them. Wouldn't 
it be fun to sit back and play jeopardy in 
history, instead of reading two chapters. You 
know, more of that kind of contact. Let's do some 
more verbal stuff. Let's just not write notes 
all over the board. Let's interact. 
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Heather wanted more hands-on "fun" activities for her son's 
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John and was furious when a teacher suggested such, yet she 

yearned for a more relaxed learning atmosphere in his 

classes. Paula also received contradictory messages from 

school personnel: 

There's not that many conferences in school. 
They tend to be reassuring. I'm one of these 
parents that whenever they say, "Oh, report 
cards-parent conferences." that I call for an 
appointment. They say, "Oh, we don't need to see 
Kevin. He's doing alright." I think, what do 
you mean he's doing alright? You know, I'm 
pulling teeth with him here at home. How can he 
just be doing alright? And they always don't 
seem as alarmed. Something like I might be an 
over reactive mother. Well, it's kind of, you 
know, well, he's got learning problems don't 
expect a whole lot more. 

School personnel told Paula that they didn't need to see 

her for a parent-teacher conference because Kevin was doing 

alright. Conversely, when she expressed concern over his 

slow rate of learning compared to his peers school 

personnel responded by telling her she shouldn't expect too 

much from him due to his "learning problems." 

Carol was frustrated with contradictory messages from 

school personnel in the area of behavior. She explained: 

You know, it was too unbelievable! Jamie was 
suspended from school for swearing at a teacher, 
so I asked for a review of his lEP so we could 
develop a behavior plan. They all sat around, I 
mean, the school psychologist, the director of 
special education, teachers, principal, and 
assistant principal and told me that he was fine 
and didn't need a plan. I was speechless, truly. 
I said something to the effect that so, it's no 
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big deal when a kid gets suspended? You mean 
that's behavior we expect from kids and they 
don't have any behavior problems when that 
happens? I don't think so! 

Their agenda was that he was just misbehaving and 
that the swearing was not a manifestation of his 
Tourette's or ADHD so they didn't feel he needed 
a special plan and suspending him worked just 
fine. This is the kind of mentality we are up 
against with our kids! 

To Carol, the act of suspension seemed like a strong 

message that Jamie's behavior was unacceptable. When she 

initiated steps to deal with the behavior the school staff 

told her he was not a serious problem and a special plan 

was not needed. 

Scott believed that teacher expectations depended on 

their own agenda in the classroom and not on the child's 

lEP. He attempted to get Tim's teachers to implement the 

lEP as it was written and was frustrated with his lack of 

progress and the heavy-handed methods that he felt 

compelled to use: 

I have been going through an lEP "thing" with Tim 
and the "recording" that I keep hearing in 
response to it^ attempts to get any point across 
is that neither their actions, not their words 
reflect any focus on the child, but rather on 
fulfilling their goals. 

Let me give you an example of a response to one 
of Tim's teachers. In her case, I had to first 
use the words, "Our goal is to do the best for 
Tim.", and then help her understand, in writing, 
with facts, how what she was doing was 
interesting and meeting her goals, but not his or 
mine. Keep in mind that no where had the focus 
been on Tim, but on how she was running her class 
and what she wanted done and how dare Tim not 
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comply and, of course, he lost recess privileges 
as a way for her to teach him that he was not 
allowed to forget assignments. 

Scott met resistance when he pressured Tim's teachers to 

comply with the lEP. He felt that the teacher's own agenda 

for how the classroom was to be run interfered with the 

implementation of the goals on Tim's lEP. 

In this section participants shared their frustrations 

with: a) the contradictions of their own expectations 

compared to the expectations of teachers regarding long 

range goals and classroom activities, b) teachers' low 

academic expectations of children with learning problems 

who lagged behind their peers, 

c) contradictory messages from school personnel regarding 

behavioral expectations, and the conflict between a 

teacher's style of classroom management and d) the 

implementation of goals on an lEP. 

Parent Views Regarding Teacher Knowledge and Behavior 

Participants felt that while teachers' knowledge was 

increasing due to media coverage and school workshops that 

most teachers still lacked basic information about ADHD and 

how it was manifested by children in their classrooms. 

Sally explained: 

No, more and more they know because there's a lot 
more attention to it, but in the beginning, no. 
Because, although, one of the things that I have 
done very successfully is to select his teachers 
very carefully and I talked about it to them to 
help them understand about it. 

Sally felt that teachers were becoming more knowledgeable 
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about ADHD but that when Tony was young there was limited 

knowledge. Sally's perspective was shared by all of the 

participants. 

Participants believed that all teachers should have 

knowledge about the disability. Paula said; 

I think that all teachers should be aware of 
Attention Deficit Hyperactivity Disorder. I 
mean, I am amazed at how few are and even some of 
the resource teachers don't seem to really 
understand it that much. That is one of my 
biggest concerns because sometimes when I will 
talk to those teachers and they say, "Oh well, 
this is normal." And I think, "Is this right?" 
I often wonder if the administrators have an eye 
for the future or are they just trying to pass 
state tests. 

Paula expressed a concern that was evident throughout all 

the interviews. Participants were continually confronted 

with school personnel whom they felt did not understand 

ADHD nor did they have the strategies to deal effectively 

with their child. It was a constant effort to inform 

school personnel about ADHD, share their child's specific 

needs, and to agree on strategies that had proven 

successful and would be used by school personnel. 

Another frustration participants expressed was that 

when they provided materials for teachers to read, often 

teachers did not follow through and read the literature. 

Vanessa discussed this issue: 

I firmly agree that parents need to find out all 
they can. However, what to do when you keep 
sending educational material for teachers to read 
and they still don't learn or don't read the 
material? One of Wayne's teachers said he would 
grow out of it. Another said maybe we can help 
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you not have to take medication. This year's 
teacher just doesn't understand why Wayne can't 
remember when his book report is due or what the 
assignment is even after I've explained away. 
I talked to the principal the other day. He 
said, "Well, how do you know he won't outgrow 
it?" I told him because his biological father is 
still ADHD and Wayne is severely ADHD and 
Tourette's, and if the teacher doesn't know, I 
think the teacher shouldn't pass on erroneous 
information. 

I have read lots and lots on the subject. The 
teacher and principal have not even read all the 
materials I have provided. I think that's why a 
lot of us parents get frustrated at the teachers 
our kids have. 

Participants were concerned about school personnel's lack 

of knowledge about ADHD and even though they provided 

information to them frequently the literature went unread. 

Participants related some specific gaps in teacher 

knowledge that were evident in the classroom that were 

particularly frustrating for them. One of the most 

frequently misunderstood characteristics of their child was 

their quick response of anger in many situations. Carol 

explained her perspective of this phenomena: 

The notion that ADHD and anger are connected is 
obvious to those of us who deal with ADHD. Of 
course, the chemical imbalance, the frustration, 
the sense of being disenfranchised, leads to 
anger. How could it not? Is grass green? 

I think those who deny the connection are, in a 
sense, doubting the ADHD diagnosis itself, at 
least partially. The idea that ADHD and anger 
are two separate problems, each with its own root 
cause, that they are not related, is part of the 
spectrum of ignorance that still surrounds this 
disability. I have found this idea to be 
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prevalent. It's the kind of passive aggressive 
statement some teachers will throw out at you 
when they know they can't say that the diagnosis 
is a crock. 

In addition to not understanding that ADHD and anger were 

related, participants felt that if teachers and 

administrators accepted the fact that children with ADHD 

were prone to quick displays of anger and dealt with the 

behavior appropriately then situations would not escalate 

to blatant tantrums or defiance. Conversely, if a child did 

not manifest behavior problems in the classroom, teachers 

did not suspect there was a disability present. Heather 

shared her frustration: 

As far as kindergarten went that was basically 
the, oh, you know, he's such a good kid, he can't 
possible have problems. You know, look at this 
child over here bouncing off the walls in the 
classroom. I've heard this a lot, "John can't 
have bad problems because he doesn't misbehave in 
the class." I'm sorry, it's not true. My 
child's physical hyperactivity did not come out 
in the classroom. It came out in the home. But 
that doesn't mean he didn't have mental 
hyperactivity going all the time. The teachers 
thought he was so sweet. If they asked him to do 
something, he would do it. So, they didn't want 
to think there was a problem. 

Heather thought that if teachers really understood ADHD, 

they would not have made such statements to her. 

Participants discussed the differences between school and 

home behaviors and the importance of adults across settings 

listening to one another. They felt parents and school 

personnel should listen respectfully to each other. 

Participants perceived that some school personnel were 
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insensitive to the needs and feelings of their children. 

5ally shared: 

Well, she would say things like, "What's wrong 
with you?" You know, when Tony would just talk 
out of turn. That's one of the things that really 
bothered me. Or she would apologize to the class 
for his behavior. She'd say, "Oh gee class, I'm 
really sorry that Tony interrupted the class. So, 
I'll do this and such and then we'll go on after 
that." And he understood, even though, I'm not 
sure he always understood all the negative things 
that were said about him, but he understood 
something like that. Or she'd say to him, he'd ask 
her a question and she'd answer, "Is that what I 
said?" 

One time on a field trip, you know, there were a 
whole bunch of people talking but because she knew 
that Tony was often talking when he shouldn't be, 
she brought him, out of all of the kids that were 
talking, up in front of the entire class and said, 
""You're not supposed to be talking and we'll talk 
to you about this later." But, she kept him right 
beside her while she was addressing the entire 
grade and that was terribly embarrassing for him. 
But I think she wanted people to stop talking and 
he was talking, there was no doubt about it, but 
by making him the example it was just easier for 
her to quiet everyone else down and none of the 
other parents would have gotten upset cuz their 
kid never gets in trouble and Tony did get in 
trouble. So, I'd say she was just a very 
insensitive person. 

Often, the child with ADHD was excluded from special 

activities or field trips because of their behavior. Sally 

explained: 

One of the most difficult things that ever 
happened to me in life actually happened as 
late as the fifth grade. And it was like this 
one teacher, I don't know, just incredibly 
insensitive. She was the co-leader of this field 
trip to to watch the whales. And Tony just 
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absolutely loved this unit on the whales and 
sharks. I mean, he knew those whales backwards 
and forwards. He went to this store and bought 
these little whales. He had his room plastered 
with whales. And even his teacher said he is so 
enthusiastic. 

So, I had gone in totally unrelated to that just 
to talk, in general, about Tony's progress. And 
his teacher, whom I really like, said, "Well, I'm 
really not sure Tony should go on this field 
trip." And I was absolutely stunnedl I was just 
speechless! And that really doesn't happen to me 
that often. And I was so speechless, I said, 
"Oh, okay." and I got up and left. 

The big thing was it was going to be overnight 
and I guess this other teacher wasn't sure 
whether Tony would be able to be walking around 
and she didn't want him to wander off and get 
lost. All valid concerns. The question really 
was well, why don't you ask me to be a chaperone 
or is there some other way we can do this. 

Sally's situation was not unique as other participants 

related similar examples. Participants understood the 

concerns of the school personnel but wanted to be involved 

with them in problem solving. Also, they were willing to 

help chaperone events so they could assist with their child 

and so their child would have the opportunity to attend 

events. Scott related a different, but common situation 

that he perceived demonstrated teachers' lack of 

sensitivity to the needs of his child: 

I believe ADHD kids are a bother to some teachers 
and they believe if they can get through the 
school year, they will not have to worry about 
that kid again. Because of that, instead of 
trying to accommodate a child and modify their 
style or their course work, they apply the same 
standards to the ADHD child and apply additional 
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constraints on that child that are not applied to 
other kids that don't have the same challenges. 

One very obvious habit, for example, is the 
practice of making my son stay in for recess to 
redo work he may have forgotten at home, rather 
than writing me a note and letting him bring it 
in the next day, or to finish work that he may 
not have finished in time because he fidgeted too 
much. This type of action has been identified by 
me and in writing, and by his pediatrician to be 
unacceptable, but persists. Several other style 
habits remain in affect, even though I have 
repeatedly asked for them to be modified. 

Participants reported that keeping children from recess was 

a typical discipline strategy used by teachers everywhere. 

Moreover, for the child with ADHD, it was particularly 

aversive to restrict the child from recess since 

disorganization was a behavior directly related to their 

disability and when they were restricted from play they 

were not allowed the opportunity to release the energy they 

were controlling during quiet academic activities. 

Participants discussed teachers' lack of knowledge 

about ADHD related to organizational skills. Teachers did 

not understand that lack of attention to organizational 

details was related to ADHD and something that their 

children needed assistance with throughout their school 

years. Carol shared her views: 

I know I keep harping on this one, but it just 
seems so clear to me that some kids need lots 
help with organization skills. Teachers have 
been telling me for years that my children should 
know how to do this or that because that's what 
other children do in that grade. I have to 
repeatedly explain that, well, my kiddo can't do 
that, and could we please pick up where he is at 
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and go from there. 

I think one of the biggest problems for our ADHD 
kids is that they get graded on their 
organizational skills and are hardly ever taught 
organizational skills. I spend a great deal of 
time helping them to be organized but some of it 
slips past me. If teachers truly understood the 
disability, they would be more accepting of this 
idea and irty kids and I wouldn't have to struggle 
so with this aspect of ADHD. 

The requirement of good organizational skills was necessary 

to manage various school tasks and children with ADHD 

needed accommodations made for them. Examples of 

especially difficult problem areas were: writing down 

assignments, completing the assignment, turning in homework 

assignments, and keeping supplies and materials such as, 

notebooks, backpacks, desks, and lockers in order. 

The last theme in this section related to teacher 

knowledge was the issues that dealt with medication. 

Participants perceived that teachers' knowledge about 

medications for children with ADHD was limited and, 

consequently, teacher remarks often frustrated parents. 

Some children experienced dramatic improvement when they 

began taking medication. Paula explained: 

...and we tried him on medication. And what a 
difference! I'll never forget when he was first 
on that he just sat at the kitchen table and did 
homework and didn't ask questions. And didn't 
interrupt and probably sat there for 45 minutes, 
which he never has ever done. 

Participants reported that teachers saw dramatic 

improvement in their child's behavior when they were 

started on medication. Further, participants reported that 
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teachers made contradictory comments to them regarding the 
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medication while others encouraged the parents to use 

medication. 

There was a perception among the participants that 

teachers preferred children in their classroom who were 

quiet and attentive. Since this was the goal of behavior 

training, participants felt that some teachers requested an 

increase in the medication so their child would be better 

behaved. Scott shared his view: 

If Tim fidgets, they want me to increase meds. I 
want them to monitor him better during those 
morning times. I increased his Ritalin by 50% a 
month ago to see if this helps. The teacher has 
only had experiences with one other kid for whom 
Ritalin created a spectacular change and he is 
comparing that one incident and using it as his 
benchmark to encourage me to up the meds even 
more. I want to have it for focus not sleep in 
the classroom. 

Sally stressed that parents should observe their child in 

school to see how they behaved in school when they were on 

medication. She shared her experience: 

It's absolutely very important to observe! The 
thing that was helped the most was his medication 
because I went in and observed him once. They 
were sitting around the teacher and the teacher 
would be reading to them and that's a very had 
thing for him to do, or it was at the time. And 
he was just sitting there and he never raised his 
hand and he never looked happy and I thought, "Oh 
iTY gosh!" It was just shocking to me! So, that 
was when I really started looking into his 
medication dosage because I would rather have had 
him interrupting the class and be enthusiastic, 
exhibit the personality that I associated with him 
than to be that quiet. It just really frightened 
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me. 

Sally's excerpt illustrated several themes presented 

by participants. First, teachers were not always aware 

when children were over medicated because if the child was 

quiet they tended to be overlooked. Second, parents should 

observe their children on medication in the classroom and 

compare that behavior with what they know. Third, 

participants preferred their child to be more active and 

enthusiastic rather than to sit docilely, but attentively, 

in the classroom. 

Finally, participants expressed concern regarding 

medication and school issues, particularly when it was 

necessary to switch from one medication to another. 

Participants were fearful their child would get into 

trouble during the transition time before the full effect 

of the new medication took effect. Vanessa explained: 

I came home today to find a message from the 
principal of Wayne's school telling me that he 
had a very bad day. I had kind of expected 
something to happen eventually, as he has been 
weaning off of Tofranil for the past week. He 
starts Zoloft on Wednesday and I'm sure that 
it'll take a few weeks to take effect. 

I think I'll have to start keeping him home from 
school. I already spoke to the principal last 
week and explained that I might to that and he 
understood. I dread keeping him home, though, 
because he doesn't do well without structure. 
But, right now I'm sure he's becoming unfocused 
and I don't want him to get into trouble. 

Carol had similar experiences with Jamie: 

One problem I have is when we've had to switch 
meds and one is leaving his system and the other 
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one is not at a therapeutic level, yet. The issue 
of whether to send him to school or not is always 
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withdrawing from one medication so, I wonder if I 
shouldn't keep him home from school. We've tried 
to change medications during the Christmas Holiday 
or in the summer when the burden is on us and not 
the teachers but there are times when that's just 
not possible. 

Vanessa and Carol shared their worries that their children 

would have increased behavior difficulties when they were 

changing medications and they considered keeping them home 

from school during the transition time. 

In siommary, participants' perceptions of teacher 

knowledge focused on several themes. Most teachers lacked 

basic information about ADHD and the resulting behaviors 

that were manifested in the classroom. Participants 

believed that all teachers should have basic knowledge 

about ADHD. It was difficult for participants to be 

continually confronted with school personnel who did not 

know or understand ADHD. When provided with literature or 

information about ADHD many teachers and other school 

personnel did not read it. Participants were frustrated 

with school personnel's lack of understanding that anger 

was often a behavior characteristic of children with ADHD. 

Moreover, frustrated participants believed that if teachers 

understood and received training on how to appropriately 

manage such behavior, potentially negative situations would 

not be exacerbated. 

If teachers were knowledgeable about ADHD, then they 

would know that even though children did not display 

behavior difficulties in school they could be at risk for 
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ADHD. Teachers and parents should listen to each other 
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the child exhibited the behavior in only one setting. Many-

school personnel were insensitive to the feelings and needs 

of the child with ADHD. They would embarrass the child in 

front of their classmates and ostracize them from joining 

in group activities, such as field trips and assemblies. 

Teachers would not accommodate the child with ADHD if it 

interfered with their classroom style of management or 

expectations. A common example of this was teachers who 

kept a child with ADHD in from recess to complete an 

assignment, despite pediatrician and parental objections. 

Another theme was teachers' inability to understand the 

organizational needs of the child with ADHD. Participants 

wished that teachers would teach organizational skills 

instead of evaluating them and deducting points when the 

child did not demonstrate grade-appropriate skills. 

Finally, participants were concerned about several 

issues that centered around the use of medication. 

Teachers presented parents with contradictory messages 

regarding the use of medications. Participants preferred 

that teachers keep their opinions about whether medications 

should be used to themselves but welcomed teachers' 

observations of their child's behavior for monitoring 

purposes during medication trials or changes in dosage. 

Participants perceived that teachers preferred a child who 

was quiet and well behaved in the classroom so they were 

suspicious of teacher recommendations to increase the 
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medications. Furthermore, participants felt it was 
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the classroom to evaluate their behavior on medication. 

They felt it was important to have a child that was 

attentive but not so medicated that they were unresponsive 

and lethargic. 

Parent Views Regarding Teacher Characteristics 

Participants discussed their perceptions of the 

teacher characteristics that significantly impacted their 

child's school success. The first theme that emerged was 

that the personality or mind set of the teacher had the 

most influence on their ability to successfully teach a 

child with ADHD. Carol explained: 

As a special education teacher, as well as an 
ADHD parent, I think the problem lies not so much 
in the education of the teachers, but more likely 
within the mind set of the teacher. For most 
teachers, this is a nine to three job, and they 
want their day and their job to go as smoothly as 
possible. Our children make their day more 
difficult, therefore, it's to their advantage to 
get the troublemakers out of their classes. 

Then there are those teachers who are there to do 
their job and to educate and help their students. 
They're few and far between. Even in the 
population that I teach, there are good teachers, 
and those who are there to pick up their 
paychecks. 

Sally also felt that the teacher's personality was the key 

characteristic needed for her child's academic success. 

She said: 

But one of the things that I do feel is that, we 
talked about this a little bit last time, you 
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know, just what difference does it make if you 
know a lot? In other words, the teachers that 
Tony had really didn't know a lot about ADHD, per 
se, but they were very good teachers. And why 
were they good teachers? I think it has 
something very profound and deep to do with their 
personality and I'm just not sure in my own mind 
how much you can teach people to change their 
personalities and I was always very comfortable 
looking for teachers who did things like, didn't 
discipline in public or weren't burned out. 

I mean, just general sort of personality traits 
because whether or not they're educated about 
ADHD, might not be the crucial thing. You may 
know a lot and still be very impatient, 
intolerant, and you know, learning things doesn't 
necessarily change that and that's kind of a bad 
thing to think about in a way. Because, of 
course, our goal is to educate people and hope 
that that will improve things but I'm just not 
sure in my own mind if that's true. I think you 
might be able to teach people techniques if 
they're receptive to them but if they're not 
receptive and you teach it to them, I don't know 
if they can actually put it into play. 

Sally discussed the concept that the amount of knowledge a 

teacher had was not as important as their personality or 

openness to learning techniques that would help them work 

with a child with ADHD. She added: 

It's very difficult to change people's basic 
personalities and as a mother, I think we have 
all seen it. As a mother, I don't really want to 
go with a person who has been educated about 
ADHD. I want to go with a person who is really 
innately, inherently nice or generous. Someone 
who is instinctively accepting. And I just don't 
know if you can teach that. 

Sally wondered whether someone could be taught to be 

accepting and nurturing. Her belief was that it was better 
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to pick a teacher who was innately accepting than to pick a 

teacher who had a great deal of knowledge about ADKD. She 

believed that a teacher who was instinctively nurturing 

could learn more about ADHD but that it was very difficult 

to teach someone to be generous and accepting. 

Paula also expressed similar concerns about teachers 

her son had over the years. She believed it was vital that 

the teacher nurtured her son: 

I mean, even like this last resource room teacher. 
I mean, though I think she is very intelligent and 
she knows a lot, she's just not a very pleasant 
woman and even Kevin says, "She's always so cranky 
all the time." You know, Kevin is not one to say 
bad things about people, so if he says that, she 
is, I imagine. Especially in your resource room, 
I would hope that would be more of a buddy 
relationship and an advocate in his life. To me, 
a lot of what a teacher should be still shouldn't 
be the intellectual side of education but that 
caring heart, especially in a resource room to 
really have a caring heart to those kids. 

Carol, Sally, and Paula talked about the importance of 

a teacher's personality. They believed a nurturing, nature 

was far more crucial than knowledge about ADHD. The 

desired personality traits appeared to be innate and not 

something participants thought could be taught to teachers. 

They tended to select teachers based on their personality 

rather than by how many workshops on ADHD they had attended 

or on how many books they had read on the topic. They also 

acknowledged that even special education teachers did not 

always possess the desired characteristics to work with 

disabled children. 
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Participants discussed the theme that teachers blamed 

the child for not conforming to school standards and chac 

the teachers did not accept responsibility for achieving 

the lEP goals. Scott explained: 

I think the responsibility for all actions and 
behaviors are considered to be the fault of my 
son and therefore the teachers don't accept what 
has been agreed to in the IE? as their 
responsibility, but rather point to my son as not 
being compliant. 

I get the sense with these teachers that they are 
busy so they don't stick to the details and that 
missed cue results in Tim not understanding 
what's expected of him so he makes up some 
expectation that's acceptable to him and that's 
what I hear as his assignment when he gets home. 

It's a mismatch and they react with a homework 
slip which costs him money because one of the 
rewards for him in a week without getting any 
homework slips is more allowance. So, he suffers 
and they want me to tighten up. Tighten up what, 
his mind, his attention, follow him to school? 

Scott was frustrated with teachers because they did not 

follow through with the lEP goals. He perceived that the 

teachers did not fulfill their responsibility to see that 

the lEP was implemented. Vanessa had a similar excerpt: 

I think it holds true for our present day 
educational system, and although there are many 
excellent teachers out there, the culture in the 
system allows too many others to sidestep their 
responsibility to assess and teach, and place the 
blame on the kids. 

When we tell stories about our battles with 
difficult teachers, we are often talking about 
those teachers who can't stop blaming the kids 
long enough to consider strategies that will 
engage the kids and allow them to succeed, and 
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who consider it the child's responsibility to 
bring himself to the teacher, rather than the 
teacher's responsibility to reach out to the 
child. 

Scott and Vanessa's comments illustrated the theme 

that teachers did not reach out to children with ADHD and 

that teachers expected the students to conform to their 

standard. Scott was frustrated that several of Tim's 

teachers disregarded the lEP goals and blamed his son for 

the failure. Vanessa discussed the same theme and 

supported Scott's premise based on her experiences with the 

schools that Wayne attended. 

Not only did participants want teachers to accept 

responsibility for the goals and success of their child, 

they also felt that teachers should treat all children as 

individuals. When asked if all the teachers who taught her 

son could be brought together in a room and she could tell 

them anything she wanted, Heather remarked: 

I would want to tell them, number one, to try to 
remember that all kids are individuals. You 
know, just because you have a group of 30 kids, 
you could have 30 different reading groups, not 
one or two. And I know that doesn't work so you 
gotta break 'em down. The things that work with 
ADHD kids, work with all kids. 

Don't compare him to another child. Just because 
they've done so much better. And the last three 
years I have gotten some of that, "Oh, he's a 
real good kid, but don't you think he could try a 
little bit harder?" And they don't understand 
that he wants to do his best. And when he turns 
in, this is his effort, this is what he's done. 
This is the best that he can do at this time. 

And in my last eighth grade conference the 
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comment was made that, "Well, John had done so 
well with the problems he's got. Look at these 
kids over here, they're obviously not trying hard 
enough because they're not doing as well as John. 

I don't want him to be the standard by which 
other kids are judged either, because they don't 
see him at home. Like I told you earlier, the 
kid's got a split personality, one for school and 
one for home. 

Heather made the point that she wanted her son to be 

treated as an individual and not to be compared to students 

who were at higher or lower levels. Carol had similar 

perceptions and shared her insights: 

I want teachers to look at rr^ kids as individuals 
and to see their strengths and weaknesses and work 
on helping them improve. Each one of ny kids has 
ADHD and each one is completely different in how 
the disability is manifested in them. They each 
have their own gifts and trials to overcome and I 
want teachers to help them find their gifts and 
develop them to the fullest. There has to be a 
way to get that across to teachers. I know I'm 
being idealistic but I think all education should 
be considered special education because all 
children are individuals and should be treated as 
special. 

Participants discussed the theme, repeatedly throughout the 

interviews, of wanting teachers to treat their child as an 

individual. Participants thought that if teachers looked 

upon their child as an individual there would be less 

pressure on the child to conform to the norm, his 

uniqueness would be valued, and teachers would take 

responsibility to make accommodations based on the child's 

special needs. 

Participants' comments illustrated another theme that 
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emerged in the belief's section. They perceived that 

school personnel operated from a "let them fail' 

perspective, while they operated from a proactive, "help 

them succeed", perspective. Heather spoke about her views: 

Because one of our greatest fears was that if he 
slipped behind, once that he started to slip, 
there could be the Grand Canyon over there before 
we caught him again. And, the teachers weren't 
real happy about it but they did it. Sixth grade, 
I had no problems. Seventh grade they gave me a 
hard time but they did it. And eighth grade they 
told me they no longer felt they should do it, 
that I wasn't trusting John. He needed 
independence. 

You know, so it was like [tutor] and I were 
here against the teachers and we could not 
convince them that this was something that we had 
put into place as a safeguard. so that if one of 
the teachers said, "No, he flunked this test." It 
was a wake-up call. And so, we tried to negotiate 
it and what it boiled down to was they agreed that 
since I was in the class every single Tuesday, if 
there was a problem, they would tell me. 

It was important to Heather to maintain proactive 

strategies to insure that John would not fall behind. The 

teachers wanted her to "back off" and allow John to be 

independent, even if that meant he might fail. Heather saw 

that as a problem for academic reasons and for her son's 

self-esteem. There was a consistent thread throughout the 

transcripts' that the primary goal of school personnel 

should be the positive development of children's self 

esteem. Paula shared her thoughts: 

You know the reason Kevin talks and interrupts and 
just blurts things out is not because he is trying 
to be rude or disrespectful, it's because it's 
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just the, you know, the Attention Deficit 
Hyperactivity Disorder. And that when you explain 
things and he sits there nodding his head like he 
knows what's going on, he really has no clue, and 
I would love it if they would go over and talk to 
him. 

You know, it would be so neat if a teacher could 
just personally go up to Kevin and say, "Now, I 
know we just discussed all about weather today and 
why the rains, etc. Did you understand that?", 
"Could you give back to me a summary of what you 
heard me say?" That would be great! I'd love 
that and if he does start getting out of control 
more than usual, in other words, if he get's 
talking too much, to just quietly say, "Kevin." 

Or even make a little code system like giving a 
certain look or whatever, you know, that you're 
talking too much and it's not like you're being a 
bad kid but that it is disrupting the class and 
you need to gain control of yourself or refocus or 
some sort of word, rather than call him out in 
front of everybody which makes him feel bad 
because he is not doing it intentionally. 

Paula's comments focused on the teacher helping Kevin 

control himself and not on the idea that he was not a good 

person because he couldn't stay on-task. She discussed 

strategies that she used to help Kevin advocate for himself 

and focused on helping him to feel good about himself. She 

said: 

Maybe you can talk to the teacher after class, or 
you can look at yourself and change what you're 
doing, or you know talk to me. I just don't want 
him to hold it inside because I don't know what 
sort of negative self-talk can start happening in 
his own mind. You know, like I'm never going to 
make it or I'm always getting yelled at and I 
don't want that to happen, so I'm going to 
hopefully give some outlets. 
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You'd almost hope that if your child has these 
problems you'd want this teacher to kind of take 
him under his wing and accentuate the good things 
in him and really help him. None of his teachers 
ever did that. He's never had that sort of 
special thing and that was always kind of sad to 
me. You know, you always get that kind of, "Oh, 
he's disruptive. He's really not getting it. 
You know, he just blurts things out." Well, I 
know that. I mean, that's Kevin. But no one 
seemed to ever recognize him for who he is and 
the good things that he can do. 

Sally shared a story that supported her belief in the 

importance of teachers developing a child's self-esteem. 

The single most important incident that stands 
out in ir^ mind which changed his life. I think 
what we did which was the most important was to 
have him stay back, but there was something in 
the second grade that happened that his second 
grade teacher did which I think made a tremendous 
difference in his life. 

It has to do with his handwriting but it, you 
know, really spilled over into all aspects of his 
life. You know, his handwriting was really bad. 
And they had various assignments to do and they 
had to write a play. And he wrote a play, very 
short play about skiing. All the people who 
wrote a play had to submit it to all the second 
grade teachers and then they decide who wrote the 
best play and then the teachers acted out the 
play. 

So, they awarded him the best play. Now, I could 
just be sure that he did not write the best play. 
I just cannot believe that out of that entire 
class, we're talking about three second grades, 
that he wrote the best play, just didn't happen. 
First of all, it was hardly legible. 

But anyway, they gave him that award and what 
happened was that the entire student body, and 
this was grades K through six at that time, came 
to watch the teachers act out the best play. 
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They would bring the author of the play down to 
the stage and put dark glasses on him and put him 
in this chair that said, "Director's Chair." so 
that he was watching the play and everyone could 
see him. 

And the teachers acted it out. Well, that was 
just tremendous for his ego because first of all, 
the teachers were the ones that were acting it 
out and secondly, he was there up on the stage 
and everyone could see him and he just has never 
felt as good about anything in his life. 
And after that he said, "Gee, I must be a good 
writer because I won that award.", and it totally 
changed his mind about his own ability and then 
he started liking writing because he hated 
writing because he knew his handwriting was bad. 
It was so difficult for him but he gained 
confidence. He said, "It really doesn't matter 
how I write. It really is important what I 
write." And it just made such a difference in 
his self-esteem! 

The three categories in this section of participants' 

beliefs about school personnel centered around: a) teacher 

expectations, b) teacher knowledge and behavior, and 

c) teacher characteristics. Participants presented their 

perspective about teachers' conflicting statements and 

goals for their child. When they discussed long range 

goals, participants felt teachers' expectations were too 

low for their child. Conversely when they looked at 

classroom activities, the participants felt teachers' 

expectations were too high. There was also a conflict 

between a teacher's style of classroom management and 

successful completion of the goals on the lEP. Teachers 

wanted the child to conform to the rules of the classroom 

and to be able to manage the demands within the classroom. 
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In other words, the child must "fit" into the group. 

Participants were suspicious of teachers' goals and 

standards for their children because their past experiences 

with teachers indicated that, in general, teachers 

possessed limited knowledge about ADHD and many lacked the 

necessary skills to successfully teach children with ADHD. 

To further exacerbate this perception, many teachers and 

administrators did not read the material about ADHD that 

parents gave them. Moreover, teachers did not understand or 

accept the idea that the anger exhibited by their child 

with ADHD in a variety of school situations, was typical 

and needed to be managed in a calm and objective manner. 

School personnel frequently exacerbated an incident that, 

if handled appropriately, could have been trivial. 

One of the ways that teachers demonstrated a lack of 

knowledge and sensitivity for children with ADHD was the 

way that they disciplined them. Teachers would embarrass 

the child in front of their classmates and often prevented 

them from joining in group activities. Furthermore, 

teachers graded the child on their organizational skills 

and stressed that the child needed to conform to the 

classroom structure rather than develop special 

accommodations. 

The final section on teacher knowledge and behavior 

centered around the issues of medication. Often 

participants received conflicting messages from school 

personnel about whether they should use medication with 

their child. They preferred that school personnel remain 
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neutral regarding the decision to use medication but wished 

tsachers would consisteritly monitor their child's behavior 

when they were beginning a new medication or when 

transitioning to a different medication. Because teachers 

wanted children to conform to the classroom guidelines, be 

attentive, and cooperative and the participants' children 

often did not comply, they were suspicious of teacher 

recommendations to increase medications. Participants 

recommended that parents should observe for themselves how 

their child behaved in the classroom and to look for a 

balance in the child's behavior that would indicate an 

appropriate dose of the medication. 

Finally, participants discussed several significant 

themes regarding their perceptions regarding teacher 

characteristics. They believed that a primary focus for 

teachers should be development of their child's self-

esteem. While some teachers did build self-esteem, and 

those times were remembered and treasured by the 

participants and their children, others failed dismally and 

those situations were remembered with profound sadness and 

anger. If all of the desired teacher characteristics that 

were discussed in this section; a nurturing personality, an 

open and flexible manner, an attitude of accepting 

responsibility for a child's learning by making 

accommodations established in the lEP, treating children as 

unique and special individuals, a success-oriented mindset 

were behaviors exhibited by teachers of children with ADHD, 

then the final theme which was development of a child's 
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self-esteem would be naturally achieved. These themes are 

summarized and presented in Table 5. 

Parent Strategies When Interacting with School Personnel 

Participants' school strategies centered around two 

major areas: a) programmatic strategies, and b) cognitive 

strategies. Programmatic strategies focused on strategies 

participants used with teachers and other school personnel 

and how they structured activities of home support. 

Cognitive strategies focused on participants' thought 

processes while they dealt with school personnel. 

Programmatic Strategies 

Participants discussed the need to advocate for their 

child with the school personnel. They believed it was 

crucial to continue to teach teachers about ADHD. Carol 

talked about her experiences: 

We've all had them, the uneducated teacher who 
messes up something major in our kid's life. 
We've also had those really good ones that have 
helped our kids enormously. I think it's easy to 
criticize teachers but as a parent and a teacher 
I can see both sides. 

Teachers have all sorts of claims on their time 
and attention. The training and retraining that 
is thrust at them by their districts comes on top 
of their work in the classroom. Parents have 
just a few children they are totally focused on 
and for whom they have a major stake in the 
outcome. That's not to say that parents don't 
have tons of stresses in their lives, too...it's 
just that they have a narrow focus compared to a 
teacher who has a full class or in a rotating 
situation a hundred or so kids a day. 
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Table 5 

Participants' Issues With Schools 

Who Needs/Issues 

Child 

Parents 

•Learn regular curriculum 

•Have knowledge of program changes 

•Have input into program changes 

Teachers •Exhibit a nurturing personality 

•Possess knowledge of ADHD 

•Accept that ADHD exists 

•Keep a disability perspective 

•Maintain open and flexible 

attitude 

•Listen to parents' input 

•Value diversity 

•Responsible for goals on the lEP 

School Personnel •Have "hidden agendas" at meetings 

•Need to promote child's self-

esteem 

•Need to assist with transitioning 

from one level to another to 

reduce stress of child and parents 
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So yeah, many teachers know only a little or 
maybe worse, nothing about ADHD. I think parents 
need to help them out and educate the educators. 
Most of them are not bad folks, you know, I think 
just meet them on common ground, not in an 
ambush. 

I remember a mom who kept bringing me information 
and calling me and finally, I got what it was she 
was saying about her child. I like to think that 
I'm a good person and teacher but human and I 
need help. This mom just kept coming back in a 
nice way and explaining it to me. I must have 
driven her a little nuts but here I am today, 
much more knowledgeable and because of her, and 
I've helped tons of kids and other teachers. I 
doubt if she has any idea how far her influence 
has spread. So, that's why I tell parents to keep 
on teaching us teachers. 

The participants stressed repeatedly that talking to 

the teachers was a crucial way to advocate for their child. 

Participants found a variety of ways to talk to teachers; 

they volunteered in the classrooms, chaperoned field trips, 

dropped by to chat, scheduled meetings, called on the 

phone, and wrote notes. Parents continually gave the school 

personnel material to read and concrete ideas to use with 

their child. There was a significant persistence on the 

part of the participants to communicate with the teachers 

and school personnel. Despite parents' frustration with the 

amount of time that it took to communicate with teachers, 

they believed it was vital to advocate for their child in 

this manner. Basically, participants stated it was crucial 

for parents to be involved with their child's school. 

Participants also talked about how difficult it was 

for the parents if things did not go well in school. Sally 
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said: 

Xn soiuc diSuJTxCts that ajTc irsally smaXx, you luay 
not have a choice at all. Then you are in trouble. 
In fact, if you don't have any choice of teachers 
to change to if things get bad, the mother's role 
or whoever is the supportive person really becomes 
critical because if you get a bad match then 
everything is depending on you. It's so 
difficult, I can't imagine what people do. 

Carol believed it was important to have good teachers and 

if things did not go well in school for the child with 

ADHD, then those problems carried over into the home 

situation. She shared: 

For iTY kids, if there is a problem in school then 
things at home can deteriorate quickly. It seems 
like ny kids have no tolerance or room for too 
much frustration. It's hard to tell what will 
set them off but if they're having trouble in 
school then rty life is awful! 

I have to take on more responsibility to help 
with the academics or to find tutoring help and 
then to maintain a calm demeanor when things get 
rough in the emotional areas. Sometimes this is 
really tough 1 

When asked to give some examples of how she advocated for 

her son, Sally explained that she picked Tony's teachers 

very carefully: 

Well, I did the same things, I talked to parents 
and I talked to the counselor and I talked to the 
current teacher. Frequently those groups will 
recommend the same people. I was very careful 
about who I picked to be his teacher. 

Well, it just about the most important thing that 
you do on a grade to grade level. Most important 
things are, I think, getting the right school and 
trying to have your kids older for their class. 
I think those are the two best decisions to be 
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made. But on a grade to grade level it's kind of 
like hiring someone. When you hire someone or 
when I've hired people the most important thing 
are references. Because they tell you how 
someone has worked. In terms of their 
qualifications like their education that has a 
certain benefit in terms of their experience but 
basically I feel that people can be taught some 
things and it's really important what their 
attitude is and how they have worked with people 
before. 

So, in picking teachers I really tried to talk to 
parents of kids in the previous class. And then 
I had my criteria. They are all important but 
teachers are not gods, I mean, they don't meet 
all of the criteria. You just sort of look and 
see who meets the most. 

I think it's very important that teachers not be 
new to the district, because they are worrying 
about other things. And definitely look for 
teachers who are not burned out. Teachers do 
burn out and when they burn out they just can't 
deal with an ADHD kid. So, I found that there is 
a certain experience level between those two and 
it really worked well. Then I look for teachers 
who had a lot of participatory types of 
techniques. You know, a lot of station 
activities, worked with computers alot because 
Tony was really good at working with the 
computer. Did role playing situations. 

Then I looked for teachers that had qualities 
similar to Tony, which was that they were 
enthusiastic. From Tony's point of view the most 
important thing in a teacher is a good sense of 
humor. He always comments on that. Other kids 
will actually do that, too, but it was very 
important for Tony. But I think it may be 
important for ADHD kids because it gives them 
some perspective if they have a sense of humor. 

Sally believed that one of the most important strategies 

that she used was when she picked her son's teachers. 
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Participants discussed the concept that if the school 

situation was negative then the child's life was negatively 

impacted which meant that the parent's life was also 

negatively impacted. Moreover, if the child was not 

experiencing success in the classroom then the parent had 

to assume more of the work of teaching. This usually 

occurred through tutoring or with the parent closely 

monitoring or directly involved with the completion of the 

homework. 

Participants believed that an important strategy was 

to diligently monitor their child's homework. They shared 

some strategies they used. Carol explained: 

I like the homework paper. The reason I want it 
is because he has always had either a homework 
book or a homework paper that everybody signs, he 
brings it home and I see it and I help him. 
There is no way for me to know if he is missing 
assignments without it. And he is clue less. 
When I sit down and when he sits down and does 
homework every night he thinks he knows what he 
is doing but he just misses some important 
things. The really important thing about the 
homework paper is that I check it everyday. It's 
almost the first thing out of my mouth when I get 
home from work. 

Heather also used a homework sheet: 
One of the things that John was required to do 
was weekly he had to have his teachers sign off a 
sheet that I had made up. You know, as far as 
behavior in the classroom. Was he up to date on 
his work? Did he turn assignments in on time? 
How were his tests going? And they had to 
initial these things to let me know he was on-
task. 

Sally also discussed the homework structure that she used: 
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Tony has been very good about completing his 
assignments with an assignment book. And what we 
did was get an assignment book that was the size 
of his pocket so that he would never lose it. He 
just pulled it out of his pocket and it always 
went back to his pocket. So, I have always 
checked to see if his assignments were done. 
Without that he would have missed a lot of 
assignments. 

Carol, Heather, and Sally shared strategies that they 

used for dealing with homework. Although each used a 

slightly different format, the monitoring system included 

the child correctly writing down the assignments, the 

teacher monitoring to insure that the assignments were 

recorded accurately, the parent establishing an 

environment conducive to study, and the parent signing the 

paper so the teacher would know that the child had shared 

it with the parent. The success of the system depended on 

good home-school collaboration and communication. Scott, 

Vanessa, and Paula used similar systems. Scott went so far 

as to design Tim's book to save time for the teachers. 

Despite this additional effort, Scott still had difficulty 

getting the teachers to cooperate with him and he expressed 

his frustration with this aspect of his son's program: 

Tim has a habit of forgetting his homework. We 
have instituted a homework book, but up until I 
began complaining the teacher told me, point 
blank, that it was Tim's responsibility to bring 
the book up for his signature and, by the way, he 
was not going to write down assignments. The 
kids had to remember them when he told them to 
them once. I want the teacher to either take the 
time or the classroom monitor checks that before 
they leave. Currently, they have told me that 
the buddy system where Tim can call his partner 
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after school for assignments is the way to go. 
in ny mind, if he forgets the accompanying book, 
knowing the assignment is useless. I asked if 
they had extra books, they don't. 

Completion of homework was the primary focus for the 

participants and they communicated that they invested a 

great deal of time and energy to make this aspect of school 

successful for their child. Another way the participants 

insured success was how they provided a study structure. In 

addition to the homework paper, the study structure 

included strategies such as, a place to study, a quiet 

environment, and help with organization of their materials. 

Sally explained: 

Another thing that I think is really important is 
to have very good supplies. He has a really 
large backpack, he has a lot of folders for his 
papers by class and I always make sure he has 
sharp pencils and erasers everyday or he probably 
wouldn't. And, you know, things like rulers and 
whatever they are using in math at the time. 
Anything like that. I guess I am always aware of 
what's going on in the school and make sure he 
has the right supplies. He essentially starts 
the day prepared. 

Carol added: 

I sit down with each kiddo and we go through 
their backpacks and for Jamie we clean it out 
each week and reorganize it. Otherwise it 
becomes a garbage dump and he doesn't have a clue 
what's in there or where his papers are. Kristen 
needs me to review on a weekly basis what is 
going on for the week so we look at her monthly 
calendar or assignments and just talk about where 
she's at in completing them. She can usually 
stay on-task if I'm just gently reminding her 
that something is coming up. 
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Scott shared his structure: 

When Tim gets home the nanny is supposed to check 
his homework book and he has to sit down right 
away and complete his homework. Then when I get 
home I try to make sure it has all been done. I 
will quiz them on their spelling words and help 
them with projects but sometimes I don't know 
until right before bed that they haven't 
completed something. 

He also added: 

I would say, for the most part, the teaching 
staff have found iry son to be a good participant 
in class, a willing speaker, and eager to please. 
He has a lot of difficulty, without help, 
however, in remembering to take things to school 
or bring them home. Structure, in the form of a 
daily study book, communication via that book and 
checking done both at school and at home have 
really helped him deliver projects on time and 
score fairly well on his exams. When he does 
forget to bring home books to study for a test, 
or if he forgets to take things to school or if 
he fidgets, the teachers were fairly unforgiving. 
It has taken an inordinate amount of iny time to 
get them to at least acknowledge that he does 
need additional attention, but especially this 
year, neither of his two teachers will change 
their styles to accommodate his needs. 

Sally, Carol, and Scott shared their strategies for 

establishing a study structure in their homes. Sally 

continued to help her son with organization of his 

materials to insure that he had adequate supplies Carol 

helped her son clean out his backpack on a weekly basis, as 

well as review her daughter's upcoming deadlines. Scott 

imposed a structure that his children and nanny used and 

the goal was to insure that Tim completed his assignments. 

While each participant had a slightly different focus, they 
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all helped their children with organization and completion 

of assignments through a consistent and structured scudy 

environment. 

Programmatic strategies included participants' views 

about how important it was to teach their child's teachers 

about ADHD. They also advocated for careful selection of 

their child's teachers and shared some strategies on how 

they accomplished this. One of the most crucial strategies 

that they used to select teachers was to talk to other 

parents and teachers. The participants discussed the 

concept that if the teacher was not good then the child's 

life was negatively impacted and that affected the family 

culture. In addition to the emotional upheaval that 

occurred, the participants also had to provide some kind of 

tutoring for the child to keep them on the same level as 

their peers. They preferred to expend the energy in a 

proactive manner and select a teacher rather than in 

reaction when their lives were in upheaval. 

Another important strategy was the system participants 

used to monitor their child's homework. The key foundation 

for the success of this system was the quality of the home-

school communication and collaboration. The success of 

these systems depended on each person doing their own part. 

The child was required to write the assignment down, the 

teacher was required to check that the information was 

accurate and initial it, the child was required to get the 

paper home, the parent was required to check the paper 

prior to the completion of the assignment and to initial it 
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when it was completed. If the system broke down, then 

parents had to communicate with the teacher in some manner 

to reestablish the communication system. Lastly, the 

participants provided an environment that was conducive to 

study and helped their child to organize their materials. 

Although the participants used different techniques, each 

was diligent in monitoring and providing the structure 

needed for success. These programmatic strategies are 

summarized in Table 6. 

Cognitive Strategies 

Cognitive strategies focused on participants' thought 

processes regarding how they dealt with school personnel. 

The cognitive processes that the participants used centered 

around the theme of assertiveness and the theme of how the 

participants viewed meetings with school personnel. 

Participants discussed their perceptions of how they 

approached the school personnel. They used words such as, 

"bully them", "hound them", "wear them down", to describe 

how they viewed their approach. Heather explained: 

And I gotta be honest with you, that's how I got 
him through the last three years. I worked in 
the classroom one day a week grading papers for a 
teacher. I was there. I was always asking. We 
were in having conferences. I bullied him 
through is part of what it boils down to. 

Sometimes it made me angry because at least one 
teacher does not believe that there is any such 
thing. I was frustrated and angry that I could 
not get through to some of these people and yet, 
he's my son. I will do whatever it takes for him 
to achieve his potential and I have the luxury of 
being able to go in there and bully my way 
through. 
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Table 6 

Participants' Strategies With Schools 

Programmatic Cognitive 

•Teach school personnel 

about ADHD 

•Select child's teachers 

•Monitor homework 

•Understand how services are 

delivered 

•Communicate with teachers: 

"phone calls and notes 

"informal meetings 

"volunteer in classrooms 

"use the lEP process 

•Change school placement 

•Be persistent 

•Start low key 

•Wear the school personnel down 

•Use school heirarchy to get 

results 

•Be aware of the school's hidden 

agenda during negotiations 

•Use the law as a last resort 



Scott perceived the need to spend a great deal of time 

advocating £or his son with his school district. He said 

I think working with school systems that realize 
that you are single and don't have lots of free 
time to hound them to live up to their 
requirements is a challenge and can be 
frustrating. 

Carol added her perceptions to this theme: 

Well, ity strategy is to wear them down. Make 
sure that I'm not nitpicking and go after them in 
as nice a way as I can. Just keep at 'em. I do 
this with individual teachers and with the 
administration. They get tired of me and then 
they do something. It really exhausts me when I 
have to keep doing it and sometimes I let things 
slip because I just run out of energy. 

There needs to be a better way. I think the 
resource teachers should coordinate the child's 
program and that ADHD kids should automatically 
get study halls to help them finish their work or 
get organized. When niy kids started to rotate it 
became very difficult to contact teachers. When 
there's one person, it would make the job so much 
easier because things can go along fine for a 
while and then all of sudden we're into a tail 
spin and out of control with the school work. 
There just needs to be a steady person always 
going after the kiddo in a nice way. Sort of 
like I do with the schools. If the system works, 
it's really beautiful. But if it doesn't, then 
life is miserable! 

Participants adopted a strategy of "hounding" the 

schools. They were unable to ask for services or 

accommodations and expect that they be implemented. They 

needed to ask repeatedly to get what they wanted. Even 

though they accepted that it was necessary to "hound" the 

schools, they were frustrated with the need for this 
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strategy and the amoxint of time and energy they needed to 
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some educational strategies that schools could implement to 

relieve some of the child's difficulty with the system once 

they began to rotate from class to class. 

The second theme focused on participants' views 

regarding the cognitive strategies they used when meeting 

with school personnel. The participants expressed divergent 

views regarding the structure of the meetings. Some 

participants wanted all of the school personnel there, 

while others preferred to meet one-on-one. Sally explained 

her views: 

Well, one thing I don't like to do is talk to 
teachers in a group. You know it is easier for 
them and in some ways it is easier but I kinda 
find that teachers feed each other in terms of 
negative comments and situations that may not 
have arisen in each class. I really like to talk 
to them one-on-one about that particular class 
because I think it's more specific and then I 
don't have to listen to as much negative stuff. 

Scott expressed frustration when he asked for all of Tim's 

teachers to be present for a meeting and only a few of them 

attended. When he requested specific teachers be in 

attendance, his expectation was that the people would be 

there. He felt discounted because as a single father with 

a high-pressure career, his time was limited. He felt 

teachers who did not attend insinuated that their 

priorities were more important than the meeting for his 

son. Scott was not intimidated by the structure of a large 

group meeting or with directly confronting the issues. 
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Carol, a special educator, was also comfortable with a 

larysr insetxn^ sxnce she was not intiiuxdated with the 

meeting process or with the educational jargon that was 

used. She shared some of Scott's frustration but also felt 

overwhelmed, at times, about having to confront school 

personnel regarding Sean's and Jamie's disciplinary issues. 

She shared: 

I've gone into a few meetings where there was a 
large group and I was seriously intimidated by 
the group and knowing the fact that I was only 
one on my side of the table. I felt so 
vulnerable and emotional and it truly doesn't 
matter during that time how much education you 
have, it's your child you are advocating for and 
his future rests on how well you argue the 
points. 

How I did it was to pretend that I was discussing 
someone else's child and put rr^ mother feelings 
aside and took the educator's role for the course 
of the meeting. Afterward, I would cry and carry 
on but while I was in the meeting I was outwardly 
calm. 

Participants used a variety of strategies to 

communicate with teachers. Some approached the issues by 

talking directly to the teacher and if that was not 

successful their next strategy was to call an 

administrator. Some used the lEP process and called for a 

review of the lEP and were comfortable confronting a large 

group on the issues. The key cognitive strategy for five 

of the participants was that each had a plan for meeting 

with school personnel and they initially tried their 

preferred strategy. Although they expressed frustration 

with the large group process and were intimidated with the 
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educational jargon school personnel used, Jesus and Paula 

followed the format that the school established. 

All of the participants approached the meetings with 

the knowledge that their agenda were quite different from 

the agenda of the school personnel's. The participants had 

a clear understanding that the school had limited resources 

and, even though this was unspoken during the meetings, 

they perceived that it was the underlying principle that 

guided the school district's policy for allocating services 

to children. Participants had acquired this understanding 

through experience and were prepared to deal with this 

hidden agenda when they negotiated for services. Carol 

expressed her perceptions of how the school district's 

agenda was different from the parent's agenda: 

What a parent understands an objective to mean 
may not and, in fact, usually isn't the same as 
what the school may believe it to mean. Let me 
give you an example, an lEP was written to 
provide three hours of resource services per day. 
The parents understood this to mean that the 
student would be in the resource room receiving 
tutoring for three hours per day. The school 
interpreted this to mean that they could provide 
twenty minutes of resource room tutoring and two 
hours and forty minutes of an aide's presence in 
the regular education classroom. Vastly 
different ideas! 

And lEP meetings will have lots of teachers who 
are on the school's side and one or two parents. 
You may feel hugely outnumbered. And although 
the school personnel will communicate that they 
are there for your child's good, they also have 
other unspoken agendas, such as, how can I 
effectively implement these objectives with all 
the other things I have to do in class? Is there 
enough money in the budget to complete these 



391 

objectives? Is there some program that I'm 
currently doing with other students that I could 
use for this kid so that I don't have to learn 
anything else new this summer during rry vacation? 

This isn't to say the special education teachers 
and staff are bad, just that their perspective of 
the problems your child is having can be vastly 
different from yours. Your child is one of 
hundreds that they are servicing, but this is 
your only, or only one of a few, child. 

Carol's excerpt illustrated the need for parents to be 

careful that they understand the objectives of the lEP, 

that they understand how special services were delivered to 

their child, and that they understand exactly how the time 

was factored between direct and consultive services. Carol 

conveyed an understanding of the different perspectives 

since she, herself, had to struggle with the issues from 

the perspective of parent and special educator. Moreover, 

she felt that if school personnel and parents approached 

each other in a more open manner with an attitude of 

cooperation and not as antagonists that services to the 

child would be improved. The cognitive strategies used by 

the participants are summarized in Table 6. 

A Summary and Discussion of Parent Views of Their Feelings, 

Beliefs, and Strategies 

Overall, in this section, frustration and anger 

centered around events, attitudes, and comments made by 

school personnel. Over the years as parents advocated for 

their child with ADHD, they were continually confronted 
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with situations that upset their child and them. Often, on 

a yeax-'ly basis, they had to explain their child's 

disability to school personnel, defend their strategies for 

dealing with their child, help their child complete 

overwhelming assignments, face profoundly difficult 

meetings that significantly affected the welfare of their 

child, trust the school personnel to teach their child the 

necessary academic and social skills to succeed in school 

and to treat their child with respect and promote a 

positive self concept. These findings were consistent with 

the literature reported by parents of other disabled 

children (Featherstone, 1980; Glendinning, 1983; Hughes, 

1990; Robertson, 1993) and for children with ADHD (DuPaul & 

Stoner, 1994; Fowler, 1990). 

Participants wanted their child to learn the same 

curriculum content as their peers and were frustrated with 

their inability to glean information about what was 

happening in class from discussions with their child. 

Moreover, they felt communication with the schools about 

important program adaptations or changes were often not 

communicated in a timely manner, if at all. Furthermore, 

participants became frustrated and angry with school 

personnel: a) who refused to acknowledge their child's 

disability or the validity of the symptoms their child 

exhibited, b) who made redundant and noninformative 

comments about their child on home reports, c) who said 

their child was lazy, and d) who blamed the parents for the 

child's inability to succeed academically or behaviorally 
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in school. 

Parcicipants wanced ceachers, support staff, and 

administrators to treat them with respect and to include 

them as equal members of the team. They wanted teachers to 

listen to them and to believe them when they said there was 

a problem. When there was a problem, participants wanted 

to collaborate with the teachers to resolve it quickly in a 

mutually agreeable manner. If there were changes in their 

child's program, participants wanted to be informed about 

the change in a timely manner and, if appropriate, to have 

an opportunity for input. Finally, the participants were 

tired of hearing the negative behavior traits of their 

child and wanted school personnel to focus more on their 

child's academic progress when communicating with them. 

Parents were forgiving of a teacher's mistakes if a teacher 

nurtured their child. These findings were consistent with 

other reports from parents and professionals who indicated 

confusion and frustration with the absence of effective 

collaboration and problem-solving in their relationships 

(Fine, 1991; Rainforth, York, & Macdonald, 1992; Turnbull & 

Turnbull, 1986) . Research findings indicated that parents 

and professionals often had difficulty establishing a 

comfortable way to orient their focus toward family 

priorities {Dunst, Trivette, Starnes, Hamby, & Gordon, 

1993). On the whole, both parents and special education 

teachers had difficulty engaging in some of the key 

coinmunication behaviors considered important as indicators 

of problem-solving strategies and constructive 



394 

communication (Walker, 1989a). 

The participants who had been through numerous lEP 

meetings and confrontations with the school districts were 

adept when they asked questions and clearly articulated 

their goals for their child. Moreover, they were assertive 

and, at times, aggressive in their approach to school 

personnel. Due to years of accumulated negative 

communication and experiences, participants often shifted 

quickly from a friendly demeanor to a more aggressive 

approach. This behavior was consistent with the behaviors 

of parents of disabled children reported in the literature 

(Featherstone, 1980; Glendinning, 1983; Turnbull & 

Turnbull, 1986) . 

In this section, participants shared the strategies 

they used with schools: a) to approach school personnel in 

whatever manner was most comfortable for them, b) to keep 

in mind the time constraints and hidden agendas, and c) to 

continue to "hound" school personnel until they were 

satisfied. Sprinkled throughout the interviews were 

participants' wishes "that it didn't have to be this way", 

and they all expressed a desire for an improved 

relationship with school personnel. Participants preferred 

to use their time and energy engaged in more productive or 

relaxing activities. This finding was reported by other 

parents of disabled children (Featherstone, 1980; Fowler, 

1990; Glendinning, 1983; Turnbull & Turnbull, 1986). 

Participants were committed to finding ways to help 

their child succeed in school. To help their child they 
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had to communicate with school personnel, consequently, 

they focused the majority of their energy on finding ways 

to accomplish this. They used informal strategies and the 

formal lEP process to accomplish this. Their success 

depended on district level special education personnel, the 

personality of the teacher, their own energy, and their own 

time constraints. 

Participants realized that they needed to provide 

teachers with general knowledge about ADHD and specific 

knowledge about their child. They also had to resolve 

process issues with the school personnel. For example, if 

a goal appeared on the lEP, it was crucial to identify how 

the service was provided and to negotiate whom would 

deliver the service. If there was open communication, a 

collaborative relationship, and all involved did their part 

then the system worked smoothly and life was considerably 

easier for the participants and their child. If not, then 

the participants' limited time, energy, emotional, and 

fiscal resources were further taxed. 

Participants perceived that the major school issues 

for their child centered around homework and organization 

of time and materials. This finding was consistent with 

the literature on children with ADHD (DuPaul & Stoner, 

1994). Participants were willing to do whatever was 

required to facilitate success for their child and expected 

teachers to share their view. They reported that teachers 

were resistant to establishing systems related to 

organizational needs and homework because they viewed the 
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child's inability to succeed in these areas as a lack of 

responsibility or laziness. Parcicipants' were prepared to 

provide teachers with information that their view was 

inaccurate and to provide concrete ideas to assist the 

teachers to work with their child. Their strategy was to 

hound the teacher until they "got it." However, it was 

difficult for participants to confront a teacher's refusal 

to read the material provided, to set up systems for 

homework, and to follow the goals on the lEP if it was an 

attitudinal or personality issue. 

Consequently, participants developed strategies to by

pass teachers' negative attitudes or personalities. One 

strategy was to consistently and carefully select teachers 

who possessed the desired characteristics. Some of the 

participants shared thoughtful and sophisticated methods 

for selecting teachers. Selecting teachers for their child 

was a strategy advocated in the literature on children with 

ADHD {Fowler, 1992; Barkley, 1994). A second strategy was 

to illicit help from school administrators to change 

teachers if one proved unreceptive to change. The strategy 

of "wear them down" was again utilized, at this point, and 

proved effective for the participants who found time to 

utilize it. A third strategy was to use the lEP process to 

obtain the services that the child needed. This was the 

least desired strategy for several reasons: a) it consumed 

a great deal of time and energy, b) it sometimes caused 

barriers and hostility to increase, c) it did not insure 

that teachers would work toward the desired outcomes, and 



d) sometimes it negatively impacted upon the child. 

However, the participants were prepared to use this 

strategy, if necessary. 
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CHAPTER VI 

CONCLUSIONS AND IMPLICATIONS 

The purpose of this study was to examine parent 

perceptions of raising a child with ADHD focusing on: 

a) their views regarding their child's school experience, 

b) their views regarding their interactions with medical 

personnel, c) their views regarding family and social 

issues, and d) their views about their own parenting 

experiences. 

The conclusions were organized thematically as they 

were presented by the participants: consequently, the order 

presented deviates from the organization of the original 

purpose statements. The conclusions and implications 

presented in this chapter were organized as follows: 

a) participant views regarding family issues, 

b) participant views regarding medical issues, 

c) participant views regarding parenting frustrations and 

strategies, d) participant views regarding law issues, and 

e) participant views regarding school issues. The 

implication sections were organized as implications for 

research and practice and follow the conclusions in each of 

the major sections. 
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Participant Views Regarding Family Issues 

Cgnglygigpg 

The themes that participants presented regarding 

family issues centered around the areas of: a) participant 

views regarding identification of their child with ADHD, 

and b) participant views regarding interactions within the 

family and in the community. The following themes emerged 

from the interviev/s and are listed for review: 

Participant Views Regarding the Identification Process 

- Participants felt there was something wrong with 

their child but could not get professionals to respond 

to their concerns. 

Professionals blamed the parents, the family 

situation, or explored other reasons for the child's 

behavior. 

For the majority of the participants the process of 

identification took a long time. 

If the child was severely hyperactive the 

identification process occurred at a younger age and 

the process was relatively quick. 

_ Sometimes it took a crisis for the participants to 

begin the identification process. 

Upon hearing the diagnosis participants exhibited 

similar grieving behavior as did parents of disabled 

children in general and parents who had children with 

ADHD. 
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After hearing the diagnosis the participants sought 

knowledge and the help o£ professional resources. 

Participants didn't know what to expect at meetings 

to discuss their child's disability and had difficulty-

understanding the technical terms used. 

Participants were unable to cope with the technical 

information regarding ADHD that was presented to them 

immediately following the first time they heard the 

diagnosis. 

Participant Views Regarding Interactions in the Family and 

Community 

There was a great deal of conflict in the majority 

of participants' marital relationships. 

Single parenting was easier than remaining in a 

negative marital relationship. 

Often their current or former spouse exhibited 

behavior characteristics that were similar to their 

child with ADHD. 

The marital relationship was often secondary to the 

parenting relationship. 

One parent made the majority of childcare 

decisions. 

Mothers believed their child "acted out" more with 

them than with their fathers. 

In a family who had a child with ADHD, sibling 

interactions were often negative. 

In families with more than one child with ADHD 

negative sibling interactions were frequent and 
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intense. 

For some, the extended Ecunily was tolerant but did 

not fully understand ADHD. 

Participants did not have much contact with or help 

from their extended families. 

Sometimes extended family members caused more 

stress to the participants and their families with 

their comments or behavior. 

There was a need to educate extended families about 

the disability but participants did not take the time 

or expend the energy to do so. 

Family routines were significantly altered to 

accommodate the child with ADHD. 

Increased financial burdens were placed on the 

participants and their family due to the needs of the 

child with ADHD. 

Participants spent more time parenting their child 

with ADHD than their nondisabled children across a 

variety of settings and activities. 

The child with ADHD had abnormal sleep patterns and 

this caused the participants' sleep patterns to be 

disrupted. 

The participants' child with ADHD had difficulty 

interacting with peers and making friends. 

Participants were upset that parents would not 

allow their nondisabled child to play with the child 

with ADHD. 

It was difficult to decide whether their child with 
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ADHD should participate on an individual or team 

sport. 

The majority of participants believed an individual 

sport provided a better experience for their child. 

It was difficult for participants to watch their 

child play sports because their behavior was 

embarrassing or unsafe. 

It was difficult to find a coach who would be 

responsive to the needs of the child with ADHD. 

Participants had a difficult time deciding whether 

or not to tell the child's coaches about ADHD. The 

adolescent often did not want the coaches to know. 

Implications for Research and Practice Regarding Family 

Issues 

There was limited information in the literature 

provided by parents who shared their perceptions of 

parenting a child with a disability (Featherstone, 1980; 

Glendinning, 1983; Greenfeld, 1972; Turnbull & Turnbull, 

1978) but even less could be found in the literature that 

came directly from parents who had a child with ADHD 

regarding their perceptions of their experiences (Fowler, 

1990, Hughes, 1990). This study was unique in that the 

themes presented emerged from the parents' own words and 

the methodology allowed a rich and in depth view of their 

feelings, beliefs, and strategies. It would be an 
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important extension of this work to continue the study, 

using the same methodology, and interview more parents to 

determine if the themes remained static, were enriched, or 

if they changed. One element missing from the current study 

was in depth information about the participants' children 

with ADHD. It would have been helpful to describe the 

characteristics of the child with ADHD and the assessment 

procedure used in order to view the participants' 

perceptions in relation to their child's needs. 

Participants may have different feelings, beliefs, and 

strategies based on the severity of their child's 

disability that would be vital information and enrich the 

meaning of their perceptions. 

There have been excerpts provided by professionals who 

described the feelings of parents who had a child with ADHD 

during the identification process, such as, denial, shock, 

anger, fear, loneliness, and acceptance (Hallowell & Ratey, 

1994; Ingersoll, 1988; Parker, 1994) but minimal literature 

that described the process as one of grieving or that 

compared the process of parents who had a child with ADHD 

with the process of parents of disabled children in 

general. There were many areas across their life-events 

that were similar such as the process of persuading 

professionals to attend to their concerns, their reaction 

to hearing the diagnosis, the manner in which they had to 

alter their family routines, and reactions from community 

members to their child. 

It would be important to describe the grief process of 
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parents who have a child with ADHD and then to describe the 

similaricies and differences between their grief process 

and the grief process experienced by parents with children 

who had different types of disabilities. Perhaps there 

are important insights from parents of children with 

disabilities in general that could be applied to support 

programs for children with ADHD and their families. 

Further, except for one person, the participants in this 

study presented an image of empowered parents. It would be 

important to learn how they arrived at this emotional level 

and describe the progression. For example, was their 

progression similar to parents of disabled children in 

general and similar to other parents who had a child with 

ADHD? The information would assist counselors, 

psychologists, educators, and medical caregivers to help 

parents deal with their grief issues. Hopefully, if the 

professionals whom parents turned to for help were aware of 

some of the ways their behavior and responses retarded 

parents' grieving process they would change their attitudes 

and behavior towards parents. It is necessary to provide 

training by presenting grief workshops to regular and 

special education teachers, administrators, counselors, 

psychologists, and medical personnel so they can learn 

about the grief process for parents of disabled children in 

general and parents who have a child with ADHD. 

Personnel who, for the first time, present the 

information to parents that their child has a disability 

must learn to be sensitive to parents' reactions and not 
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present the test results or strategies for treatment 

immediately following the initial transmission of the news. 

They must learn to follow the parents' lead and wait until 

they are ready to hear the next phase of information. 

Parents' needs for a slower paced process often does not 

fit the time line of educational professionals for a 

variety of reasons such as caseloads, work schedules, 

personnel allocations, and financial constraints. 

Consequently, it would be necessary for educational 

professionals to reexamine their service delivery paradigm 

to determine how they could be more responsive to the needs 

of the parents and family who are grieving. If 

professionals approached the issues of identification, 

counseling parents and family, and providing support and 

assistance from a family systems approach then many of the 

concerns participants' expressed would be addressed. It is 

important to look to the family support literature and 

apply some of the "best practice" principles to helping 

families who have a member with ADHD. 

In general, the family support movement consisted of 

numerous grass-roots efforts to strengthen and empower 

families in their traditional care giving roles (Kagen, 

Powell, Weisbourd, & Zigler, 1987). Family support has 

emerged as a significant policy initiative in the field of 

developmental disabilities (Knoll, Covert, Orsuch, 

O'Connor, & Blaney, 1990) . Parents have impressed upon 

policy makers the fact that families serve as the primary 

source of support to a majority of persons with 
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developmental disabilities (Singer & Powers, 1993). 

Concurrent with the emergence of the family support 

movement, families have been undergoing rapid demographic 

and economic changes that strained traditional care giving 

roles (Singer & Irvin, 1990). 

The family support initiatives in the area of 

disability are part of a much larger national and 

international family support movement. Like the larger 

national movement, this movement in the area of disability 

arose primarily from various grass-roots attempts to 

strengthen the traditional role of families at a time when 

such trends as high divorce rates, economic stagnation, 

geographic mobility, and immigration have made the work of 

raising a family increasingly difficult. In the United 

States this movement has expanded slowly with initiatives 

launched in several areas; early intervention for young 

children (Dunst, Trivette, &: Deal, 1988) , alternatives for 

elderly persons (Monk, 1983), medical care and technology 

revolution (Lehr, 1990), and child welfare reforms (Wells & 

Biegel, 1991) . 

Moroney (1986) described the manner in which 

traditional family welfare programs were established. Some 

of the tenets of traditional family support models included 

the following: 

Controlled by professionals 

Viewed families as dysfunctional 

Emphasized pathology 

Intervened after families were in crisis 
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Devoted resources to out-of-home placements 

Focused on person with disability as client 

Emphasized formal programs 

Invested in remote institutions 

The ideology of the new family support movement represents 

a considerable divergence from this negative tradition. 

Researchers have extracted from the literature on family 

support a list of defining principles that clarify the 

philosophy and practices that characterize these diverse 

efforts (Dunst et al., 1993). They identified six basic 

tenets of the family support movement: 

Enhance a sense of community 

Mobilize resources and support 

Encourage shared responsibility and collaboration 

Strengthen and protect the integrity of the family 

unit 

Operate according to enabling and empowering 

principles that enhance and promote competence of the 

family and individual family members 

Follow proactive human services approaches 

The family who has a member with ADHD needs 

professionals to establish programs based on the principles 

of the new family support movement, use them in innovative 

and creative ways, and apply the principles in a variety of 

settings. First, however, parents who have a child with 

ADHD need to be recognized as members in good standing in 

their community. The participants in this study presented 

a clear and eloquent view of what it was like to parent a 
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child with ADHD and how they struggled with the challenges 

of daily living. They were compelled to relinquish more 

time, energy, finances, and emotional energy, in order to 

persevere when raising their child with ADHD. When they 

interacted with members of the educational community and 

their larger social community, the messages they received 

were; their children were "bad", "lazy", "disorganized", 

and they were "bad parents". 

It would be important to examine the views of people 

within the community to determine their perceptions of 

children with ADHD and their families. How do teachers 

view the child with ADHD in their classroom? How do 

administrators view the parents of these children? It is 

time to examine the underlying beliefs of teachers and 

other professionals so the work of collaboration can begin. 

If the participants in this study, who presented as 

emotionally stable, energetic, proactive, and committed 

parents, could not gain acceptance into and respect from 

their community, what chance do other less empowered 

parents have? Several of the participants in this study 

shared the feeling that they often wished their child had a 

less discrete disability. They perceived that if their 

child "had no legs" people would treat them as they did 

other disabled children. At times, the participants 

expressed a desire for a more obvious and observable 

disability so they could regain some status in their 

community. The elusiveness of ADHD, the perceived 

subjectiveness of the diagnostic process, and the sometimes 
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annoying visible symptoms as they are manifested in the 

child's behavior appear to negatively affect the 

perceptions of community members regarding the child with 

ADHD and his or her family. 

Humans are meaningmakers and meanings are established 

and transmitted by social communities. People exist in a 

world that is imbued with language and its underlying 

concepts. When difficult life events happen, sometimes 

predetermined ways of understanding the world are 

challenged. For some people the birth of a child with ADHD 

is such an event. Some participants were thrown into a 

state of turmoil and disorientation and tried to find 

reasons why their child emerged as a different person than 

their dreams. Consequently, attempts to cope with the 

birth of a child with ADHD often involved striving both to 

understand what it meant to have such a child, to find a 

reason why it happened, and to deal with the constant 

bombardment of negative perceptions from the community in 

which they lived. 

The process of acquiring new meanings is, in part, a 

social one. Meanings are conveyed by social communities. 

Different groups within the community attach different 

meanings to the same phenomena. Furthermore, for a person 

to acquire a new way of understanding an event, he or she 

often must enter into a collaborative and trusting 

relationship with people who convey these new meanings. 

Helping approaches that are congruent with family support 

principles would create relationships with parents and 
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siblings of children with ADHD in ways that would allow 

them to be open to a more positive perception about ADHD 

and it's symptoms than those ordinarily conveyed by the 

mainstream culture. 

Connections between parents of children with ADHD 

would play an important role in this process. People are 

most likely to be influenced by someone with whom they can 

identify and develop a sense of trust, someone whose 

experiences have been similar enough to make their 

orientation plausible. Further research to explore the 

similarities of parenting experiences and to report them in 

the literature would examine such connections and provide 

information to people establishing support groups. It 

would be important to compare families who joined support 

groups with those who did not to determine if and how 

support groups helped parents. 

It might be helpful to review the social psychology 

literature to examine some of the predominant theories, and 

to determine if these theories would be helpful when 

viewing the research on families who have a member with 

ADHD. Also, the concept of resilience applies to families 

as well as individuals and can be applied to families who 

have a member with ADHD. As a unit, families can 

experience periods of intense stress, learn from the 

experience, and emerge stronger. One way to look at family 

resilience is to consider the characteristics of successful 

families. Although the study of successful adaptation to 

disability is just beginning, there are some preliminary 
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findings from the existing literature. Patterson (1991) 

reviewed the literature on fairiilxes wxth chronic illness 

and reported that successful families of children with a 

chronic health challenge coped well by doing many of the 

things that any successful family must accomplish. She 

described the following characteristics of resilient 

families with children with chronic illness: 

- Maintenance of family boundaries: Families who 

successfully maintain an external boundary manage to 

retain a sense of control over their households 

despite the need for intrusive involvements with a 

variety of professionals. 

Developing communicative competence: Patterson 

(1991) pointed out that families with a child with a 

disability or chronic illness had to make more 

frequent decisions and often had to deal with novel 

situations for which no clear action was available. 

Families who were organized, who openly expressed 

feelings, and who resolved conflicts appeared to do 

better when faced with long-term care giving demands. 

- Attributing positive meanings to the situation: 

family resilience consists partly of discovering 

positive meanings in challenging situations. 

Maintaining family flexibility: resilient families 

appear to be able to transfer roles and tasks within 

the fcimily when needed. 

Maintaining a commitment to the family unit: 

families who maintain a sense of teamwork and 
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cooperation are more likely to be resilient. 

Enaaaing in accive copina efforts: resilienc 

families are active problem solvers and efficient 

users of coping skills. 

Maintaining social integration: families who 

remain members of positive social networks appeared to 

cope better with adversity than did isolated families. 

- Developing collaborative relationships with 

professionals: Families of people with disabilities or 

chronic health problems have many more interactions 

with professionals than do typical families. Family 

stress research suggests that frequently these 

interactions are a source of distress. To change this 

situation, parents and professionals have supported 

the importance of collaborative and mutually 

respectful relationships (Patterson, 1991). 

It would be helpful to examine families who have a 

child with ADHD in light of the characteristics presented 

by Patterson (1991) to see if these characteristics apply 

to families who have such a child. If applicable, it would 

be important to redefine the characteristics so they 

reflect the research on families who have a child with ADHD 

and to establish programs based on those characteristics. 

Efficacy of such programs would be vital information to 

apply to the support programs for families who have a child 

with ADHD. 
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Participant Views Regarding Medical Issues 

Conclusions 

The themes that participants presented regarding 

family issues centered around; a) participant views of 

medical personnel, and b) participant views regarding 

medication. The following themes emerged from the 

interviews and are listed for review: 

Participant Views Regarding Medical Personnel 

There was confusion over which aspects of the ADHD 

were medical and handled by a physician and which 

aspects dealt with educational needs and were handled 

by educational professionals. 

At first, parents thought the physician would "fix" 

their child's problem and that their child would be 

symptom free. 

Many pediatricians were not knowledgeable about 

treatment options, especially related to medications. 

Parents were confused about the services provided 

by primary care physicians versus specialists. 

There was a desire for the specialists to be more 

accessible to the parents. 

It was important to have a physician who could view 

the whole child because they saw aspects of the child 

or treatment that were often missed by a specialist 

who might see the child infrequently for short time 

periods. 
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Treatment for the child was better if medical 

personnel consultad with each other. 

Treatment was enhanced when physicians included the 

parents as equal members of the team and valued their 

input. 

It was a difficult process to find qualified 

physicians or combinations of physicians to provide 

medical care for a child with ADHD. 

When medical professionals provided quality health 

care, then life was considerably easier for the 

participants. 

When medical professionals were not helpful then 

the stress levels of the participants increased 

significantly. 

Health care providers should explain to parents 

what service they provide and how they fit into the 

overall paradigm of health care. 

Participant Views Regarding Medication 

They had mixed emotions about using medications and 

it was a difficult decision to make. 

It took participants some time to make the decision 

to use medication. 

Each child was an individual and people should 

consider their individual needs regarding medication. 

All reported positive changes in their child's 

behavior and were glad they made the decision to use 

medication. 

Often it took a long time to get the dosage and the 
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combinations of medications correct for the child. 

The adolescent muse be willing co take che 

medication and to cooperate in the process. 

At some point the child with ADHD must become 

responsible to manage the process. 

There was consideration and discussion of whether 

the child should take medications during vacations and 

weekends. 

Mornings were difficult times in regard to 

medications and transitioning to the day's activities. 

It was difficult to remember to take medications 

when daily routines were altered. 

It was difficult to deal with their extended 

families on the issue of medication because often 

their comments were negative or biased. 

Participants were frustrated with the need to 

educate their extended families and to defend their 

decisions to use medication. 

Teachers sometimes made recommendations regarding 

the use of medications. 

When a child's behavior deteriorated in the 

classroom, teachers were quick to recommend that the 

dosage be increased. 

Participants were frustrated that they had to 

defend their position in regard to medication usage 

with teachers. 

Medication should only be part of the treatment 

program for the child with ADHD. 
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Implications for Research and Practice Regarding Medical 

Issues 

Implications for research and practice in this section 

center around the concept of the physician as a counselor. 

Through their excerpts participants brought many themes to 

the forefront of their discussions regarding their views of 

health care providers. Some of the issues are related to 

the health care model in general and some are related to 

the health care issues pertinent to a child with ADHD. One 

caveat is offered regarding the fact that often there is 

not a clear division between health care providers and 

educational professionals on some of the issues since the 

identification process often begins within the parameters 

of the child's educational setting. Moreover, many 

accommodations must be implemented by the school personnel, 

including the monitoring of medication, so at times, the 

boundaries appear somewhat blurred. 

The expansion of medical knowledge and the evolution 

of its technology have been instrximental in the development 

of a process of specialization within health care. Medical 

services have been stratified into levels as primary, 

secondary, and tertiary care (Cooley & Moeschler, 1993). 

Unfortunately, in our technology-oriented society, the 

belief that specialization is synonymous with excellence 

has resulted in a tendency toward fragmented, center-based 

health care. While individuals with severe disability 

often benefit from the care of specialists with narrow but 
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highly developed expertise, realistically their overall 

care cannot be the suin of services provided by a teain of 

specialists. 

Participants made it clear that it was important to 

have one medical person who looked at their child as a 

total person and could view the various aspects of 

treatment from that perspective. It would be helpful to 

further examine this area to determine how parents of 

children with ADHD view the different health care models. 

It would be important to determine if the primary care 

provider is in the best position to provide counseling 

support for individuals with ADHD and their families. It 

would be expected that only the primary care provider is 

positioned to know the health care issues in the context of 

the whole person and view that person with ADHD in the 

context of the family and community. It would be helpful 

to examine the questions of whether the primary physician 

or health care professional is accessible and would they 

provide the continuity that was needed and often reported 

as missing by participants. 

Research could then present a description of how this 

health care model would look. In the setting of health 

care, counseling may be embedded within direct medical 

care; for example, empathetic inquiries about past and 

current issues during checkups could occur. In the case of 

children with ADHD, inquiries about behavior episodes or 

anger displays may help the primary care physician 

determine medication dosage or changes. Or, counseling may 
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be a separate endeavor as might be the case for behavioral 

training methods for parents who experience stress due co a 

child's difficult behaviors (Singer, Irvin, & Hawkins, 

1988). Counseling about specific treatments, v/ho provides 

specific services, and discussion of controversial 

therapies, such as biofeedback, may also occur more easily 

in the primary care setting, where less emphasis is placed 

on a single standard practice. 

The diagnosis of a disability in a child may occur in 

several different ways. It may occur as an unanticipated 

event, such as the diagnosis of Down Syndrome in a newborn. 

It may also occur as as the confirmation of suspicions by 

parents that their child is not developing in a typical 

fashion, as was the case for many of the participants. 

Lastly, the diagnosis may occur following a traumatic 

event, such as an accident or serious illness. In all of 

these examples, there is clear evidence that "how they were 

told" has an important impact on the adjustment of a family 

to disability in one of its members (Wolfensberger, 1978). 

If parents are angry because they could not get 

professionals to attend to their suspicions about their 

child and then are informed of the disability in an 

insensitive manner this would negatively impact their 

ability to adjust to their child's disability. 

The informing interview, as "breaking the news" about 

a disability is sometimes called, is much more than a 

transmission of new information about the child. It is a 

situation that requires all the elements of humanistic 
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interactions that are inherent in a counseling 

relationship (Cooley i Hoeschler, 1393). As a counseling 

opportunity, there are also standards of "best practice" 

for sharing such news that have been established through a 

combination of professional experience and feedback from 

families. Participants have eloquently shared their 

perceptions of their experiences and their feedback should 

be integrated into training. Moreover, the informing 

process is ongoing over days, months, or perhaps years in 

which the implications of new and old information is 

continually reviewed and reevaluated. It is important to 

examine and implement this model for families who have a 

member with ADHD because this process supports families in 

their attempts to find and maintain balance in their lives. 

It is also a process that might be implemented by several 

different professionals, both in the medical and 

educational settings. Further study is necessary to 

determine the efficacy of such a model for families who 

have a child with ADHD. 

Clearly there are "best practices" for conveying news 

concerning a child's disability that provide helpful 

direction to professionals (Kaminer & Cohen, 1988; Myers, 

1983) . Physicians and educational professionals need 

training in the "best practices" and need to establish 

methods to use these practices with families who have 

children with ADHD. A professional assuming the 

responsibility of informing parents about a child's 

disability must be emotionally prepared and be undistracted 
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by other issues. They must be well-informed about the 

parents' issues and ADHD and must either be ready to answer 

questions or willing to help find the answers. They must 

be sensitive to the needs of the family and proceed with 

patience and acceptance, with directness and honesty, using 

clear and understandable language. They must also 

demonstrate good listening ability that is combined with 

tolerance both of emotions and of nonacceptance of the news 

presented. 

Finally, the informing process includes the beginning 

of a new relationship between a family and a physician or 

other professional. This relationship may in fact be a new 

one, or it may be one in need of redefinition in the new 

context of a family member with ADHD. It is a chance to 

review the physician's and the family's expectations about 

the role that the physician will play as a source of 

support for the family. The physician should communicate 

clearly his or her philosophy of practice with regard to 

the balance of power and decision making in the physician 

and family relationship. A specialist also needs to 

clarify his or her philosophy about care and treatment 

goals for a person with ADHD. Moreover, specialists need 

to define their role as separate from that of the family's 

primary care physician. Feimilies may need to consider 

other resources or a different physician if there is a wide 

philosophical gap between the family's expectation and 

those of the physician. 

There needs to be an emphasis on positive. 
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inclusionary attitudes and language about ADHD during 

medical training. Time must be devoted to praccical 

training about interviewing and counseling methods that 

extend to the issues experienced by persons with ADHD and 

their families. This training must include and value the 

direct input of individuals with ADHD and their families. 

Medical students and other trainees must be exposed to the 

literature of family studies and, in particular, to recent 

research that examines family strengths as coping resources 

as well as common stresses that are identified by families 

with a disabled member in general (Singer & Irvin, 1989) 

and the stresses that are identified by families who have a 

member with ADHD (Fowler, 1990; Hallowell & Ratey, 1994; 

Hughes, 1990; Ingersoll, 1988; Parker, 1994). 

Participant Views on Parenting Frustration and Strategies 

Conclusions 

The themes presented in this section include those of 

participant views regarding parenting issues and parenting 

strategies. The themes that participants presented 

regarding parenting frustrations centered around: 

a) participant views regarding discipline, b) participant 

views regarding their feelings, c) participant views 

regarding modification of family routines, and 

d) participant views regarding their fears. The themes 

that participants presented regarding parenting strategies 
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centered around: a) participant views regarding academic 

strategies, b) participant strategies regarding personal 

strategies, and c) participant views regarding attitudinal 

or cognitive strategies. The following themes emerged from 

the interviews and are listed for review: 

Participant Views Regarding Discipline 

Their children did not follow directions so parents 

had to establish behavioral management strategies. 

Some of the children exhibited high-risk behaviors; 

stealing, using or selling drugs, destruction of 

property, gang related activities, disruptive behavior 

in school such as fighting, swearing, throwing things, 

ditching class, and "out of control" anger. 

Some of the children had been suspended or expelled 

from schools or daycare centers. 

Some of their children exhibited different 

behaviors in school than at home. 

Some of the children exhibited more negative 

behavior in the morning than during the rest of the 

day. 

In some families a downward negative cycle of 

interactions was difficult to turn around. 

Participant Views Regarding Their Feelings 

Participants felt helpless at times due to an 

inability to effect change in their child's behavior. 

They received subtle and direct messages from 

various community members that they were to blame for 

their child's misbehavior or lack of skills. 
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Most developed strategies to deal with criticism 

and a philosophical viewpoint that rejected the notion 

that they were to blame for their child's behavior. 

Participants felt overwhelmed and tired at times 

from dealing with their child's disability. 

Participants felt embarrassed by their child's 

behavior across a variety of settings and activities. 

Some of the participants felt lonely in their 

struggles and wished their lives could be different. 

The need for a relationship or the needs of the 

marital relationship were often secondary to the needs 

of the parenting relationship. 

Participants expressed grief over the loss of their 

image of how life was supposed to be with their child. 

They also grieved as new events occurred in their 

child's life. 

They seemed to grieve for a longer time events in 

the past where they made decisions that they later 

regretted. 

Participant Views Regarding Modification to Familv Routines 

Participants had to make significant changes in 

their own personal lifestyles and in their family 

routines. 

They had to deal with significant challenges 

throughout their life experiences of parenting a child 

with ADHD. 

They were frustrated with their child's inflexible 

approach to directions or perceptions of events and 
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the ensuing discussions or arguments. 

- This uniQUc cognitive processing characteiristic 

affected all facets of their lives since the child 

would exhibit the behavior whenever faced with typical 

family and social interactions. 

They had to be extremely careful about how they 

worded directions or during basic communications, as 

they were easily misinterpreted and could result in 

immediate conflict. 

It was time consuming and energy depleting to 

constantly monitor what they said to avoid ambiguity 

in their communications with their child. 

Participant Views Regarding Their Fears 

There was an underlying fear that at anytime 

something could happen to their child. 

When their child was young they were afraid that 

their child would hurt themselves or others. 

As the child developed and entered adolescence, 

their initial fears transferred to fear of high-risk 

behaviors typical of teenagers, such as drugs, 

alcohol, sex, and risky driving. 

They needed to constantly monitor their child 

whether they played alone or with others. 

Some of the parents had an understanding and 

acceptance that their child would most likely get into 

more trouble than their nondisabled peers. They 

perceived that it was their responsibility to 

"minimize the losses" and teach their child as quickly 
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as possible to generalize appropriate behavior. 

They were afraid for their child and what the 

future would hold for them. 

Some fears focused on short term future goals, like 

high school or a job. 

- There were general fears about long-term goals such 

as; being a responsible adult or parent, enjoying 

their work, and being adequately prepared for their 

chosen career. 

Some participants were afraid that their child 

would end up in jail and at times felt powerless to 

prevent their child from committing impulsive acts and 

from suffering the consequences that followed 

inappropriate choices. 

Participant Views Regarding Academic Strategies 

There was a need to help their child be organized 

in their school work and to help them with their 

homework. 

They helped their child with long-term projects. 

It was important to establish effective 

communication systems between home and school. 

They all used some type of homework monitoring 

system. 

They provided structure at home that allowed 

adequate time for homework and provided an environment 

conducive to study. 

Participant Views Regarding Personal Strategies 

They used strategies that were similar to other 
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parents' strategies for relaxation and stress 

reduction that included: praying, family activities, 

maintaining a sense of humor, crying, eating, taking a 

drive or a walk, reading, writing a journal, learning 

new things, hobbies, visiting friends, watching 

television, and exercising. 

They used strategies that were related to parenting 

a difficult child and included: joining support 

groups, stopping and breathing, counting to ten, 

leaving the house when they were extremely upset, 

reading about ADHD, and reading self-help books. 

It was very important for the participants to 

acquire knowledge about ADHD so they could deterine 

how they could help their child succeed. They felt 

more relaxed and successful as parents if they had 

strategies to help their child. 

Participant Views Regarding Attitudinal and Cognitive 

gt;r^t;$qigg 

It was important to focus on the positive aspects 

of their child's personality. 

It was important to minimize the effects of others' 

negative comments in order to maintain a positive 

attitude about their child and their life. 

They observed their child's behavior to assess 

their emotional state and then responded based on 

their observations. 

If their child's behavior was due to noncompliance 

they would establish a consequence based on that 
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information. 

- If their child's behavior was a mariifcstation of 

their ADHD then their parental response leaned more 

toward a teaching consequence. 

Participants described their prioritizing 

strategies as "picking their battles". They would 

constantly evaluate which behaviors were a priority 

for attention and which behaviors could be ignored. 

Some participants described their strategy as going 

"slow and steady". They would not get distracted by 

their child's inappropriate behavior but would stay 

focused on completion of their target behavior. 

They believed it was important for them to be 

positive role models for their children. 

Getting involved and staying involved with their 

child's activities and education was important to the 

parents. 

It was important to communicate with their child 

about their feelings and perceptions regarding life 

events. 

It was vital to get their child involved in an 

activity that would promote a positive self-concept. 

Often, they would anticipate their child's needs 

before they would ask for help. 

They planned behavioral strategies ahead of time to 

be prepared to implement them quickly. 

They believed it was important to be proactive and 

to anticipate situations so they could prevent 
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problems and minimize the effects of such events. 

It was necessary to "calm their lives' so that they 

could respond in as relaxed a manner as possible to 

their child. 

Participants attempted to keep outside distracters 

to a minimum so they could conserve their energy to 

first meet the needs of their child. 

They refused give up on their child and continued 

to try different strategies. 

Participants attempted to focus on the long-term 

perspective and not on each individual event in their 

child's life. 

Participants used "self-talk" whereby they 

continually reminded themselves that often their 

child's behavior was not something they were able to 

control. 

They used a strategy of taking "one day at a time" 

that included the idea that each day they would start 

fresh and they would forget about past mistakes. 

Implications for Research and Practice Regarding Parenting 

Frustrations and Strategies 

Participants' feelings of grief and frustration 

mirrored the feelings of parents of disabled children in 

general (Featherstone, 1980; Glendinning, 1983; Meadows, 

1980; Roberts, 1986; Turnbull & Turnbull, 1978) and the 

feelings of parents of children with ADHD (Fowler, 1990; 
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Hughes, 1990) . In addition to grief counseling, it would be 

important to establish home-based interventions and to 

evaluate their efficacy. Generally, home-based 

interventions would include parent training, behavioral 

family therapy for children, especially adolescents, parent 

support groups, and community supports. It would be 

important to examine existing programs being used with 

families that have disabled children in general that 

characterize "best practice" and evaluate them for use with 

families who have a child with ADHD. 

One of the multidimensional treatment recommendations 

for children with ADHD is the use of behavior modification 

(Barkley, 1990; Parker, 1993). It is often important for 

parents of children with ADHD to receive supportive 

instruction in behavior management strategies designed to 

enhance their children's attention to household tasks and 

rules. In some cases, school-based parent training 

programs have been implemented by school psychologists or 

social workers with an emphasis on helping parents to 

supervise the completion of academically relevant tasks 

such as homework and studying for tests. The participants 

in the current study targeted these academic tasks as focal 

points for their children. 

A number of programs for providing parent training in 

behavior modification strategies have been developed. 

Barkley (1990) adapted the Forehand and McMahon (1981) 

parent training program to more specifically examine the 

central issues related to ADHD. This training program can 
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be conducted with individual parents or in a group format 

and parent training was usually provided over the course of 

eight or nine weekly sessions. The content of the sessions 

included: a) an overview of ADHD, b) understanding parent-

child relations and principles of behavior management, 

c) developing and enhancing parental attention to child 

behavior, d) attending to appropriate behavior, 

e) establishing a home token reinforcement system, f) using 

response cost and time-out from positive reinforcement, 

g) managing misbehavior in public settings, and h) managing 

future misbehavior. 

Although there is significant research that 

demonstrates success in the treatment of noncompliance in 

children (Forehand & McMahon, 1981), the adapted program 

developed by Barkley (1990) has begun only recently to 

receive empirical evaluation in the treatment of ADHD. 

Despite the preliminary evidence that this treatment 

approach is effective {Anastopoulos, Shelton, DuPaul, & 

Guevremont, 1993; Horn, lalongo, Popovich, & Peradotto, 

1987), many questions remain. The number of empirical 

studies is relatively small and there were numerous 

differences in methodology that existed across 

investigations. Future research is necessary to examine 

the durability over time and the generalization across 

settings to obtained treatment effects for children with 

ADHD. Furthermore, training programs similar to the one 

researchers (Olympia, Jenson, Clark, & Sheridan, 1992) 

developed to promote parent support in enhancing the 
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academic and homework performance of their children also 

need to be developed and evaluated. Moreover, this 

training program may be useful in training teachers to use 

behavior management principles and should be examined for 

that possibility. 

There is a body of literature that is developing that 

focuses on the behavioral family therapy for the 

adolescent. Adolescents with ADHD frequently demonstrate 

higher rates of disruptive, noncompliant behavior; 

rebelliousness; conduct problems; and conflicts with family 

members than nondisabled adolescents (Barkley, 

Anastopoulos, Guevremont, & Fletcher, 1991; Robin, 1990; 

Weiss Sc Hechtman, 1993). Negative interactions were 

particularly evident in families of adolescents with both 

ADHD and ODD as members of these families were more likely 

to exhibit aversive behaviors during communications than 

were parent-teen dyads in groups of ADHD only or 

nondisabled adolescents (Barkley, Anastopoulos, Guevremont, 

& Fletcher, 1992). 

There is another behavioral family therapy approach 

known as problem-solving and communication training (PSCT) 

(Robin & Foster, 1989) that combined elements of 

contingency management training and structural family 

therapy. PSCT involved various techniques for developing 

skills such as, instruction in problem solving and 

appropriate communication behaviors, as well as prescribed 

changes in family systems. In many situations, cognitive 

therapy procedures were used to restructure the 
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nonproductive belief systems of family members (Robin & 

Foster, 1989) . 

Despite the fact that the use of PSCT in treating the 

families of adolescents with ADHD has not been studied 

extensively, the results of initial investigation of its 

efficacy are positive. Researchers (Barkley, Guevremont, 

Anastopoulos, & Fletcher, 1992) found PSCT to be as 

effective as contingency management training and structural 

family therapy in reducing the number of conflicts and the 

intensity of anger during interactions at home. 

Furthermore, they found that PSCT significantly improved 

the quality of parent-adolescent communication as reported 

independently by 21 adolescents with ADHD and their 

mothers. Parents also reported improvements in their 

adolescent's school adjustment and symptomology in the 

areas of both internal feelings (e.g. depression) and 

external behavior (e.g. conduct problems). Researchers 

need to continue developing and examining the efficacy of 

programs like PSCT for adolescents with ADHD. It is also 

important to consider the possibility of combining other 

treatment modalities with previously established ones like 

PSCT and studying their efficacy with adolescents with 

ADHD. 

When considering programs for families who have 

children with ADHD it is helpful to review the literature 

on disabled children in general. Researchers have reported 

three significant conclusions regarding families of. 

children with disabilities and chronic illness . Most 
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families adapted successfully to living with a member who 

had special needs and the member with a disability was 

viewed as a positive contributor and a source of happiness 

(Summers, Behr, & Turnbull, 1989) . Further, caring for a 

member with a disability involved increased daily stress 

that resulted in low morale for approximately one third of 

the families (Singer, Irvin, Irvine, Hawkins, Hegreness, & 

Jackson 1993). These studies also showed that a majority 

of parents with children with disabilities were not 

demoralized. Participants reported similar feelings in the 

current study. Lastly, the appropriate types of community 

supports for families can improve parental feelings of 

well-being and help with positive adaptation (Singer & 

Irvin, 1991). This is an area that needs to be studied 

extensively for families who have a child with ADHD, 

There is evidence that living with a child with a 

disability produces unusual stressors that can lead to 

fatigue and low morale in some families. These stressors 

seem to arise when a family has to alter its life-style to 

accommodate the needs of a family member who requires 

additional help and when these adjustments are difficult to 

maintain over time (Singer, Irvin et al., 1993). Many of 

the sources of stress for families with disabled children 

stem from the reactions of others outside of the family and 

due to limitations on community resources. In other words, 

the locus of the stress is not centered primarily in the 

child but in the family's interactions with their 

community. The kinds of stressors that families deal with 
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usually include a combination of family, child, and 

community factors that many believe can be remediated by 

providing an effective combination of informal and formal 

support {Singer & Irvin, 1991). 

There is emerging evidence that parents who are under 

severe stress can be assisted with an appropriate 

combination of supportive provisions (Singer, Irvin et al., 

1993). Several states in the United States now provide 

additional stipends to families of children with special 

needs. Moreover, many states have started to develop a 

variety of family support services to assist with other 

kinds of stressors (Dunst, Trivette, Starnes, Hamby, & 

Gordon, 1993). A series of studies was conducted to 

contribute data to the development of family support 

services. One promising combination of support services has 

been a program called the Support and Education for 

Families (SAEF) project that was originally developed at 

the Oregon Research Institue (Singer, Irvin, Irvine, 

Hawkins, & Cooley, 1989) . 

The focus of the SAEF project was based on a review of 

the literature and input from a series of focus groups. It 

was decided that the research would focus on a combination 

of support services targeted at reducing parental stress. 

The package consisted of case management, respite care, 

parent-to-parent support groups, psychoeducational 

instruction in coping skills, behavioral parent training, 

and volunteers who took children to community activities. 

The efficacy of the SAEF model has been studied by 
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examining its individual programs as well as the total 

package. Researchers (Singer, Irvin, & Hawkins, 1988) 

found that the stress management component significantly-

reduced symptoms of anxiety and depression in parents. 

Others (Singer, Irvine, & Irvin, 1989), reported that the 

behavior management component led to higher levels of 

positive parental interactions and to reductions in 

reported rates of unacceptable behaviors. Two studies that 

used direct observation of children in home and community 

settings discovered that the planned activity training 

component was effective in reducing the unacceptable 

behavior of children with severe disabilities in community 

settings such as grocery stores, shopping malls, and 

churches (Powers, Singer, Stevens, & Sowers, 1992; Singer & 

Singer, 1992). An examination of the total SAEF model 

found that it led to reductions in parental depression, 

increased partcipation of children in community activities, 

and increased amounts of parent satisfaction with the 

program (Singer, Irvin et al., 1989). 

The SAEF model was not intended to be a comprehensive 

family support service that would meet all of the needs 

that families presented to service providers. Some 

families required more intensive services and if requested 

they were offered: a) marital counseling, b) in-home 

behavioral parent training, c) treatment for depression, d) 

counseling and referral for substance abuse, e) problem-

solving and communication training for adolescents and 

their parents. It would be beneficial for research to be 
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conducted that replicated these studies with families who 

had children with ADKD. Further, it would also be 

important to include political organizing and group 

advocacy components since it has proved beneficial that 

joining together with others to promote common interests is 

itself an important element of effective coping (Singer, 

Irvin, Irvine, Hawkins, Hegreness, & Jackson, 1993). The 

components of the SAEF model appear to hold considerable 

promise for reducing stress-related feelings in parents of 

children with ADHD and for improving the quality of family 

life. 

The participants in the current study developed many 

cognitive and attitudinal strategies for dealing with the 

work of raising a child with ADHD. It would be important 

to look at the characteristics of these parents and their 

family systems and examine the strategies that proved 

successful in practice for them and develop a combination 

program using components of systems like, SAEF, PSCT, or 

Barkley's (1990) adapted program. It would be important to 

respect the knowledge of the parents and to prescribe to 

the philosophy of the new family support movement (Dunst et 

al., 1993) when developing these programs. 

One aspect of support for the family that is missing 

from all of these programs is a grief counseling component 

for parents who have children with a disability. Perhaps 

it is missing because the professionals who provide the 

rtyriad of services are unaware of it's importance or are 

not trained in techniques to address the grief issues of 
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parents who have children with disabilities. While there 

are discriptions of parents' feelings of grief in the 

literature (Featherstone, 1980; Glendinning, 1983; Fowler, 

1990; Hughes, 1990; Turnbull & Turnbull, 1978), and there 

are programs developed that are aimed at reducing parental 

stress, there is limited discussion of techniques or 

strategies used to assist parents through the grieving 

process or an inclusion of this component in the programs 

offered to parents (Barkley, 1990; Singer & Powers, 1993). 

The participants in this study experienced similar 

life-events as parents of disabled children in general and 

a global view of their excerpts clearly establishes 

similarities in the grieving process for parents of 

children with ADHD and parents of disabled children in 

general. These grieving issues appeared to have a 

significant effect upon the lives of the participants in 

the current study. Additional data needs to be gathered 

regarding the issue of grief for parents of children with 

ADHD and programs that are developed to assist families 

should include components that are based on empirical 

research. However, before a component such as coping with 

grief can be added to these family support programs, there 

needs to be more research that describes this process for 

families with disabled members in general and for families 

who have members with ADHD. 
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Participant Views Regarding Law Issues 

Conclusions 

The themes that participants presented regarding law 

issues centered around: a) participant views regarding 

interpretation and compliance of the law, b) participant 

views regarding their knowledge of the law, and 

c) participant views regarding use of the law. The 

following themes emerged from the interviews and are listed 

for review: 

Participant Views On Interpretation and Compliance of the 

Law 

Differences in geographic location affected how 

school districts interpreted the law. 

Even in similar geographic regions each school 

district interpreted the law differently. 

Participants were distressed by the classification 

system for some areas of special education because 

they felt it worked against some categories of 

disabled children because they had to fail before they 

qualified for services. 

There were differences in the manner of 

implementation between private and public schools. 

Participant Views Regarding Their Knowledge of the Law 

Six of the seven participants felt they lacked 

knowledge regarding the laws that advocated for 

disabled children. 
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The knew the laws existed but felt that they did not 

need co use the law co obcain services. 

Some participants used an advocate or tutor to help 

them when they needed more extensive services. 

Participant Views Regarding Use of the Law 

Participants felt parents should only use the law as 

a last resort to obtain services for the their child. 

Participants were hesistent to use the law to obtain 

services for fear school personnel would retaliate 

against their child. 

Participants believed it was important to cooperate 

with the school and attempt to resolve conflicts before 

involving advocates or legal personnel. 

Implications for Research and Practice Regarding Law Issues 

An unexpected finding in this study was participants' 

lack of knowledge regarding the laws that were established 

for disabled children. It was expected that they would be 

somewhat knowledgeable about the laws, especially if their 

children had an lEP. This lack of knowledge was especially 

surprising since six of out the seven participants felt 

they were strong advocates for their children in terms of 

school issues. Moreover, when discussing school issues 

participants spent the majority of their time primarily 

focused on where their child should go to school and the 

specific programmatic needs and services the child 

required. Both issues, school placement and program 
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services, are topics that can be facilitated if all members 

of an lEF or HDC team are familiar with provisions or 

options that are available by law. The question of if the 

participants had been more informed advocates would they 

have been able to avoid many of the problems and changes in 

school placements that occurred is one that is worthy of 

consideration. What often occurred in this study was if 

the participants were unable to intercede and remediate the 

difficulties at school and if their child's stress 

exacerbated his or her behavior difficulties, eventually 

they sought a different school placement. Changing schools 

was stressful for all involved and not initiated unless the 

participants were in crisis. 

One participant, who was also a special education 

teacher, observed that often parents did not have enough 

basic knowledge to ask the right questions. It was clear 

that the school district personnel were the "gatekeepers" 

who held the keys to information regarding the laws 

pertaining to special education. School district personnel 

were also the ones who implemented the strategies, carried 

out the lEP objectives, and provided the related services, 

and participants were afraid to "rock the boat" for fear 

that there would be retaliation against their child. One 

agency, the school, was responsible for providing 

information about the laws that insured that schools 

remained in compliance and in provided the services that 

were needed by the child. One can surmise the difficult 

position school district personnel are placed in when they 
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have to educate parents regarding their rights knowing that 

the parents might turn around and demand more services from 

the school district's already limited resources. 

There needs to be family support systems established 

that include components that provide information to parents 

regarding the laws and that provide the names of possible 

advocates who could assist parents regardless of the 

geographic region where they lived. In addition to 

information about the laws, it would be beneficial to 

explore the attitudes presented by the participants 

regarding their fear of retaliation and how their fear 

caused them to act or fail to act on behalf of their 

children. 

A final observation regarding the lack of knowledge 

displayed by participants is that perhaps participant's 

time was so significantly impacted by managing the daily 

routines of living with a child with ADHD that allocating 

more time for learning about something as "remote" as laws 

was not feasible. Do parents who have an immediate need 

for help manage to find the time to learn about their 

options or to obtain legal assistance because their other 

options are limited? It would be interesting to examine 

this phenomena further to: a) gain more extensive data 

regarding parent attitudes and perceptions regarding the 

laws, b) an empirical comparison of services provided to 

the child before and after formal legal procedures have 

been intiated, c) a comparison of child focused outcomes 

before and after formal legal procedures were intiated, and 



442 

d) perceptions, feelings and attitudes of parents and 

school district personnel prior to and after they have been 

involved in legal proceedings. It would be beneficial to 

examine the attitudes of both to determine the necessity 

for and the role of mediators to assist in the 

collaboration process when there is a breakdown of 

communication. 

Lastly, the nature of the methodology used in this 

study may not have been conducive for in-depth exploration 

of parent perceptions of special education law. Perhaps 

the open but focused interview process did not allow for 

deeper exploration of the issue and the theme regarding 

participants' lack of knowledge about special education 

laws should be considered an initial probe. Research using 

different instruments could explore more in-depth parent 

perceptions regarding law issues. 

Participant Views Regarding School Issues 

Conclusions 

The themes that participants presented regarding 

school issues centered around the areas of: a) participant 

views regarding school placement, b) participant views 

regarding their child's transition from elementary to 

middle school and middle to high school, c) particpant 

feelings when interacting with school personnel, 

d) participant beliefs regarding school personnel, and 
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e) participant strategies when interacting with school 

personnel. The following themes emerged from the 

interviews and are listed for review: 

Participant Views Regarding School Placement 

The participants moved their child to a different 

school for either behavioral or academic reasons. 

The decision to move their child and the actual 

move itself was stressful for all members of the 

family of a child with ADHD. 

All of the family members needed time and energy to 

help the child adjust to a new school. 

The mood of the entire family depended upon how 

successful the school placement was for the child with 

ADHD. 

The decision to move their child was carefully 

considered before a decision was made and implemented. 

The issue of retention was a significant issue for 

five of the seven participants. 

The issue of retention was difficult for their 

child in terms of self-esteem, for the participants 

themselves, and for the family as a whole. 

Participants were frustrated with the uncertainty 

of the decision to promote or retain their child. 

Some participants felt they received minimal 

assistance with the decision making process as the the 

school personnel were also uncertain regarding what 

was best for the child. 

Participants questioned the criteria used to 
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determine whether a child should be promoted or 

retained. Cognitive ability should noc be the primary 

criteria, rather, developmental maturity was more 

important for the child with ADHD. 

Participants thought that children with ADHD who 

were born in the spring or summer had a definite 

disadvantage developmentally in the classroom. 

They recommended that parents should follow their 

"gut feeling" when deciding about retention and not 

be sidetracked by well meaning teachers or 

administrators. 

They felt a child should not be retained after 

first grade. 

Participants had some concerns about their child 

leaving the regular classroom to go to a resource 

room. 

Participant Views Regarding School Transitions 

Teacher attitudes, the amount of parental 

involvement, and the increased difficulty of academic 

and social demands were concerns of the participants 

as their child progressed from elementary school to 

high school. 

It was more difficult to monitor their child's 

progress and work as they moved to higher levels. 

Teachers inferred that participants were too 

controlling and suggested that they "back off" and 

allow their child more independence. 

Participants had learned from experience that if 
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their child fell behind it would be too difficult and 

stressful for them to catch up. 

Participants preferred a proactive approach of 

keeping "on top of things" so they could immediately 

implement strategies, if necessary. 

They felt they had less contact with teachers as 

their child moved to high levels. 

Participants were concerned that teachers did not 

teach the skills of organization and did not seem to 

be able to use alternative plans to do so if a child 

needed more assistance. 

When a child moved to a new level, participants had 

to work with an entirely new set of staff. It was 

difficult to teach the new staff about their child and 

to establish a new collaborative relationship. 

Participant Feelings When Interacting With School Personnel 

When their child with ADHD became upset, 

participants v/ould often become upset, too. 

It was frustrating and tiring for participants to 

continually advocate for their child's needs. 

Sometimes, some participants would feel so 

overwhelmed when helping their child with homework 

projects that they would do the project themselves so 

their child would experience some success. 

It took a significant amount of emotional stamina 

for participants to attend meetings at school 

regarding their child. 

Some participants were frustrated that their child 
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did not seem to get the special attention and services 

that they needed. 

Some participants felt they had to trust the school 

personnel to teach their children as they were unable 

to go in and observe. 

Sometimes participants became alarmed by events 

that occurred in school. 

They were concerned about what their child was 

learning in school. 

Participtants were frustrated that they couldn't 

get a clear picture of what was actually happening in 

school from an academic perspective from talking with 

their child. 

Participants were concerned about teachers' 

knowledge regarding ADHD and their skills in working 

with children with ADHD. 

Participants felt that if a teacher did not have 

knowledge about ADHD then their child lost valuable 

educational time. 

They were extremely frustrated when they confronted 

a teacher who did not believe the ADHD diagnosis or 

discounted the existence of ADHD. 

Some participants felt statements by teachers were 

redundant because they explained character traits that 

were well known to the parent and related to their 

child's disability. 

Participants felt communication from school 

personnel that reflected academically related 
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information was more informative and preferred. 

Some participants were told in subtle and direct 

ways that they were to blame for their child's 

academic and behavioral problems by a variety of 

school personnel. 

- Some school administrators told parents that they 

were "bad parents" and that their child would be 

better if they let the school follow through on their 

consequences of suspension or expulsion. 

Some participants were frustrated with school 

personnel telling them that their children were 

"lazy." 

Often, participants felt discounted by behavior or 

comments made by school personnel. 

Participant Beliefs Regarding School Personnel 

Participants were unwilling to accept teachers' 

expectations that their child might not attain a 

specified level of achievement. 

Participants were upset when teachers expected too 

much of their child during classroom activities. 

School personnel conveyed contradictory messages to 

the participants regarding both academic and 

behavioral issues. 

- Some participants believed that teachers' 

expectations depended on their own agenda in the 

classroom and not on the goals in the lEP. 

Participants were frustrated with their lack of 

progress in getting teachers to comply with the lEP 
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objectives and the "heavy-handed methods" that they 

felt compelled to use with ceachers. 

Participants felt that while teachers' knowledge 

about ADHD was increasing that most teachers still 

lacked basic information about ADHD and how it was 

manifested in the classroom. 

Participants believed that all teachers should be 

knowledgeable about ADHD. 

It was a constant effort for participants to inform 

school personnel about ADHD, share their child's 

particular needs, and to agree upon strategies that 

had proven successful and would be used by school 

personnel. 

Participants were significantly frustrated when 

they provided materials for teachers to read and later 

discovered the teachers had not read the literature 

that they had provided. 

One of the most frequently misunderstood 

characteristics of their child was their quick anger 

response to many situations. 

If teachers and administrators understood that 

children with ADHD were prone to quick anger and dealt 

with it appropriately then situations would not 

escalate to blatant tantrums or defiance. 

Often if a child did not display behavior symptoms 

of ADHD in the classroom, teachers thought there was 

nothing wrong with them. 

Participants believed it was crucial for adults in 
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one environment to listen to and respect the feedback 

from the adults in the other environment. 

Particpants perceived that some school personnel 

were insensitive to the needs and feelings of their 

children. 

Often the child with ADHD was excluded from special 

activities or field trips because of their behavior. 

Participants were willing to help chaperone events 

so they could help with their child and so their child 

would have the opportunity to attend events. 

Participants perceived that teachers did not 

understand that their child's lack of attention to 

organizational skills was related to ADHD and 

something that their child would most likely need 

assistance with throughout their school years. 

Participants' children needed accommodations made 

for them related to organizational skills in the 

classroom. 

Participants perceived that teachers' knowledge 

about medications for children with ADHD was limited. 

Some of the participants' children experienced 

dramatic improvement when they began taking 

medications. 

Participants believed that teachers preferred 

children in their classroom who were quiet and 

attentive and some requested an increase in medication 

so their child would be more manageable. 

Teachers were not always aware when children were 
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over medicated because if the child was quiet they 

tended to be overlooked. 

Participants preferred their child to be more 

active and enthusiastic rather than to sit docilely 

and attentively in the classroom. 

When it was necessary to switch medications, 

participants were fearful their child would get into 

trouble during the transition time. 

The personality and mind-set of the teacher had the 

most influence on their ability to successfully teach 

a child with ADHD. 

It is better to select a teacher who was innately 

accepting and nurturing than to pick a teacher who had 

a great deal of knowledge about ADHD because people 

can always learn about ADHD but you cannot teach a 

person to be generous and accepting. 

Teachers blamed the child for not conforming to 

school standards and teachers did not accept 

responsibility for achieving the lEP goals. 

Teachers should treat all children as individuals 

and not compare children to each other. 

School personnel operated from a "let them fail" 

perspective, while participants operated from a 

proactive "help them succeed" perspective. 

Participants strongly believed that teachers should 

focus on helping children develop their self-esteem. 

Teachers were insensitive to the feelings of 

children with ADHD because when they disciplined the 
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child teachers would embarrass them in front of their 

classmates. 

Participant Strategies When Interacting with School 

Personnel 

Participants believed that it was important to 

continue to teach teachers about ADHD. 

Participants felt it is crucial to find ways to 

talk to teachers. 

It is vital for parents to be involved in their 

child's school. 

Participants tried to pick their child's teachers. 

If a child's school situation was negative then the 

home environment was negatively impacted and parents 

had to pick up more of the work of teaching. 

Participants believed that it was important to 

diligently monitor their child's homework and all used 

some kind of homework monitoring system. 

Completion of homework was a primary focus for 

participants and they invested a great deal of time 

and energy to make this aspect of school successful 

for their child. 

Participants provided a quiet place for their child 

to study and helped with organization of their 

materials. 

Participants felt they had to "hound" school 

personnel. They used a strategy of "wearing them 

down" to get services for their child. 

The structure of meetings was a concern of 
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participants. Some wanted all of the teachers there 

and some preferred to meet one-on-one. 

Participants used a variety of strategies to 

communicate with teachers. 

Each participant used a different strategy 

initially but they all had a plan for meeting with 

school personnel. 

All of the participants approached meetings with 

school personnel with the knowledge that their agendas 

were different. 

Participants felt that the underlying principle 

that guided school district policy was their limited 

resources and they used this when allocating services 

to their children. 

Implications for Research and Practice Regarding School 

Issues 

The participants presented a set of attitudes, 

beliefs, and strategies designed to allow them to 

successfully navigate their way through the school 

experience. They were not satisfied or pleased with some of 

the strategies they had to use and communicated a desire 

that their relationship with school personnel would be 

improved and less time consuming. The philosophy of 

professional helping that is presented in this section is 

consistent with the family-centered approach to service 

design and stresses a collaborative orientation to parent-
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professional relationships. 

The findings of the current study that the 

participants had difficulty establishing a comfortable way 

to coininunicate with school personnel and to get them to 

orient their focus toward the family's priorities is 

consistent with the literature on disabled children in 

general. Researchers found that the ways that family 

support workers interacted with family members was not in 

keeping with family-centered values (Dunst et al., 1993). 

Walker (1989a) found some specific communication patterns 

in informal communication between special education 

teachers and parents that strongly suggested discomfort in 

the relationship and problems in communicating about 

sensitive topics. 

Overall, both parents and teachers had difficulty 

engaging in some of the vital communication behaviors that 

were indicative of problem-solving functions and positive 

communication. Specifically, parents and teachers had 

trouble asking one another questions, using assertive 

statements, and offering one another support. Walker's 

study demonstrated that parents and teachers engaged in 

conversations that appeared to be self-directed and not 

interactive. Moreover, parents and teachers appeared to 

cooperate with each other by remaining on safe ground 

rather than testing the ability of their relationship to 

handle more difficult issues. This finding is consistent 

with other research from parents and professionals who 

indicated confusion and frustration with the lack of 
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effective collaboration and problem-solving in their 

relationships (Fine, 1331; RainEorth, York, Sc. Macdonald, 

1992; Turnbull & Turnbull, 1986). 

Much more can be done to assist professionals to more 

comfortably incorporate a family-centered focus into their 

work in order to build collaborative partnerships with 

parents. Several things need to occur to assist parents 

and professionals to communicate in a positive manner. The 

first thing that needs to happen is communication training 

for professionals who work with families of children with 

ADHD. Lewis, Pantell, and Sharp (1991) demonstrated that 

providing brief communications and relationship skills 

training to professionals and family members would improve 

their interactions. Walker (1989b) showed that systemactic 

training to exchange information increased the frequency of 

communication and resulted in positive reports of the 

parent-teacher relationships by both parents and teachers. 

The second and most important strategy is that there 

needs to be a new orientation and increased emphasis on 

collaborative parent-professional relationships in the 

schools. This would require a reevaluation and adaptation 

of some underlying beliefs about what the term 

"professional" help means. The development of a new 

philosophy and strategies to promote collaborative 

relationships is also needed. It would be necessary for 

school personnel to embrace some basic relationship values 

and attitudes. Without acceptance of this new set of 

values and attitudes, the attempt to develop helping roles 
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and to learn specific interpersonal strategies for 

promoting collaborative relationships with parents will be 

unsuccessful. In order for this change to occur it would be 

necessary to change the values and attitudes of school 

district personnel from the top administration to the 

teachers. 

Many of the participants' negative beliefs and 

adaptive strategies could be eliminated because the new 

collaborative relationship would exclude the need for them. 

For example, if school personnel would seek informed 

consent for the actions they took this would show respect 

for the family member's autonomy and judgment. Further, 

there needs to be an underlying belief that both parents 

and professionals have unique knowledge and expertise to 

bring to collaborative relationships. It should be 

considered a loss if either is expected to ignore or 

abandon their particular expertise. Finally, both parents 

and school personnel are constrained by the systems in 

which they live and work, whether it be the family system 

or the school system. It is vital to the relationship to 

identify and clarify the constraints of each system and to 

either accept or overcome them. The participants' clearly 

understood the constraints placed on the school districts 

and they called these constraints the "hidden agenda". It 

would be important to acknowledge the constraints in an 

open and collaborative manner as doing this would enhance 

the partnership. 

A wide range of issues and concerns that require 
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professional interactions with children with ADHD clearly 

necessitates interdisciplinary collaboration. In addition, 

a reexamination of educational service delivery models is 

needed. The service delivery issues will need to be 

discussed among all involved so that expectations and 

responsibilities of each team member, including parents, 

will be clarified. This clarification will needs to be 

ongoing and occur at various times throughout the process. 

One of the primary concerns of the participants was 

the selection of teachers for their child with ADHD. Many 

of participants' concerns would be eliminated if a new 

collaborative relationship was established between school 

personnel and parents. While this is the ideal, it was 

certainly not the reality for the participants in this 

study. They had developed their own set of principles and 

standards for teachers and these strategies coincide with 

those presented by Barkley (1994) . He recommends that 

there be philosophical, personal, and resource 

compatibility between the parents and school personnel. In 

addition to the issues of compatibility, the teacher's 

instructional competence should be a primary factor in the 

selection of a teacher for a child with ADHD. Barkley 

contends that the most ideal teacher for a child with ADHD 

is not one who is only knowledgeable about ADHD but who can 

transfer their knowledge and shape their instructional 

style based on the needs of such children. He outlined 

nine behaviors that teachers should demonstrate if they are 

responsive to the needs of children with ADHD. Many of the 
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participants' strategies for selecting teachers were 

similar to Barkley's (1994) and particpants demonstrated an 

intuitive sense of what teacher characteristics were needed 

for their child to succeed in the classroom. School 

administrators would be remiss to discount parents' 

recommendations regarding teachers for their child. 

Although there has been significant progress over the 

past several decades in the school-based interventions of 

students with ADHD, substantial work remains in several 

areas. Minimal attention has been directed at the problems 

and needs of middle and high school students with ADHD. 

The participants in the current study presented many 

important and sensible observations about their child's 

school program. It is recommended that a position in the 

schools be established that would assist parents and 

professionals in the collaboration process. This would be 

a case manager position and the roles and responsibilities 

of such a position would need to be developed. 

There are some underlying premises that need to be 

considered when establishing such a position. One basic 

premise is that the successful treatment of ADHD often 

requires extensive coordination of a ityriad of services and 

providers. Frequently service providers work independently 

of each other with limited collaboration. The results are 

segmented care that may be redundant or contradictory. An 

effective case manager would provide the following 

services: a) serve as a liaison between all community-based 

professionals who work with the child, b) coordinate 
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school-based programming among teachers at the middle 
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calls parents need to make, c) coordinate home-school 

contingency management programming, d) commxinicate with 

physicians regarding medication effects on school behavior 

and academic progress, and e) serve as a child-parent 

advocate to facilitate appropriate services. One person 

who could implement these responsibilities would be a 

significant influence on the overall efficacy of long-term 

intervention for students with ADHD. 

The participants in the current study presented a 

proactive style of parenting that conflicted with teachers' 

philosophy as evidenced by their comments to participants 

to "back off." Participants had learned that for their 

child to be successful and to develop a positive self-

concept the participants needed to "stay on top" of their 

child's homework assignments and help them to manage the 

various aspects of this part of their lives. Teachers were 

suggesting that participants abandon this strategy and 

consequently lost credibility with them. A case manager 

who understood both sides of this issue could serve as a 

mediator so that the issue of how the child's homework is 

monitored would incorporate the knowledge and experience 

from both professionals and parents. The approach would 

foster independence, yet, be immediately alert to lack of 

success. 

Another area the participants targeted was the 

disparity between teachers' understanding and requirement 
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of specific organizational skills at the middle or high 

school levels and the actual organizational skills that are 

present in the adolescent with ADHD. In most middle 

schools and high schools there is little or no direct 

instruction provided in study skills and organizational 

skills. Students are assumed to have developed these 

skills as they progress through school. It was clear to 

the participants in the current study that their child had 

not acquired adequate study and organizational skills and 

that their academic performance was compromised. It is 

crucial that students with ADHD receive direct instruction 

in study and organizational skills and ongoing monitoring 

throughout their middle school and high school years. 

Another service that would be helpful for a child with 

ADHD would be an opportunity to go to a resource room 

teacher who would assist the child with: a) organizational 

maintenance of materials such as homework papers, notebook, 

locker, or backpack, b) study skills for tests or homework, 

c) strategies for independent work, and d) content area 

support as needed to stay on a level commensurate with 

their peers. If the resource room is not an option then a 

class that could be called a study hall could be offered 

and taught by a teacher who is cognizant of it's purpose 

and knowledgable about ADHD. 

There is a need for empirical research to analyze the 

specific deficits that students with ADHD exhibit in the 

areas of study and organizational skills. Moreover,. these 

findings need to be incorporated into functional programs 
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aimed at teaching these skills and then reexamined. 

Further, it would be important to consider the long-term 

effects of such instruction. Would instruction in these 

areas in actuality affect the academic outcome of students 

with ADHD? If so, it would be important to describe the 

characteristics of successful programs and provide training 

for professionals. 

One of the participants had grave concerns over her 

child's lack of ability to choose career options due to his 

lack of academic progress. She attributed his lack of 

success to a decision she made and made early in his 

schooling but perhaps the reasons for his lack of success 

are more complex and had little to do with her rationale. 

It seems well accepted that students with ADHD exhibit 

certain planning deficits and it appears logical that this 

lack of organizational and planning skills that students 

with ADHD demonstrate would carry over into their ability 

to plan for their future. It seems that they would require 

greater assistance in planning for post-secondary school 

activities. This assistance would need to be ongoing and 

intensive in the area of vocational counseling. 

One of the greatest risks facing adolescents with ADHD 

is remaining in school. There are several reasons why 

remaining in school is difficult for them. One is the 

high-risk for behaviors that get them suspended or expelled 

and the other is motiviation for continuing their education 

(DuPaul & Stoner, 1994). The findings of this study are 

consistent with the findings in the literature. Many of 
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the participants reiterated that their children frequently 

complained about how "boring" school was for them and often 

expressed a desire to stay home or to quit school. 

Sometimes, their children wanted to "give up." It seems 

that it would be beneficial to gather data from ADHD adults 

to determine if there are certain careers that are better 

suited for adults with attentional difficulties than 

others. Career or vocational couselors could incorporate 

that information into their counseling programs with 

students with ADHD to help them to stay focused on a 

career. It is hoped that this would, in turn, help to 

motivate them to stay in school. 

Schools need to re-think their values and attitudes 

regarding the discipline models that are currently used. 

Often their discipline matrix reflects a philosophy of 

punishment rather than one of teaching a child the 

consequences of their behavior. There needs to be further 

study regarding the characteristic of impulsivity and the 

inability of the child to inhibit his or her behavior. 

There needs to be a variety of strategies and progressive 

levels of discipline used to teach a child with ADHD the 

consequences of their behavior. The participants reported 

a discrepency between their perception of their child's 

"good nature" and the illegal behavior they often 

exhibited. Many also reported their child was suspended or 

expelled on a first offense and they felt the behavior 

exhibited was related to their child's disability and 

should be handled accordingly. 
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The final recommendation is for training for 

professionals who work with students with ADKD. A 

consistent comment by the participants in the current study 

was that their child's teachers did not appear to have much 

background in working with students who were ADHD. Some 

school districts have provided brief oveirviews on how to 

teach children with ADHD in an attempt to address this 

concern. However, it may be that teachers are still 

inadequately prepared to effectively teach children with 

ADHD even after attending in-service training or reading 

relevant literature. It seems reasonable to recommend that 

this training occur in teacher training programs for both 

regular and special education teachers. This training 

paradigm would allow for both instruction and supervised 

practice in effective teaching and behavior management 

strategies. It would be important to examine the different 

instructional approaches to determine the efficacy of each 

approach and the possible long-term benefits to students 

with ADHD. 

In conclusion, this chapter presented thematically 

organized conclusions as they were presented by the 

particpants and an attempt was made to integrate the 

findings with the current literature. Implications for 

research and practice were presented that reflected: 

a) participant views regarding family issues, 

b) participant views regarding medical issues, 

c) participant views regarding parenting frustrations and 

strategies, d) participant views regarding law issues, and 
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e) participant views regarding school issues. A global 

finding of the current study was that participants' 

perceptions of raising a child with ADHD frequently 

reflected the current thinking as reported in the 

literature across all of the issues. This finding although 

unexpected was not surprising and validates that, in 

general, the participants' knowledge and experience reflect 

an accurate view of what is occurring in practice. 

Furthermore, acceptance of and respect for parental 

perceptions should be an important component of the overall 

paradigm of service provisions for children with ADHD. 
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Appendix A 

WRTITEN CONSENT FORM 

Parents' Perceptions of Raising Children with ADHD 

To participants in this study: 
I am a graduate student at the University of Arizona in Tucson. The subject of my doctoral 

research is; "Parents' Perceptions of Raising Children with ADHD." I am interviewing parents in various 
parts of the country, who are raising children who have been diagnosed with Attention Deficit 
Hyperactivity Disorder. You are one of approximately fifteen participants. 

As a part of this study, you are being asked to participate in three in-depth interviews. The first 
interview will be focused on your experience up to the present time, the second on what is it like raising an 
a child with ADHD now, and the third will be concerned with what it means to you as you reflect upon 
your earlier experience and look ahead to the future. As the interviews progress, I may ask an occasional 
question fcH' clarification or for further understanding, but mainly my part will be to listen as you recreate 
your experience within the structure and focus of the three interviews: your previous life, the parenting 
experience now, and the meaning of that parenting experience. 

My goal is to analyze the materials from your interviews in order to understand better your 
experience and that of other adults who are parenting ADHD children. I am interested in the concrete 
details of your life story, what it is like to parent an ADHD child, what your everyday experience is like 
now, and what it means to you. As part of the dissertation, I may compose the materials from your 
interviews as a "profile" in your own words. I may also wish to use some of the interview material for 
journal articles, presentations to interested groups, or for instructional purposes in my teaching. 1 may wish 
to write a book based on the dissertation. 

Each interview wOl be audiotaped and later transcribed by me or by a designated assistant working 
on the research(wbo will be as committed as I am to confidentiality). In all written materials and oral 
presentations in which I might use materials from your interview, I will not use your name, names of 
people close to you, or the name of your work place or city. Transcripts will be typed with initials for 
names, and in final form the interview material will use pseudonyms. 

You may at any time withdraw from the interview process. You may withdraw your consent to 
have specific excerpts used, if you notify me at the end of the interview series. If I were to want to use any 
materials in any way not consistent with what is stated above, I would ask for your additional written 
consent 

In signing this form, you are also assuring me that you will make no financial claims for the use of 
the material in your interviews; you are also stating that no medical treatment will be required by you from 
the University of Arizona should any physical injury result from participating in these interviews. 

I, have read the above statement and agree to participate as 
an interviewee under the conditions stated above. 

Signature of participant Date 

Signature of interviewer Date 
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Appendix B 

PARTICIPANT INFORMATION FORM 

NAME DATE 

ADDRESS 

TELEPHONE(HOME) (WORK) 

WORK ADDRESS 

BIRTHDATE MARITAL STATUS 

SPOUSE'S OCCUPATION 

PREVIOUS EDUCATIONAL ATTAINMENT(NUMBER OF YEARS IN SCHOOL. LAST YEAR IN 

SCHOOL DIPLOMA. DEGREE. GED. ETC) 

CHILDREN'S NAMES AND AGES 

NAME AND AGE OF ADHD CHILD 

AGE WHEN SHE/HE WAS DIAGNOSED BY WHOM 

IS HE/SHE ON MEDICATION KIND DOSAGE. 

LIST OTHER DISABILITIES 

LIST OTHER MEDICAL CONDITIONS. 

BEST TIMES AND PLACES TO CONTACT PARTICPANT. 

WHEN AND WHERE NOT TO CONTACT PARTICIPANT. 

CONTACT WHERE YOU COULD BE REACHED IN CASE OF CHANGE OF ADDRESS OR 

TELEPHONE 



466 

Appendix C 

Interview Questions 

1. Describe your family to me. 

2. Describe your educational background and your wori<. 

3. Tell me your perceptions of how you learned to be a parent. 

4. Tell me your feelings about the process that you went through when your child 
was diagnosed. 

5. Talk about how you felt when you found out that your child was ADHD and the 
impact it had upon you. 

6. Discuss your perceptions of how your immediate and extended family reacted 
to the diagnosis. 

7. Tell me about your views relating to the medical personnel that you have dealt 
with regarding your child's ADHD. 

8. Talk about your feelings regarding the use of medication and how that process 
has been for you. 

9. Describe your perceptions of your child's school experiences. 

10. Discuss your beliefs regarding the school personnel that you have come in 
contact with. 

11. Describe your views about your child's behavior with his/her siblings. 

12. Discuss your perceptions of how it is to deal with your child's behavior. 

13. Explain your view of other people's perceptions of you as a parent. 

14. Talk about your perceptions of the laws that apply to ADHD children. 

15. Tell me about your view of yourself as a parent. 

16. Reflect upon the differences between parenting an ADHD child and NDA child. 

17. Discuss your perceptions about the experience of parenting an ADHD child that 
you believe would be important to share with others. 

18. Reflect on your views of the future. 
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