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Abstract:

The purpose of this research was (1) to describe parental perceptions regarding the impact of attention
deficit hyperactivity disorder (ADHD) child behavior on personal and family functioning and (2) to
describe parental perceptions regarding strategies used to cope with the ADHD behavior and the stress
related to it. Information was obtained from 14 parents in Southwestern Montana who had diagnosed
ADHD children between the ages of 6 and 12. A qualitative methodology was used, including multiple
in-depth interviews with three parents resulting in three case studies. Three focus groups involving 11
additional parents were also held in three communities. The individual case studies and three focus
groups were each analyzed for overriding conceptual categories. The final step in data analysis was to
examine the findings from both the focus groups and the case studies for the emergence of patterns and
themes common to both. The overriding themes that were identified were: 1) The ADHD child's erratic
behavior-the severity, the unpredictability, and the number of years of occurrence make this
particularly stress producing for both the child and the family. 2) Altered relationships-marital, sibling,
extended family, and casual relationships were all described as changing as a result of parenting an
ADHD child. 3) Social isolation-parents described having fewer visitors to their home and curtailing
activities away from the home due to their embarrassment regarding the child's behavior, disapproval
from others, and the demands of parenting an ADHD child. 4) Difficulties with school-discussion from
parents centered around two concerns, the teacher not following IEP's or Section 504 plans and the
time and energy involved in supervising homework. 5) Emotional upheaval-intense feelings of
frustration, embarrassment, worry, guilt, hopelessness, and exhaustion surfaced repeatedly in the
interviews. 6) Medication quandary-parents described the continual struggle to find a therapeutic dose
of medication and a competent doctor. They also expressed concern about the medications side effects.
7) Coping repertoire -parents described using a wide variety of both problem focused and emotion
focused coping strategies. However, in spite of these they discussed parenting an ADHD child as being
extremely stressful or "an unremitting struggle" which was identified as a megatheme of the study.
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ABSTRACT

The purpose of this research was (1) to describe
parental perceptions regarding the impact of attention
deficit hyperactivity disorder (ADHD) child behavior on
personal and family functioning and (2) to describe parental
perceptions regarding strategies used to cope with the ADHD
behavior and the stress related to it. 1Information was
obtained from 14 parents in Southwestern Montana who had
diagnosed ADHD children between the ages of 6 and 12. A
qualitative methodology was used, including multiple in-
depth interviews with three parents resulting in three case
studies. Three focus groups involving 11 additional parents,
were also held in three communities. The individual case
studies and three focus groups were each analyzed for
overriding conceptual categories. The final step in data
analysis was to examine. the findings from both the focus
groups and the case studies for the emergence of patterns
and themes common to both. -

The overriding themes that were identified were: 1) The
ADHD child’'s erratic behavior-the severity, the :
unpredictability, and the number of years of occurrence make
this particularly stress producing for both the child and
the family. 2) Altered relationships-marital, sibling, ,
extended family, and casual relationships were all described.

as changing as a result of parenting an ADHD child. 3)

Social isolation-parents described having fewer visitors to
their home and curtailing activities away from the home due
to their embarrassment regarding the child’s behavior,
disapproval from others, and the demands of parenting an
ADHD child. 4) Difficulties with school-discussion from
parents centered around two concerns, the teacher not
following IEP’s or Section 504 plans and the time and energy
involved in supervising homework. 5) Emotional upheaval-
intense feelings of frustration, embarrassment, worry,
guilt, hopelessness, and exhaustion surfaced repeatedly in
the interviews. 6) Medication quandary-parents described
the continual struggle to find a therapeutic dose of
medication and a competent doctor. They also expressed
concern about the medications side effects. 7) Coping
repertoire -parents described using a wide variety of both
problem focused and emotion focused coping strategies.
However, in spite of these they discussed parenting an ADHD
child as being extremely stressful or "an unremitting
struggle" which was identified as a megatheme of the study.
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CHAPTER 1
INTRODUCTION AND LITERATURE REVIEW
Introduction

Attention aeficit hyperactivity disordér (ADHD),
characterized by a brain difference (Amén, Paidi; & Thisted,
1993; Zametkin et al:,_l990) and specific behavioral
symptoms (Linden, Zalenski & Newman, 1989), is considered
one of the most frequent and globally debilitating of
childhood disorders (Barkley, 1981; Trites, Dugas, Lynch, &
Ferguson, 1979). ADHD children, their parents, schools, and
socieﬁy feel severe impacts of this disability, causing
parents to seek -a variety of conventional and unconﬁehtional
treatments. It also has led to many questions. What ére
the symptoms? What is the cause? How is it diagnosed? How
is it treated? What are the impacts? While many of these
questionslhave been explored, others have been the subject
of few.investigations. For example, séveral studies have
examined the impact on the ADHD chi;d (Barkley,
Anastopoulos( Guevremont, & Fletcher, 1991; Weiss, 1994)f
Howevef, few have examined the impact on the family. The
guestions this study will examine‘aré (l) What do parenfs
perceive as the impact of parenting an ADHD qhild on

personal and.family functioning? and (2) What strategies are
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families using to cope.with the ADHD behavior and the stress
related to it? |

Symptoms typically éssociated.with ADHD are an
inability to sustain attention, impulsivity,
distractibility, difficulty concentrating, and poor
monitoring skills (Linden, Zalenski & Newman, 1989). ADHD
is also often associated with extreme temperamental’
characteristics such as negative mood, éhort persistence,
low frustration tolerance, excitability, and a quick témper
(Linden, Zalenski, & Newman, 1989). Comorbidity or
coexistence with'other disorders such as learniné
disabilities, depression, and conduct disofder is also
common (Biederman, Newcorn, & Sprich,‘l991).

This disorder was first described in 1902 (Still) as a
cluster of beha&iofal symptoms which included hypgractivity,
poor attention, conduct disorders, and learning problems.
Still hypothesized that these symptoms were dqe to organic
causes. 'As early as 1937 (Bradley) medication was used to
treat this disdrder, which was at the time labeled Minimal
Brain Dyéfunction (MBD) . Other labels describing these
characteristics followed, including: minimal brain damage
syndrome, developmental hyperactivity, hyperkinetic,;mpulse
disorder, hyperkinetic reaction of childhood, attention
deficit disorder with or without hypefactivity, and
attention deficit hyperactivity disorder (ADHD) (Weiss &

Hechtman, 1986).
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A landmark study on the cause of ADHD using positron
emigssion tomography (PET) brain imaging on adults revealed
that thglfaée at which the prefrontal cortex of the brain
used glucose was lower in those who had ADHD (Zametkin, et
al. 1990). The prefrontal lobe is responSibleAfor
‘"attention span, concentration, judgement, activity level,
critical thinking and impulse control” (Amen, Paldi, &
Thisted, 1993, p. 1080).

Amen et al. (1993) found similar results in e#amining
ADHD children.A They conducted a study of 54 children and
adolescents who had beén diagnosed as having ADHD using
single-photon-emission computed tomograbhy (SPECT) brain
imaging. Eighty seven percent of the qhildren diagnosed
with ADHD had either decreased activity in the prefrontal
cortex or prefrontal deactivation with intellectual strgsé.
Only 5% of the control group had this brain pattern. These
studies plus adoption and drug response studies have
conﬁinced many researchers that ADHD is a neurobiological
condition (Children and Adults with Attention Deficit
Disorders [CHADD], 1993).

While researchers are using PET and SPECT iméging in
experiments, it is still not a part of diagnostic procedures
(CHADD, 1994). Currently, diagnosis for ADHD is a
multifaceted process which generally includes: a physical
exém; neurblogical screening; medical,.éducational, and'

behavioral histofy; social and medical history of parents;
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parent, teacher, and child standardized‘questiohnaires uséd
to determine current functioning and whether indicators of
ADHD are present; intelligence testing and assessment of
academic, developmental, social, and emotional skills;
clinical interviews; and observations of the child
(Hunsucker, 1988). To be diagnosed with ADHD,; a child must'
experience symptoms that are more extreme than what WOuld be
expected for his or her ége and symptoms must be evideﬁt in
a variety of settings: In addition, symptoms must have been_
evident before the age of seven and there must be a duration
of symbtbms for at least six months (Shaywitz & Shaywitz,
1984). |

Tt is estimated that 3% to 5% of American children have
ADHD (CHADD, 1993) making it one of the most common
disorders. Due to the pervasiveness of the disability and
the Iohg term outcomes for ADHD children, it is also
considered to be one 6f the most debilitating of childhood
disorders (Barkleyh 1981; Trites, Dugas, Lynch, & Ferguson,:
1979). One longitudinal study (Barkley, Fischer, Edelbrock,
& Smallish, 1990) which followed 123 ADHD children over a
period of eight years into adolescencé foﬁnd that.BO% of
these children still qualified for a diagnésis of ADHD while
60% also qualified for either an oppositional defiant
disordei (ODDi or.conduct disordgr (CD). In addition, the

ADHD children in this study were three times more likely to

have failed a grade in school or been suspended. The ADHD
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children alsé-dropped out of school or were expelled eight
times more frequently than the cont;ol group. Children With
ADHD are also reported to have a significantly'higher rate.
of delinquency in adoleséence'(Barkley, Anastopoulos,
Guevremont, & Fletchér, 1992).

These behaviors and conseguences cause stresgs in the
lives of child;en, parents,“and teachers. One study
conducted on 104 ADHD families using the.Parent Stress Index
(PSI) showed that the average st£ess for parents with ADHD .
children was above the 90th percentile (Anastopoulos,
Guevremont, Sﬁelton,'& DuPaul, 1992). Several variables
influeﬁced the degree of stress including the severity of
ADHD, the child's and mother's health status, the childﬂs'
oppositional-defiant behavior, and the psychopafhélogy of .
the mother (Anastopoulos et al, 1992). Other indicators of
stress are‘thé higher divorce rates reported among parents
who have ADHD childfen (Barkley, Fischér, Edelbrock, &
Smallish, 1990).

ADHD behaviors also greétly impact pérent—child‘
interactions. ADHD children are reported to be more
noncompliant and négative than peers (Mash & Johnston, 1982)
while mothers of ADHD children are reportéd to be more
neéative, more demanding, and more controlling"thaﬁ mothers
of‘children who do not have ADHD (Barkley, Anastopoulos,
Gﬁevremdnt; & Flétcher, 1992). Compared to contfol groups,

mothers of ADHD children view their child's behavior as more
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unstable and themselves as having less control over this
behavior'(Sobol, Ashbourﬁe, Earn, & Cunningham,'1989).

As expected, studies confirm that self—esteem is lower
-in parents who have an ADHD child, with parents of ADHD
children exhibiting moré self blame than control groups
(Mash & Johnston, 1983b). Parents with ADHD children also
indicate they are more socially isolated and have fewer
extended family qontacts than families without ADHD and that .
the contacts that they have are less heléful (Mash &
Johnston, 1983; Cunningham, Benness & Siegel/ 1988).

Parents seek a variety‘of_treatments for their children
AS a way of coping with this disorder. One.of these
treatments is the administration of stimulant medications.
Mgdication has a positive impact upon 70% to 80% of ADHD
children in the areas of attention, impulsivity, ability to
stay on task, frustration level, and compliance_(CHADD,
1993). These.changes generally are séen with the first aose
of medication and result in an immediate positive change in
parent commands and negativity'(Barkley, Karlssoh, &
Murphey, 1984; Barkley, 1989; Barkley, Karlsson, Pollard, &
Murphey, 1985).

Other conventional treétments include parent_educétién,
behavior management training, therapy, self control training
for the ADHD child, and communication training. In addition
ﬁo these more acbepted practices, a number of.qnconventional

treatments are,being utilized-to treat ADHD.




Statement of Purpose

The purpose‘of this reseérch was (1) to describe
parental perceptions regarding the impact of ADﬂD ;hild
behavior dn'personal and family functioning and (2).to
deséribe parental perceptions regarding strétegiés used to
cope with the ADHD behavior and the stress related to it.
This Qas accomplished'through multiple case studies and
focus groups. |

ADHD éffects a large number of children. 1In ﬁontana
alone, if we consider that 3% to 5% (CHADD, 1993) of the
population of 222,;04 (1990-census) children ages birth
through age 18 afe estimated to -have ADHD,  then this problem
“would affect between 6,663 and 11,105 children and their
families. Although many studies exist that examine ADHD
(1,118 in the psychological literature data Ease alone), few
studies (9 studies in the psychological liferature daté
base) exist that examine the impact of ADHD on families. We
do know from prévious.studies ﬁhat parents of ADHD children
score in the 90th percentile on one stress inventory and
that the child's charactéristics can explain the greatest
variaﬁce-(Anastopouloé, Gue&remont,-Shelton, & DuPaul,
1992). However, specifically.what these stressors are is
unknown.-‘We know even less about how parents- cope with an
ADHD child. while there are.maﬁy studies which examine

various interventions such as medication and parent
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training, we know llttle about the day-to-day modlflcatlons,
adaptatlons, and stress rellevers that parents are u51ng
Finally, only one study.(Welss, 1990) exists that
specifically examines paréntal perceptions of ADHD. While_
the other studies reviewed were based upon parental reports,
it was the reéearcher who desigﬁed the inventories and
qdestions and who decided the degree and level of stress.
Little is known about how parents themselves perceive the
stress and whether they may identify other areas of stress
that wére not included in the instrgments. Also, 'in all of
the studies reviewed, reseafchers gathered 'all théir
information‘at a single point in time. Thus, we do not know
if aaily variables in the parents’ lives may cause them to
perceive stress differently on different dccasions.
Therefore, Weilss (1990) recommendgs further in-depth study
regarding stress énd coping strategies used by ADHD parenté.

This study obtained detailed information from 14
parents who havé an ADHD child. Tnformat%on from three of
these participants was obtained thfough multiple in-depth
interviews. Two of these parents also participated in the
focus groups. Focus groups aloﬂe were uéed Eo obtain
information from the other 11 families. A.general interview
guide approach, aé described by Patton (1990), was used to
gather information during the interviews. A nondirective
method with 1imited‘questions and. probes. was utilized in the

focus groups (Morgan, 1988). ‘The categories investigated
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were: parental view of‘ehe child and ADHD, history and
treatment of the disorder, influence of ADHD upon family
relationships and organizetion, coping strategies eméloyed
by the family, and the influence of others on the parents'
ability to cope with‘ADHD.-.Sample queseions are included in
Appendix C. However, the evolution of guestions while one
is aoing the research is one key charactefistic of
naturalistic reseafch (Ely, Anzul, Friedman, Garner, &
Steinmetz, 1991). As Ely et al. (1991) state, "the |
gquestions shift,‘specify, and change from the very beginning
in a cyclical process as the field logs giow, are thought

about, analyzed, and provide further direction for the

study" (p. 31). In many. cases, my role was as a listenef,

asking clarification questions and providing reflective
statements. |

In conciusion, although ADHD is one of the most
frequent, debilitating childhood disorders (Barkley, 1981;
Trites et el.,.l979), eeverely impac;ing family relationsl
(Weliss, 1990) and parentallstrees (Anastopoulos, et al..
1992), we kﬁow'relatively little about it. Whet is the
impact of ADHD upon the family? What specifically are the
stressore? How do parents cope with the ongoing high levels
ef stress when raising an ADHD child? This descriptive work
will provide valuable information and strategies to parents

who haﬁe ADHD children. It will also allow their voices to

be heard by counselors, doctors, teachers, and others‘
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10 .
working with families who hawve ADHD children: Intimately
knowiné-about the experiencés of a few ADHD families will.
aid these professionais in being more'understanding and

realistic in assisting these families to discover tools and

ways of coping.
Definitions

For the purposes éf this study I used.thé following

definitions.

attention deficit hyperactivity disorder (ADHD) - a
neurobioclogical disorder characterized by
impulsiveness, hyperactivity, and inattentive.behavior
which is diagnosed by a physician (CHADD, 1993)

cpping - "efforts to manage demaﬁds that tax or exceed the
person's reéoufces" (Lazaras, 1994, p. 327)

focus gréup,— a gioup of peers brouéht together to share
diyérée viewpoints and thoughts regarding a topic which
is gelected by the researcher (Morgan, 1988)

individual education plan (iEP) - "Written documentation
requ%red by P.L. 94-142 for every childuwith:a
disability; includes statements of present.performance,
annual goals, short-term instructional objectives,’
specific éducational services needed, relevant dates,
regular education program participation, and evaluatién

procedures; must be signed by parents as well as
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educational_personnel" (Hewara.é Orlansky, 1992,
p. GL-8).

perception - "The process by whiéh ﬁeaning or ihterpretétion
is attached to experienées" (Eggen & Kauchak, 1992, p.
G-10).

Section 504 of the Rehabilitaﬁion Act of 1973 - A law which
states “no otherwise gqualified individual with
.handicaps in the United States‘. . . shall, solely by
reason of . . . handicap, be excluded'from
participation in, be denied Ehe benefits of, br be
subjected to discrimination under any program or
acfivity receiving Federal financial assistance” (U. S.
Department of Education, p: 1).

Section 504 plan - an individualized plan listing
accommodations which assist a child who qualifies under
‘Section 504 to be successful in school

stimulant mgdication - medication prescribed by a medical .
doctor for the égrpose of controlling ADHD symptoms

stress - "A particular relationship between the person and
environment that is appraised by the person as taxing
his’of her rééources and endangering his or her‘well
being" (Lazarus & Folkman, 1984, p. 14).

stressor - An event ar situation which ﬁay lead to stress

therapeutic levels of medication - a dosage of medication
which gives the optimum benefit With the least amount

‘of side effects
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triangulation - "combination of methodologies in the study
of the same phenomena or programs" (Patton, 1990, p.

187)

Literature Review

Parenting Stress and ADHD

According to'several studies, families with ADHD
children experience significantly higher stress than control
families without spécial need’s childreﬁ (Breen & Barkley,
1988; Fisher, 1990; Anastopoulos, et al. 1992) . Familieé
with ADHD children score higher on stress inventories
(Anastopouloé, 1992), have higher divorce rafes (Barkley,
Fisher, Edelbrock, &,Smalliéh, 1990), and parents indicate
they'have.mére depression (Brown & Pacini, 1989) and more B
negative parent-child interactions (Mash & &ohnston; 1982)
than rion-ADHD families. The following section will examine
the current research regarding parental stress'in families
with ADHD children. Family interactions, specifically
parent-child interactioné, will also be examined. All the
étudies reported in this section are quantitative, except
one. T will review‘this study sepafately. See Table 1 for
a summary of the studies reviewed.

A few researchers have conducted many of the studies.
Russell Barkley, for example, was involved‘in eight of the

articles reviewed for this section. Researchers who had
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previouély worked collaboratively with him'coﬁducted several
of the other.studies,'reSultiﬁg in very similar
methodologies..

Although the studies reviewed refer to the ADHD child
by different labels'including;hyperactive and attention
deficit disorder with hyperactivity, all the studies
included used similar methods to determine the label. This
difference in terminology does not, therefore, refer to
different populationg but rather to the term that'was
currently being utilized at the time the‘study‘waS°written.
For this review I will use the terms interchangeably;

Several_studies compared children with ADHD to "normal"”
peers. By "normal" the authors were referring to children
who did not exhibit ADHD or any other serious medical or

behavioral problems.

Table 1 . _

Summary of articles relating to parenting stress and Attention Deficit
Hyperactivity Disorder .

Quantitative articles

"Authors Title/Date Subjects . Methods Results

Anastopoulos Parenting 104 ADHD Standardized Stress in the

Guevremont stress children " interviews 90th percentile
Shelton & among & parents and for ADHD parents
DuPaul families . guestionnaires

of children

with ADHD

1992
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Table 1, continued
Authors Title/Date Subjects Methods Results
Baker Parenting 20 sets Standardized Parenting stress
stress & parents questionnaires similar for mothers
ADHD: A and ADHD and fathers
comparison children
of mothers
& fathers,
1994
Barkley Hyperactive 40 ADHD Standardized Boys less. compliant
girls & boys children observations more negative than
Stimulant girls, praised more,
»drug effects medication improved
ori mother- behavior for both
child sexes |
interactions
1989
Barkley The adolescent 123 ADHD Clinical 60% of ADHD
Fisher outcome of 66 normal assessment children were CD or
Edelbrock hyperactive children ODD 8 yeaxrs later, .
Smallish children : parents of ADHD B |
diagnosed by children higher . {
research divorce rate
criteria
1990
Barkley - Effects of 60 ADD-H Standardized ADD-H boys more
Karlsson age on the boys and observations negative, less
Pollard mother-child mothers, ~ compliant, their
interactions 60 normal © moms gave more
of ADD-H & boys and commands, were more
normal boys mothers controlling,
1985 pronounced with
younger - children
Barkley Effect of age 54 ADHD Standardized Older children more
Karlsson & Ritalin children observations compliant & positive
Strzelecki dosage on & mothers their mothers less
Murphey mother-child controlling, all
interactions age groups improved
of hyperactive with medication
children-1984
Befera Hyperactive 30 ADHD & Standardized ADHD children more
Barkley & normal girls 30 normal observations non-compliant, neg-
& boys: children ative, mothers of
mother-child ’ ADHD children more
interaction, negative, more

parent psych-
iatric status

& child psycho-

pathology-1985

more !

depressed
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Table 1, continued
Authors Title/Date Subjects Methods Results
Breen Child 13 ADHD Standardized Few differences in
Barkley psychopathology boys, 13° gquestionnaire symptoms of ADHD
& parenting’ ADHD girls, in girls or boys
stress in 13 clinic parenting stress
girls & boys referred same for ADHD girls
having ADD-H girls, 13 & boys, clinic
1987 normal referred girls
girls
Brown Perceived 51 ADD-H Standardized ADD-H families felt
Pacini family boys, 34 questionnaire family environments
functioning clinic ) less supportive, -
marital status controls more stressful,
& depression : parents more J
in parents of .depressed ’
boys with
ADD-H-1989
Campbell Mother-child 13 ADHD Standardized ADHD boys more
interaction: boys, 13 obsexvations problém behaviors
A comparison LD boys, guestionnaire mothers more
of hyperactive 13 normal " controlling
learning
disabled &
normal boys
1975
Cunningham Interactions 20 ADHD Standardized Mothers of ADHD
Barkley of normal & & 20 observation boys more
hyperactive normal negative
children with boys & controlling, &
mothers in mothers structured
free play &
structured
tasks-1979
Cunningham Family 26 two Standardized Mothers of ADHD
Benness functioning parent questionnaire children more
Siegal time allocation ADHD depressed, fewer,
parental families less helpful
depression 26 two extended family
in the families parent contacts
of normal & normal
ADHD children families
1988
Lahey Personality 13 CD Diagnostic~ CD linked to
Russo characteristics children interview ‘maternal
Walker of the mothers 22 ADD-H personality
Piacentini of children children disorder, ADD-H
with disruptive was not

behavior
disorders-1989
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Table 1, continued
Authors Title/Date Subjects Methods Results
Lahey Psychopathology 18 ADD-H, Diagnostic CD linked to parental
et al. in the parents 14 CD, 23 interview pathology, ADD-H was not
of children ADD-H & .
with conduct CD children
disorder &
hyperactivity
1987
Mash Comparison of 43 ADHD, Standardized ADHD children more
Johnston mother-child 53 normal observation negative, non-compliant,
) interactions children asked more guestions.
of younger & & mothers Mothers more directive,
older hyper- less responsive, more
active & normal pronounced with yvounger
children-1982 children
Mash Sibling 23 ADHD & Standardized Dyads with ADHD children
Johnston interactions 23 normal observation higher degree of conflict
of hyperactive boys and maternal mothers more stressed,
& normal siblings report lower self esteem
children-1983
Mash Parental 40 ADHD Standardized High stress in ADHD
Johnston perceptions of 51 normal questionnaire families, higher stress
child behavior families with younger children
problems, .
parenting self 7
esteem & mothers
reported stress
in younger &
older hyper-
active & normal
children-1983
Prinz Marital 23 ADDH Standardized Marital conflict not
Myers disturbance . bovys checklist related to ADDH, boys
Holden & child aggression, or conduct
Tarnowski problems: A problems at school
Roberts cautionary .
note regarding
hyperactive
children-1983
Porter Marital discord 64 clinic Standardized Marital hostility was
O’'Leary & childhood referred questionnaire related to behavior
behavior children problems in boys not
problems-1979 girls
Sobal Parents’ 91 parents Standardized Mothers of ADDH children
Ashbourne attributions questionnaire viewed child’s behavior
Earn for achieving as being more unstable
Cunningham compliance from ’

ADDH children
1989
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Table 1, continued

Authors Title/Date Subjects Methods Results

Tallmadge The interactions 18 ADHD & Standardized ADHD boys less compliant.

Barkley of hyperactive 18 normal observations parents more directive,
& normal boys boys & no significant
with their parents difference .
fathers & mothers and fathers
mothers-1983 '

Traver- The mother- 16 Standardized ADHD boys more off

Behring child mothers observation task, less compliant,
interactions with 1 question- less responsive
of hyperactive ADHD, 1 naire mothers responded to
boys & their normal ADHD & normal child
normal child in same way

sibling-1985

Qualitative Article

Weiss The impact
of an attention couples
disordered with an
child on ADHD
family life: .child

The parent’s
perspective.
1990

12 married Open ended

interviews

ADHD child has a
major impact on the
family.

Impact of ADHD on Parenting Stress

Anastopoulos, et al. (1992) provide the

comprehensive examination of parental stress

most

in ‘relation to

i

ADHD. .Their study examined 104 ADHD children under the age

of 12 (87 boys and 17 girls)

and their mothers.

Parent

interviews; child behavior rating scales; assessment of the

child in relationship to ADHD severity, aggressive behavior,

internalizing problems such as 'depression, peer relations,

health status, medication status, and special education

status; child demographics; assessment of the mother's

health; depression, overall psychopathology, and
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psychological stress; assessment of faﬁily'demographics and
socioeconomic status; and assessments of problems exhibited
by other family members were all examined using a variety of
instruments. The Parent'Stress Index (PSI) which was ueed |
to assess overall stress levels indicated that pareneing
stress scoree averaged abeve the 90th percentile. The
severity of the child's_behavior, primefily the'ameunt of
aggression and oppositional behavior accounted for 37% of.
the variance. Other major predictors of variance were
parent pathology, child health, and the mother not working
out of the home. ‘Mothers who did not work outside, the home
reported greater parental stress. Although some studies
have shown thaf external stressors may be influencing both
the family stress and the‘hyperactivity (Gillberg,
Carlstrom, &“Rasmussen, 1983), environmental stress
accounted for only 4% of the overali variance in this study.
Environmental or external stress inciuded marital status;
the number of children in the family, maternal relationship
to the biological father, materhal'etress unrelated to the
parent-child relationship, and psychiatric and medical
problems in other family members., There'was, however, a
trend toward more stress in single parent families,which
accounted for 4% of the variance.

While Anastopoulos et ai. (1992) examined ohly maternal
stress; Baker (1994) examined both maﬁernal and paternel

stress. In studying 20 married couples with an ADHD child,
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he found no diffe;encevbetween the mother and father in
their rating of child behavior with both viewing the child's
behavior as a severe problem. However, when compared to the
father, the mother stated that the child's behavior caused
more parental stress. As in Anastopoulos's et al. study
Baker conducted a regression analysis to detérmine the
contributions to parenting stress. Similar to their
findings, the total problem behavior of the child was the
strongest indicator of stress, accounting for 28% of'the
variance.‘ The number of vyears married accounted for 9% of
the.variance, with being married fewer years being
assoclated with elevated stress. Eight percent of the
variance was due to socioeconomic status (SES), with those
parents who had higher SES indicating more stress. Stress
based on gender had a limited influence, accounting for only
6% of the variance.

This réseafch confirmed the earlier findings of Mash
and Johnston (1983b) who studied 40 families with a
hyperactive child and 51 families with "normal" children.
They found that child characteristics accounted for 74% df
ﬁhe variance between groups. They:found no significant
difference'in external stressors between the two groups in
their study.- This again showed that situafional factors
such as low paying jobs, living in poor neighborhoods etc.
were not the predominant probleﬁs.causing high stréss

ratings in parents with hyperactive children. Both ADHD
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mothers and fathers in the study viewed themselves as less
skilled and knowledgeabie than the parents with normal
children with this feeling escalating as children got older.
ADHD parents also showed that they derived less comfort and
value from parenting than parents of normal children. The
méthers in the study indicated they had significantly more
parenting stress than the mothers of normal children, With
younger.ADHD children being considered more stressful and
their mothers more depressed and more self-blaming.

Parenting stress also appears to be impacted by sibling
interactions. Mash and Johnston (1983a) examined sibling
interactions between 46 sibling dyads, 23 without
disabilities and 23 where one sibling had ADHD. They found
that sibling interactions when one child had ADHD was
characterized by four . times more negative behavior whén
there was no adult supervision and twice as much when
supervised by mothers. This amounted to 10% of all
interactions between ADHD children and their siblings being
negative. ~Neither the sex nor the age of the sibling
influenced the amount of negative interactions. Howevef,
young hyperactives were more negative than older
hyperagtives during supervisea play.. There was also a
correlation between the mother's report of self-esteem and .
stress and the degree of negative behavior and émount of
independent play exhibited by the child, with a positive

correlation between negative behavior and stress, and an
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'invefse relation between independent play and stréss (Mash &
Johnston, 1983a). |

These studies indicate that parents experience
increased streés when parenting an ADHD child and that child
variables can explain the largest amount of wvariance.
Stress i1s increased with a éreater degree of hyperactivity,
a younger'ADHD child, increased display of aggression and
oppositional behavior by the child, and sibling rivalry.
External issues unrelated to the child's hyperactivity, such
as SES, number of children in the family, and psychiatric
and medical conditions in fathers and siblings do no£ seem
to have a great impacthdn the parental stress level in thé
studies examined. However, single parenﬁs and those mothers
not working outsidé the home indicated higher stress than

their counterparts with ADHD children.

Marital Relations and ADHD

Other indicators of stress are the higher divorce rates
among parents who have ADHD children.:- One 8 year
longitudinal study found that compared to the control group
more than three tiﬁes as many mothers of ADHD children wefe
sepérated,or divorced from the child's biological fathers
(Barkley, Fischer, Edelbrock, & Smallish, 1990). Brown &
Pacini (19895 compared ADHD families to not only a control
group of nondisabled children but also other clinic—referréd

children who were experiencing learning disabilities or

developmental disorders. They also found an increased
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.incidence of separation and di&orce in the familiesywith
ADHD children.

Studies coﬁflict on whether ADHD impacts marriages or
whether marital problems impact ADHD, with one study finding
that the amount of aggression observed by teachers at school
and by parents at home was not correlated to marital
adjustment or discord (Prinz, Myers, Holden, Tarnowski, &
Roberts, 1983). However, other studies have suggested a
positive relationship between marital conflict and the
amouﬁt of aggression displayed by ADHD boys (Porter &
O'Leary, 1980;:Hethering£oh, 1979).

Maternal and Paternal Pathology
in Relation to ADHD

Several studies have also linked ADHD to.maternal
depression (Sobol, et al. 1989; Cunningham, et al. 19885.
While generally resea;chérs have studied only mothers, ﬁrown
and Pacini (1989) examined both maternal and paternal
depression in 85 ADHD and ADD children, 34 nondisabled
children, and 34 other children referred to the clinic.

They used depression inventories that are‘highly correlated
with clinical depression. Both mothers and fathers of ADHD
and ADD children rated tﬁemselves as significantly more
depressed than the clinic controls or the controls without
children with disabilities. The parents who stated tha£
there were disturbed interpersonal relationships in fhe

~

family rated themselves higher in depression. These parents
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indicated that their family environments-wére unsupportive, -
stressed, high in conflict, low in autonomy and
expressiveness, and lacked cohesiveness. The depression
appeared to iﬁbact mothers and fathers differently. When
fathers sfgted they were depfessed they also indicated an
increasea frequency of family activities and greater
parental control over children. However, depression in
mothers was related to a decrease in family activitiés.
Parental depression also héd an impact on the way that
parents perceived their children. ‘Those who were depressed -
experiehced greater parenting stress, less acceptance of |
their child's béhavior,‘and viewed their child as more
demanding (Breen & Barkley, i988).

Although many studies have found a correlation between

. pathology in parents and ADHD in their children, two studies.

which separated those children who had ADHD frém those
displaying both ADHD and conduct disorder (CD) have found
that maternal pathoiogy as defined by‘the Diagnostic and
Statistical.Manual (DSM III) is no greater in mothers who
have ADHD children than in gontrol Qroups (Lahey, Russo,
Walke;, & Piacentini, 1989; Lahey, et'al} 1988) .

Tn summary,. éeverél studies indicate>thdt.mothers and
fatheré who have ADHD'childreﬁ report that they have moré
symptoms of depression than controls. This is particularly .
trué for those families who are engaged in more disturbed |

familial interpersonal relationships énd_exhibit a higher

L I R R S— W
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degree of conflict. However, two studies made a distinction
between those children that have only ADHD and those who
have ADHD in combination with conduct disorder. It was only
the ADHD with conduct disorder that was linked to higher

maternal pathology.

Interactions of the ADHD Child in
Comparison to Peers and_ Siblings

When hyperactive children were compared to nondisabled
and learning disabled peers, they were found to be
significantly different in the number bf requests for
feedback and in the number of comments regardiné the tasks
they were completing kCampbell, 1975). In fact, in her
study, Campbéll describes the typical ADHD child as
conducting a running monologue while working on tasks.

Mash and Johnston (1982) concurred with Campbell's
(1975) findings of high verbal activity, conéluding that the
hyperactive child asked significantly more duestions than
his or her peefs. They also found that the ADHD child was
more négative and noncompliant than peers at all age levels
studied, but particularly at younger ages. They noted that
tﬁe younger hyperactive children (ages two years 11 months
[2.11] through six years 11 months [6.11]) showed negative
and noncompliant behavior twice és often as older
hyperactive children (ages 7.3 through 9.10) (1982). 1In

addition, regardless of age the ADHD child had less social
N
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involvement than would be 'expected for his or her age (Mash
& Johnston, 1983a).

A study by Barkley, Karlsson, .Strzelecki, and Murphey
(1984) also found that with age, children became more .
compliant and exhibited less negative behavior. Mothers of
older children exhibited,lesg controlling behavior and gave
fewer commands. This type of improvemént is seen in normal
mother-child dyads as well. With an increase in aée, there
also was a decrease in the mother giving positive feedback
when the child complied. HoWever, even with improvement in
age, children with ADHD were distinguishable from peers,
exhibiting less compliance with rules. |

Researchers have aiso conducted studies tb determine if
there are sex differences in relation to parent-ADHD child-
interactions. In a study conducted by Befera and Barkley
(1985), few significant-differences in behavior were found
between sexes (mean age 103.4 months) with behaviors of both
ADHD boys and girls being more noncompliant, off task, and.
negative than their counterparts. However, in a later study
by Barkley (1988) comparing younger children (mean age 71.8
months), boys were found to be less compliant aﬁd more
negative than girls.

While the other studies reviewed compared the ADHD
child to peers, Tarver-Behring, Barkley, and Karlsson (1985)
compared the hyperactive child to his éiblingf In examining

16 pairs of brothers who were within two yvears of age, they
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found that the hyperactive child was less responsive to
requests and questions, less compliant, more off task, and
posed more severe behavior problems thah his sibling.

It appears that regérdless of family constellation,
age, sex, or whether cpmpared to peers or siblings, the ADHD
child demonstrates more problems than non—ADHD children. -
They request more feedback, ask more questions, are less
compliant, are more negative, and less involved socially.
This behavior i1s most severe in younger children. These
difficulties also seem to be most pronounced in situations
that ére more rule governed, demanding more restraint or
compliance, such as being in public_places or having
visitors to the home (Tarver-Behring, Barkley, & Karlsson,
1985) .

Parent-Child Interactions: Children
with ADHD Compared to Non-ADHD

" Campbell (1975) found that the mothers of the
hyperactive‘boys'attempted to control their children by |
giving significantly more suggestions about.impulse control,
more nonspecific suggestions, more disappfoval, and more
praise and urging to complete a task than tﬁe mothers with
learning disaﬁled or normal children. The hyperactive child
Was more impulsive, more disorganized, and morevdependent on
parental interaction to complete tasks than either the

learning disabled child or the normal controls.
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Further studies by Cunninghém and Barkley (1979)
supported thése results indicating that mothers of
hyperactive boys were more controlling than mothers of
nondisabled children, giving their children twice as many
commandé.' This wasﬂespecially evident in task situations
where ADHb children were found to be more active, less
compliant, and less frequently on task. Mothers of ADHD
children were also less responsive to the child's
initiations and were less involved in spéial interactions
with their child than the controls. The mothers of normal
children interacted more positively with their child,

' visiting with them, asking questions, and praising‘them.
This led Cunningham and Barkley to conclude that "mothers of
overactive boys appear more critical and disapproving and
seem to have acquired a generalized negative set of
expectations which adversely infbuénce their perception of
and response to the child" (1979, p. 223).

Studieé with younger ADHD children supported these
findings (Barkléy, Karlsson, & Pollard, 1985; Mash &
Johnston, 1982). These studies indicate that mothers. of
younger hyperactive children show significantly more
negative behavior than mothers of older hyperactive children
or mothers of normal children. However, it must be noted
that the younger hyperactive children portray the most

negative behaviors.
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Although most other studies have reviéwed interactions
between the mother-child dyad, Tallmadge and Barkley (1983)
examined interactiéns between the father-child dyad as well.
They discovered that both parents of ADHD children were more
controlling and negative thaﬁ the control group and that the
boys were less compliant with commands and complied for
shorter periods. Noncompliant behaviors-Were especially
evidént when the child was interacting with the mothér.

When looking at differences in the way mothers interact
with their ADHD child based upon the sex of the child,
Befera and Barkley (1985) found that there were. few
differences. However, hyperactive boys did receive more
praise from their mothers even thougﬁ there were no
significant differences in behavior between the ADHD boys
and girls. Barkley (1989), in a later study found that
mothers were more controlling, as weil as encouraging to
boys. However, his study also found fhat the boys were more
negative and less compliant than the girls in the study.

Although previous studies (Bafkley, Karlsson, &
Pollard, 1985; Cunningham‘& Barkley, 1979) found'that
parents of ADHD children treated their ADHD child
differently from fheir non-ADHD child, a study by Tarver-
Behring, Bérkley, and Karlsson (1985) did not confirm this.
They examined_sibling brothers, one with ADHD and one
without and found that mothers did not treat their ADHD

child differently from the sibling, even though the ADHD
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éhild was less responsive té their mothers and-porﬁrayed
more noncompiiance. Mothe?s tended to treat both the ADHD
child and sibling %n ways that -other studies had described
in relationship to normal children. In explaining thié'
discrepancy between previous studies, two of which the
authors conducted, they stated that they observed the
mothers twice on the same day, once with one child and once
witﬁ the other. They felt that mothers may have consciousiy
tried té treat the boys in an équal way . Also.thé_boys may
have tried to compete with each 6ther'ip being welifﬁehaved
which was portrayed by greater compliance in the ADHD child
than in previéus studies.

In summary, ADHD children are found to be more active,
impulsive,_disorganized, and dependent than their peers.
They are also more noncompliant and comply with requests for
shérter periods of.ﬁimes. Both fathers and mothers of ADHD
children are found to be more controlling, to give more
commands, and to be more negative thén parents who do not
have ADHD children. This is esbecially evident in younger
child-parent dyéds. When the number of commands increases,
AﬁHD.children display even less compliance, leading some‘
researchers (Cunningham & Barkley, 1979) to poﬁder the
cyclical nature of the negative parent-ADHD child

interactions.
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Qualitative Research on the
Impact of ADHD

The previously reviewed studies were all quantitative.‘
The only_quaiitatiﬁe study I founa regarding the imﬁact of
ADHD was an.explorafory study which examined the ADHD
child's impact on the family (Weiss, 1990). Weiss gathered
data through 1 hour interviews with 12 married couples. She
found that having an ADHD child did have a significant
impact on the family. Major themes which the author
identified were "the struggle" and “expectationsh. The
struggle involved_difficulties with the child's behavior,
with a proper diagndsis, and with the schools. Parents
reported struggles in school due to laék of aééommodations,
lack of teacher education about ADHD, and difficulties at
home in getting children to coﬁpiete school reqﬁirements
such as homewbrk. In regard to expectatibns, parents had
problems deciding what to expect, felt a need to lower
expectations, reVealed disappointments over having a child
differént from what they had expected, and described
difficulty with feelings of being judged and in dealing with
the unrealistic expectations by others.

Weiss also'described four major findings. First;
parents had fewer social relationships as a result of having’
an ADHD child. This was due to sevéral variables including
the child's behévior, éthers disagreeing about how'the child

should be handled, parental exhaustion, and lack of child
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care. Families reported that both neighborhéod and family
relations ofﬁen were strained due to ﬁhe child's behavior.‘
In many cases relatives were disapproving of the uselof
medication and critical of the parents and child. The
child's behafiér'also made it difficult to find andlretain
babysitters.- In addition, parents reported that the feeling
of exhaustion from raising an ADHD child caused theﬁ to seék
fewer social outlets. However, thle previous sources of
support were soﬁetimes‘terminated, some of the families made
new social coﬁnections with other families who had ADHD
children. |

'Second,:parents altered their parenting to meet the
needs of the ADHD child, leading to chénged expectations.
This sometimes led to disagreements between parents
regarding what changes should occur and what form of
discipline should be used.

Third, the parents' reported there was a greétér néed
for pa:entéi supervision of the ADHD childhthan other
children. IThis was due'to the child being frequently bored,.
having difficulty in initiating activities, being unable to
follow through with adtivities inclqding homework and .
chores, and being ﬁore demanding of the parent's attention.
Weiss (1990):found that the parents needed to providé an
extremevamount of attention to organizé and supervise the

child's activities.
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Fourth, the decision to medicate created an ongoing
dilemma for parents. Parents experienced guilt, difficulty
in achieving a therapeutic dose of medication, practical
problems in working with others who must provide medication
for the child, and the feelings of being judged negatively
by others for giving théir child medication.

Weiss's (1990) study produced vaiuable results.

However, it could have been strengthened in several ways.

Participants were interviewed in a single sitting for one

hour. More time with parents would have been useful.
Second, the only methodology used was individual
interviewing. 'Using only one methéd causes a study to be
more susceptible to errors (Patton; 1990) thus, some
researchers kDenzin, 1978) advise that multiple methods be
used in every study. Third, the insights and patterns
discovered weré not checked with the participants.
Participant checks are helpful in determining the validity

of data through allowing the participants to correct errors,

" add information, summarize, and assess the overall adequacy

of what the researcher has stated (Lincoln and Guba, 1985).

Coping With ADHD

A variety of tréatments have been investigated as ways
of alleviating the symptoms of ADHD and to help parents and

children cope with this disorder. One of the most common

. conventional approaches is the administration of psycho
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stimulant meaication (Horﬁ, Ialongo} GreenEerg, Packard, & -
Smith—winberry,.l990) which :eéearchers believe increases
the concentration of chemicals to the neurotranémitters in
the frontal lobe of the brain (CHADD, 1993). Two other
frequently-reported conventional treatﬁents are parent
traiqing.and‘self—control training for the ADHD child.

In addition, pérents are utilizing a variety of
experimental treatments for which there'is-little scientific
: suppSrt.. These include: dietary intérveﬁtions such as the
Féingold diet Which is designed to reduce allergens;
megavitamins and minerals thérapy; antifmotion medicatiop to
treat problems of the inner-ear; treatment to decrease the
amount of candida yeast; EEG biofeedback to increase brain
wave activity; applied kinesiology;. and optometric vision
training (Goldstein & Ingersoll, 1993).

The following sectipns will examine the impact of
médication, se;f control training for the ADHD child, and
family therapy as means of adlleviating ADHD symﬁtoms. All
but one of the studies afe quanﬁ;tétive. While the
qualiéative study doés not specifically address parents'’
strategies in coping with ADHD, it does examine attributes
of parents who suécessfully cope with other disabilities. .
For a summary of articles reviewgd in this section see Table

2.
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Summary of articles relating to parental coping with Attention Deficit

Hyperactivity Disordered children
Quantitative articles

Authors Title/Date " Subjects Methods Results
Anastopoulos Parent training 36 ADHD 50% of group Reduced stress &
Shelton for ADHD: Its children received increased self
DuPaul impact on & mothers behavior esteem in treat-
Guevremont parent management ment group
functioning training
1993
Barkley The effects of 27 ADHD Blind placebo ADHD children
Methylphenidate children controlled on high levels
on the inter- & mothers crossover of medicine
actions of pre- design increased on
school ADHD task behavior
children with
their mothers
1988
Barkley Hyperactive 40 ADHD Blind placebo Boys less
: girls & boys: children controlled compliant
Stimulant crossover more negative,
drug effects design mothers praise
on mother- boys more, both
child sexes improve
interactions on medication
1989
Barley A comparison of 61 ADHD 3 treatments All treatments
Guevremont three family children groups resulted in
Anastopoulos therapy & mothers significant
Fletcher - programs for improvements in
. treating communication,
family con- conflict and
flicts in anger. Only
adolescents 5-30% showed
with ADHD clinically
1992 significant
change
Barkley Developmental 60 ADHD Blind placebo Compliance &
Karlsson changes in the Dboys & controlled attention
Pollard mother-child mothers crossover increase with
Murphey interactions - design age, mothers

of hyperactive
boys: Effects
of two-dose
levels of

. Ritalin-1985

less directive
& controlling
with older
children, high
dose produced
improvements
in child
compliance
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Subjects

Methylphenidate
1987 .

Authors Title/Date Methods Results
Barkley Effects of age 54 ADHD Standardized Mothers less
Karlsson & Ritalin children observations controlling,
Strzelecki dosage on the & mothers children more
Murphey mother-child compliant &
interactions positive when
of hyperactive older, all age
children-1984 groups improve
behavior on
medication
Blakermore A problem 24 ADHD 3 treatments Stronger treat-
Shindler solving train- children individual, ment effects .
Conte ing program & parents group, for individual
’ for parents control therapy & for
with ADHD-1994 ’ mothers
Horn Additive effects 42 ADHD 3 treatments No support for
Idalongo of behavioral children behavior additive effect
Greenberg parent training 18 control management, of treatment
Smith- & self control self control,
Winberry’ therapy with combination
ADHD children
1990 :
Horn Behavioral parent 19 ADD-H 3 treatments Significant
Ialongo training & cogni- children behavior improvement in
Popvich tive-behavioral management, behavior at
Peradotto self-control self comtrol, home, no change
therapy with ADHD combination at school, no
children: Compari- additive -effect
tive & combined .
effects-1987
Pisterman Outcome of parent 46 ADD-H One half Compliance from
McGrath mediated treatment children received child, parental
Goodman of preschoolers & parentsgs parent interaction &
Webster with ADD-H training management
' 1989 improved with
.. treatment
Schachar Changes in family 38 boys Double blind Maternal warmth
Tayloxr function & & mothers crossover & contact
Wieselberg relationships- in design increased,
Thorley children who criticism
Rutter .respond to decreased,

fewer negative
sibling inter-
action
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Table 2,'éontinued
Qualitative article
Authors Title/Date - = Subjects Methods Results
Naseef How families tope 7 families Structured Families use a
successfully with interviews variety of

a handicapped
child: A gualita-.
tive study-1989

strategies to
cope, parents
use convergent
methods to
cope, siblings -
allowed to ask
questions &
discuss issues
about handicap

Impact of Stimulant Medication
upon Parent-Child Interactions

Cunningham and Barkley state that ADHD mothers have

"acgquired a genefalized negative set of expectations.which

adversely influence their pérgeptidﬁ of and response to the

child" (1979, p. 223). But, are negative expectations and

parenting the cause of ADHD or the result of it?  One way of

determining this is to examine changes in parenting behavior

after the child has been administered stimulant medication.

Stimulant medication has been found to have a positive

impact upon 70-80% of ADHD children in the areas of

attention, impulsiveness, ability to stay on task,

frustration level, and compliance (CHADD,'1993). A study

conducted by Barkley, Kaflsson, Strzelecki, and Murphey

(1984) examined 54 children, ages four through ten using a

double-blind, drug-placebo crossover design. .The‘study

exaifiined mother-child interactions during both free play and

in.completing a task when the child had no medication and
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when they had different levels of medication. Within 30
minutes after the administration of medication interactions
during task situations sighificantly improved with the child
becoming more compliant and exhibiting more on-task
behavior. Parental behavior also underwent an immediate
change with the mother becoming less controlling, more
positive{land engaging in more nondirective dialogue.
These results were not found when children were on the
plaéebo. Using similar methodology, later studies have
confirmed these results in similar age groups (Barkley,
Karlsson, Pollard, & Murphey, 1985), in preschoolers ages 2
throﬁgh 4 (Barkley, 1988), and in both boys and girls
(Barkley, 1989).

Schachar, Taylor, Wieselberg, Thorley, and Rutter
(1987) .using parent and teacher interviews and rating
scales, but no obsérvation, found that maternal warmth and
contact were increased and parental criticism decreased when
children were on medication. There were also fewer negative
encounters between the ADHD child and his siblings.
lHowever, as might be expebted,‘the'actions that parents
stated they would take in regard to problem behaviors and
the consistency between how mothers and fathers stated tﬁey
would handle situations did not change as a result of the
child receiving medication.

All of the above studies reveal more éompliant behavior

by the child and a corresponding change in parental behavior
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when the child is on stimulant medication: This was found
in spite of the fact that the studies that have been
conducted all use small doses of stimulant medication with
the same dosage given to all children. Since there is no
consistent therapeutic dose in relationship to size or age
of the child, a proper medication dosage must generally be
determined through medication trials (CHADD, 1993). These
studies, examined the interaction between parent and child
after the child had been on medication for only one week.
Observationé of these interactions were conducted in a lab
setting rather than a natural environment. In most cases
the researchers conducted observations once and generally
"for 15 minutes. Researchers examined mother-child dyads in
isolation from other family members in a bare room with five
toys and minimal furniture present. Due to these common
elements in the research design many gquestions regarding
interactions remain unanswered, including thé impact of
therapeutic levels of medication on parent-child

interactions in a naturalistic setting.

Other Methods of Therapy

Parent training and self—éontrol training have been the
other treatments most studied. With the exception of one
étudy by Blakemore, Shindler,.and Conte (1994) pareﬁt
training has béen based on learning to use c¢ontingency
systems. This includes the use of behavioral observation

and charting, reinforcement of positive behavior,
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utilization of extinction and punishment such as time out
and response cost, and behavioral contracts. Contingency
systems are bésed on the belief that patterns of parental
reinforcement are one of the causes of behavioral
difficulties (Blakemore, et al. 1994).

Self-control training involves teaéhing the child
techniques such as problem solving and self talk. In some
cases this also consists of teaching skiils such as muscle
relaxation.
| Two studies (Horn, Ialongo, Popo?ich, & Peradotto,
1987; qun, ét‘al. 1990) examined three groups of school age
children (one receiving parent training, one receiving self
contrél training, and oﬁe receiving both treatments). In
the study conducted by Horn et al. (1987) all the groups
showed significant improvement in the child's self—conéept
scores, perceived self-control, and IQ scores. Mothers in
all the treatment groups stated there was a decrease in
hyperactivity, énxiety, and'withdrawal, but not conduct
éroblems. Howéver, there were.no changes in the pafent's
attitude about discipline (authoritarianism, hostility or
rejection, or democratic attitudes) the perceived support
from their spouse, or the number of positive or negative
contacts outside the home regardless of treatment method.
Observations in the classroom revealed that regardless of
treatment there was no carryover in improved behaviqr Withini

this setting. An unexpected finding was that the combined
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treatment did not produce greater treatment effects than
either of the treatments alone. Those ADHD children who
showed the most improvement had a greater internal locus of
control, were more reflective, and fecognized that they had
problems with éelf—éontrol. Mothers who had a support
system outside their family showed more iﬁprovement than-
those that did not. .

'Horn's et al. (1990) Subsequent study increased the
number of parent training sessions and added three
consultation visits with teachers. As with the ﬁrévious
sfudy, parents rated the child's hyperactivity and
externalizing behaviors as decreasing. According to
checklists completed by thé teachers there was also a
significant reduction in behavior problems at school.
However, there was no.improvement in schoolibehéviof at the
eight-month follow-up. Again, surpiisingly, the combination
of treatments didn't help generalize the effects or maintain
treatment gains.

Anaséopoulos, Shelton, DuPaul, and Guevremoﬁt (1993)
also studied children in the 6 through ll-year-old aée
range. They found that behavior management training along
with information about ADHD‘resulted in a significant
improvement‘ih the parent's perception of the severity of
ADHD symptoms. The researchers also examined parental |

stress and found a significant reduction in parent stress
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and enhanced parenting self—esteem when parents received
- behavior management training.

In studying a different age grdup, Pisterman, et al.
(1989) found_that ADHD preschoolers whose parents received
training were more compliant, complying'wifh 60% of parent
commands versus 42% of parent commands before parental
training. However, this was due mainly to a decrease in
_what the authors referred to as beta commands. These were :
commands that were vague or conditional and that did not |
offer the child an opportunity to comply. There was also a
significant increase in the amount of child compliance that
.parents' reinforced and a significant decrease in parental
directives, resultiné in more positive parent-child
interactions.' There was no evidence of change in the amount
of hyperactivity, the frequency of inappropriate behaviors,
or the time the child spent on task. .

Barkley, Anastopoulos, Guevremont and Fletcher (1992)
studied 61 ADHD teens and their parents. They randomly
assigned the adolescenté to behavior management trainingh
sﬁrﬁctured family therapy, or problem-solving and
communication training. Teens reported significant
improvements in communication, .the number of conflicts, and
the amount of anger displayed during conflicts. Adolescents.
also reported less anxiety, depression, wiﬁhdrawal;
‘aggression, and delinquency. This was confirmed by their

parents. The mothers reported that they were léss depressed
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after the therapy. Again, there was no significant
difference found between any of the tfeatments.

While the previously reported studies relied on
behavior contingency,.Blakemore, et al. (1994) used a
cognitive-behavior style of intervention. This included
learning about ADHD, the grief cycle, perspective shifting,
preventive techniques, cuing by questioning, providing
descriptive feedback,'providing alternatives, acknowledging
feelings, and anger management. Parents were randomly
assigned to individual counseling or group counseling.
Total stress scores were significantly lower for both groups
of mothers, with a greater reduction in stress for those
involved in individual sessions rather than group sessions.
Stress reduction was stronger for mothers than fathers with
mothers also displaying more persistent changes at follow-
up.

Information in the majority of sﬁudies reviewed were
based on parent, teacher, and children's reports using
standardized instruments. When observations occurred they
were in a clinical setting or educational setting. The self
reports and obsgrvations resulted iﬁ significaﬁt changes
being cited in eacﬁ of the studies. In studies which
examined different types of treatment, thefe appeared to be
no statistical difference between these treatments.

However, studies may reveal statistical significance

but not reveal clinical significance. When statistical
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significance occurs, it means that this finding was-unlikely”

to have occurred by chance. Clinical significance means

that the magnitude of change is statistically .reliable and
that this change moves clients into the range of normality.
Researchers examined ciinical versus statistical
significance in three of the studies. Iﬁ studying
adolescents, researchers (Barkley, Guevremont, Anastopoulos,
& Fletcher, 1992) disco&ered that 70% to 95% showed ﬁo
clinically significant change in family conflicts or degree
or frequency of anger. In addition, 80% to 95% of the
subjects remained deviant after treatment. Horn et al.
(1990) also found that while there was significant
improvement in ADHD subjects at the end of the treatment, in
all but one case ADHD subjects were still significantly
different from the non-ADHD contrdis at tﬁe end of
treatment. In examining parenting stress, Anastopoulos et
al. (1993) fdund there was no clinical significaﬁce‘in 74%
of the parenﬁs regarding stress and 63% regarding their
sense of competencé. Therefore, while parent training, self
control training, communication training, and family therapy
all produce statistically significant results, there is

little evidence of clinically significant results.

Qualitative -Research on Coping

Although I was unable to find any qualitative studies
which specifically addressed coping in families with ADHD

children, I did find one study that examined coping in
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families with children having other disabilities. Robeft
Naseef (1989), interviewed seven families that professionals
identified aS'coping'successfully with having a child with é
disability. The diSabilitieé represented in his study were
deafness, blindneés, autiém, 1earning'disabilities, cerebral
palsy, chroniC'iliness, and emotional disturbance. Three
generalizations were found: these families had a large
repertoire of coping mechanisms, the parents had convergent
"accounts of how they copéd, and the parents allowed the
siblings to fréely guestion and discués issues fegarding the

child with aldisability'(Naseef,'1989, p. 13).

Conclusion

Although, it is presumed that when parents gain more
control over their child they experience less étress
(Anastopoulas, 1993) and are therefore able to'cope better,
this was examined in only three of the studies. Sinée
previous studies have shown that the greatest source of
stress for ADﬁD parents is variables within the child, it is
logical to conclude. that treatment. of the ADHD symptoms
thfough medication may relieve parental stress and therefore’
be an important coping technique. Current studies do reveal'
improved child'behavior, including greater compliance to
parental comﬁands, reduced negativity, and more time on-
task. Parents also-réduced negatiVe commands and interacted

more positively with the child when the child was on
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medication. However, none of these studies examined the
long term effect of medication on bparent-child relations.

Parent training/ self control fherapy, and family
therapy are also treatments used to cope with ADHD.
However, studies on these methods appear to produce few
clinically significant results in child behavior, family
relations, or parental stress. CHADD recommends (1993) that
multi modal treatment is necessary in treating ADHD. This
may include parent training, educational interventions,
counseling for.the child and family, and medication therapy.
In spite of these recommendations, none of the reviewed
studies examined this combination of interventions.~ In
addition, the studies did not examine the day-to-day stress
relievers or coping mechanisms that parents are using. One
qualitative study which éxamined families who were
successfully coplng with other disabilities suggests that
having a broad repert01re of coplng mechanlsms, parents
sharing convergent methods of coping and siblings being
allowed to discuss the disability freely are indicators of
successful coping. However, wé do not know if this is true

for ADHD families.




A RN L N S Am——

46
CHAPTER 2
METHODS AND PROCEDURES
-Introduction

This dissertation was based on qualitative case study
methods which (1) described parental perceptions regérding
the impact of ADHD child behavior on personal and family '
functioning and (2) described parental perceptions regarding
strategies used to cope with the ADHD behavior and stress
“related to it. Methods included multiple in-depth
interviews with three families who have an ADHD child and
three focus groﬁps each consisting of three to six parents
with ADHD children.

In determining a research plan I examined the
definitions, characteristics, strengths, and weaknesses of
both qualitative and guantitative designs to determine what
would fit best with the goals of‘this:investigation. T then'
based the decision about which design to use on which was
most appropriate for investigating the problems for this
study. This led me to choose a gualitative design.

Qualitative research allows an in-depth, detailed
investigation which seeks to gain a wealth of information
from the viewpoints of a few péqple (Patton, 1990).

Although gualitative methods méy be found in both

quantitative and qualitative research, it is in recognizing
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that each researcher brings a point of view to the research
~and “viewing knowiedge as local and context-bound and
encouraging multiple meanings of a situation without
encompassing the explanation of those meanings in a siﬁéle
generalization" (Krathwohl, 1993, p. 323) thaf constiﬁgtes a
qualitative point of view (QPV). In addition, when one uses
a QPV, one's questions evolve as one:conducts thé‘research
which is occurring qoncurrently‘with the analysis. - This is
aided by not being constrained to predetermined categories
but instead discévering the patterné and themes that emerge
from the daté. The emergent nature of the research and also
the lack of a standardized instrument méans‘that the
researcher is "the instrument.; “Theréfore, the validity of
the research is g#eatl& impacped by the researcher's
competence (Patton, 1990). In qualitative research, ‘the
researcher addresses bias by first publicly admitting his ér
her biases and then planning ways to minimize them. While
qualitative research provides rich understanding that is
often uﬁattainable through other means, the small numbers
and lack of a standardized instrument make it more difficult
to generalize to larger samples.

I decided to use a qualitative résearch design for this
study for several reasons including: the ability to answer
guestions that reqﬁired in—depth_information based upon the

4

perspectiﬁes of the participants, the need to examine the
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whole of the experience/.and-the impo?tanée of conducting
the fesearch over a period of time.

Except’ for one study, all the research available
regarding families with ADHD children is guantitative. For
example, the Parent Stress Index (PSI) was used.to examine
the degfee of stress ADHD parents experiencel The PST is a
standardized instrument which reports a quantiﬁative level
of stress. This hés provided valuable information abbut.thé
degree bf stress experienced and the fact that child
characteristics account for the greatest variance in
determining the cause of this stress. However, I found that
several questions remained unanswered regarding the impact
of ADHD; what the specific stressprs.were[ how the stress
affected the day-to-day life of the ADHD family, and how
parents copéd with this étréss{t To' answer these guestions I
neéded to conduct an iﬁ;depth-investigation to gain the
perspectives of parents who have ADHD children.

Qualitative research alibws those whom researchers are
studying to speak for themselves (Ely et al., 19915.which in
turn éllows thé researcher to understand the construction of
reality as the subjects have created it (Crabtree, Yanoshik,
Miller, & O'Connér, 1993). The need to do this has led to
what Parnel Wiékham—Searl (1992) describes as a switch in
paradigms in studying parents who ha&e children with
disabilities. .The purpose of'the new paradigm being tol

understand the experiences of these parents through their
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eyeé asking for théir interpretations rather than through
the "explicitly, ostensibly, objective perspectives provided
by professionals" (p. 251).

Qualitative research also allowed me to examine-the
whole of the experience rather than compartmentalizing it
(Ely et al., 1991). This was especially cruciai in my
project which studied families. "Family life is a very
complex aﬁd interdependent human experience; which does not
easily lend itsélf to the identification and isolation of
single sets of variables as is necesséry in experimental
research" (Weiss, 1990). '

Comprehension of howlparents perceived the impact of
ADHD and coping technigues, not only required an ih—depth
investigation, but fequired that information be gathered
over a period of time. Intensive field work over a periéd
of time assisted in the developmeﬁt of rapport between
m&self and the participanfs which was necessary so that the
subjects felt comfortable sharing sensitive information
about their lives. Multiple sessions also allowed emotions
and thoughts to be raised tQ,the participants level of
consciousness so they could be articulateds in addition,
more than one session éllowed exploration of parents'
perceptions of stress ahd coping over a period of time.
Qualitative research allowed me the time needed to "gain
access to levels of life or groups of people that are simplyl

unavailable without the extended “time in the field' typical
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of participant observation and in-depth interviewing"
(Becker, 1966/67, p. 14).

In conclusion, only through using a qualitative
methodology, wﬂich utilized in-depth information and
adegquate time in thé field as a way of grasping the
subject's persﬁectives, was I able to adequately achieve

the purpose of this study.

Establishing Trustworthiness

Qualitative researchers believe that all résearchers
have biases or values. Instead of holding these covertly,
they believe that one must acknéwledge these biases and take
conscious account of them (Lin¢oln & Guba, 1985). In the
following section, I will describe my personal and
professional background and experiences in relation to ADHD,
how this has created personal bias of which I am now
conscious, and how I tried to minimize its effect in my
research through open-ended questions,-participant checks,
objective readers, and the triangulation of data.

In qualitative research the reséarcher is "the
instrument" (Merriam, 1988). "vValidity in qualitative
methods therefore hinges to a great extent dn the skill,
competence and rigor of the'person doing fieldwork" (Patton,
1990, p. 14). Therefore, I will also describe my

qualifications to perform this study.
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Experience and Assumptions
Regarding ADHD '

My most extensive experience as well as knowledge about
ADHD comes from parenting two ADHD children and having an
. ADHD spouse. Upon receiving the first official ADHD
diagnosis five years agb, I began the search to discover
what experts knew abéut this disability. This search led me
to read articles and books, attend a college course,
participate in state and national workshopé on ADHD, and
work with an ADHD support group. While my experiengés as a-
parent of ADHD children have caused me to acquire first hand
knowledge and to seek knowlgdge from others, they also have
caused me to have some biases. First, I have found that
even though my children are éurrently on medication, raising
ADHD children is éxtremely stressful. Second, my personal
experience has resulted in the belief that outside agencies
such as schools and counselors may at times aggravate rather
than reliefe this stress. Third, I viéw myself as an
authoritative parent. This involves a belief that children
and adults need to share power and control with children
given the responsibility to make decisions as well as
miétakes. I believe that children should be treated‘
respectfully-at all times eveﬁ when being disciplined and
that poéitive self—esteem.is a crucial goal of parent-child
relationships. I view effective communication as. another

key ingredient to successful'parent—child relationships. I
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also believe that one of my roles as a parent is to
establish an environment where children are safe,
stimulated, nurtured, encouraged, and modeled appropriate
behaviors. Previously I had believed that by using these
methods most difficult situations could be overcome.
However, I have found that with ADHD children this is not‘
always true.

Professionally, T am an Assistant Professor in-the
Education Department and the Director of Early Childhood
Education at Western Montana College. As an early childhood
professional, I believe in the importance and crucial role
played by parents, limiting behavior altering medication,
the important role of the environment in shapihg behavior,
.and the need for positive discipline abproaches rather than
those based on power—assertion. "I have foﬁnd that some
beliefs in early childhood regarding what are best practices
for children and families have been in conflict with those
practices viewed as most effective by researchers in the .
area of ADHD. These have been most evident in regard to the
role of the environment, behavioral approaches to
discipline, and the réle of medication (Bfedekamp, 1987).

To guérd against both my professionai and personal
biases affecting those being interviewed, I did not
specifically asgk abéut sources of stress unless the
partiqipants first indicated that théy were experiencing

Stress. Instead, I began with a general guestion. In the
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individual interviews I asked participanté to tell me about
their child. 1In conducting the focus groups I asked parents
to describe an experience with their.ADHD child. T also
tried to control bias by asking neutral questions. For
example, "What has been your experience with schools in
relation to your ADHD child?" rather than "What problems
have-yéu encountered with schools in relation- -to your ADHD
child?" Since questions emerged dufiné ﬁhe course oOf the
interview, thehtransqripts'were later reviewed by.an
objective reader to determine if noﬁ—neutrai guestions were
asked or feedback was given. The transcripts for all the
focus groups as well as the transcripts for all the "
interviews for one of the case studies were anaiyzed. The
reader had-a doctorate degrée'and 19 vears experience
teaching language arts clasgses, courses on
intercémmunication skills, and courses on exceptional
children. The results of the evaluation are included in
Appendix A. |

Partiéipant checks were also used to examine the
validity of data, patterns discovered, and conclusions for
the case studies (Lincoln & Guba, 1985).' These ongoing
',checks allowed'pérticipants to-add information, summarize,
and assess intentionality. I also asked eacﬁ of the
participants involved in the case studies to read the case
studykté detect errors.and assess évefall adequacy. If a.

participant and I disagreed regarding whether an error had
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occurred Idplanned to report both accounts to the reader.
However, this did not occur. Following'are the comments and
corrections made as a result of the participant checks:

Sue stated,'"I didn't see any distortions or’
exaggerations. It was not patronizing or overly
sympathetic. It accurately portrayved my feelings énd
difficulties.“ A minor correction was made in the case
study regarding her-son‘breaking.a kriuckle rather than a
finger. -

Sabrina also stated that the casé study was "accurate”
and matérial was treated in a "matter of fact" way. .She
said( "I laughed and cried as I read it. By the end of the
case study I felt an inﬁer calmness." One minor cor&ection
was made in the case-stﬁdy. I had stated‘that a friend had
been a childhood friend when ‘in actuality Sabrina had known
the friend for twenty vyears.

Kelly also stated that her case study accurately
reflected her situation. Corrections were.made in the
spelling of the names.of the mﬁsical groups that her son
gnjoyed listening to. |

Three'readers were also.utilized to review the
transcripts and resulting case studies to determine the
adequacy of tﬁe case study in'feflecting the transcripts.
The readers were first given'copigs'of the transcripts and
asked to ideﬁtify those topics and issues Ehét they feit

would be important to include in the case study. They were
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later given the case studies and were asked to.determine if
they adequately reflected what they had found in the
transcriptst The readers were professional colleagues who
had doctorate degreesland famili;;ity with qualitative
research. Both Julie Maloney and Alison Boyér had
previously conducted qualitative research. In each case no
major corrections were made but séme minor typographical
errors were corrected and some clarification occurred.
Following are-quotes ffom the readers.

Julie Maloney (1996) who reviewed Sabrina's'transcripts
and case study stated, "I found that you drew out the themes
from the transcripts very accurately in the case study. I
like the way you organized the information and your headings
make a lot of sense (personal communication)."

"I think what yéu've written here (case study-John) is
an extremely accurate summation of the transcriéts I read"
(Alison Boyer, personal communication, 1996). Alison
reviéwed Kelly’s transcripts and case study.

The traﬁscripts_and case study for Sue were reviewed by
Eve Malo.(l996). She stated, "The case study was congruent
_with the transcripts. For example, Sue talked a lot about
loneliness and not having a social life in the transCripts.
This was sensitively reflécted in the case studies (personai
communication) ."

Triangulation of data was also utilized to establish

trustworthiness. Meﬁhodological triangulation is the -
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utilization of more than one method to examine a problem
(Patton, 1990). For this study I used both individual
interviews and focus groups. Frey and Fontaﬁé (1993) list
triangulétion of individual interviews és one of the reasons
for using focus groups, stating the "cross-referenced
multiple opinions stemming from its [focus group] group
nature lend methodological rigor to the one-on-one
interprétivé nature of field interviews and ethnographic
reports" (p. 24). Focus' groups can bé.used‘tp balance the
weaknesses found when only'interviews are used. One
advantage of focus groups is that they can produce data with
little input from the researcher (Morgan, 1988). Therefore,
they are less.controlled by the fesearcher than iﬁdividual
interviewing. This appeared to be true in my study. Iﬁ
reviewing all the focus group transcripts I found that I
sﬁoke an average of 4.9% of the time. Thleocus group also
allows a greater number of viewpoints. to be heard thus
stressing Brgadth while the individual interviews stress
depth. The group'inteféction‘also acts as a springboard to
cause material to be.revealed that may not come out in
interviews with single subjects (Moféan, 1988) .
Normally'peéple are not in touch with or able to
‘articulate their motivations, feelings, attitudes, and
opinions. Many of the behaviors we might wish to
understand are not matters of conscious importance to
research participants. At the beginning of a focus
group, such participants will not be immediately able
to express all their feelings or motivations on a
topic. As they hear others talk, however, they can

easily identify the degree to which what they are
hearing fits their situation.. By comparing and

e
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contrasting, they can become more explicit about their
own views. In addition, as they do express their own
feelings and experiences they may find that answering
‘questions from the moderator and other participants
makes them aware of things that they had not thought
about before . . . The interaction in focus groups
often creates a cuing phenomenon that has the potential
for extracting more information than other methods
(Morgan and Krueger, 1993, p. 17)

Experience with Qualitative Research

To be effective the qualitative researcher must have a
tolerance for ambiguity, sensitivity, and be a good |
communicator (Merriam, 1988). Merriam (1988) describes the
good communicator as one who "empathizes with respondents,
establishes rapport, asks good questions, and listens
intehtly" (p. 39). Letting those reading the research know
about the researcher's training and éxperience in these
areas is an important way of establishing credibility when
conducting qualitative research.

In relation to training, I have completed doctoral
coursework in conducting qualitative research. In addition, -
I have participated in numerous, workshops and have coﬁpleted
15 credits of course work and prapticums in social welfare
which emphasized interviewing and communication techniques.

I have also had several opportuﬁities to gain_experience in
‘using these techniques with familigs. One of these was in a
position as a Head Start disability coordinator which I held
for two years. In this position I met with families to
discuss thelr special need’s éhildren, I have continued to

utilize these skills for the pasﬁ three years in my position
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with the Women's Resource Center where I facilitate a local
.ADHD support group and meet individually with parents who
need additional supbort. There have. been several other
situations where I have facilitated groups, including
facilitating meetings for one year between a tribal Head
Start and'non—triba; public school which we designed to
address and reduce the'conflicts that were present between
the two groups. |

I also conducted a pilot study on the impact of ADHD on
one mother (Bullard, 1994) which utilized in-depth |
interviews and a general interview guide and resulted in a
case study. Two in-depth, 2 hour interview sessions were
conducted with Anne (pseudo name), a parent of a 12-year-old
ADHD child. A major finding of the pilot study was that
although Anne was using an extensive repertoire of coping
strategies inéluding medication for Eric, chahges in
expectations, a behavioral management program, personal
stress reduction techniques, belonging to an ADHD support
group, and receiving counseling that Anne still described
the experience of raising an ADHD child as extremely
stressful. Anne discussed the impact-on her emotions as
being especially.difficult; She.describedﬂstrong feelings
of guilt, exhaustion, stress, inadequa;y, embarrassment,
WOrry, andﬂnegative feelings about herself. Following the
interviews the mother was'asked for feedback regarding the

process.
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In summary, although I have limited experience
conducting qualitative research, I have had numerous
training opportunities and a variety of experiences

utilizing communication skills such as open ended

questioning, reflective listening, and facilitation skills. -

I feel that these skills plus my experience asia parent of‘
ADHD children and specific knowledge about ADHD, will allow

me to be empathetic, sensitive, and a good communicator.

Population Description and Sampling Procedure

The population for this study consisted of.three
mothers having ADHD children who participated in in-depth
interviews and 11 additional families who.participated in
the focus groups. Two of the mothers who participated in
the individual interviews also participafed in the focus
groups creating a total of 13 families participating in
these‘groups.

Individual interviews were éontinue@ until the data
being collected becaﬁe redundant ahd the themes began to
repeét themselves (Lincoln & Guba, 1985). The sample was
chosen using purposeful sampling. While the purpose of
~ random sampling is representativeness, thelinteﬁt‘of
purposeful sampling is "to select information-rich cases for
in—depth study" (Patton,:1990, p. 182). Purposeful sampling
can be accomplished through a variety of sampling

‘strategies. The strategy I chose was critical case
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sampling. Criﬁical cases are those that can ;make a point
quite dramatically or are, for some reason, particularly
important in the scheme of things" (Patton, 1990, p. 174).
According to Patton, "critical case sampling permits logical
generalization and ﬁaximum applicdation of information to
other cases because if it's true of this one case it's
likely to be true of all other cases" (p. 182). Siﬁce this
study examined the stress iﬁ ADHD families, critical case
sampling meant that I would study familigs having ADHD
children where stress was least likely to occur: Studies
indicate that parent's stress is inéreased when children are
preschoolers (Mash & Johnston, 1983) or adolescents (Pasley
& Gecas, 1984), when children or motherslhave other major
disabilities (Anastopoulos,- et al. 1992), and when families
are experiencing major life changes (Holmes and Rahe, 1967),
When children receive medication to alleviate the symptoms
of ADHD they improve their behavior and compliance (Barkley,
1988, 1989; Barkley,. Karlsson, Pollard, & Murphey, 1985;
Barkley, Karlsson, Strelecki, & Murﬁhey, 1984) . Since'child
indicatoré are the greatest variable in accounting for the
increased stress level in ADHD parents (Anastopoulos, et al.
1592; Baker, 1994; Mash & Johnston,'l983b) one would expect
that therapeutic levels of medication would loWer parental
stress. Therefore, I used the following criteria in

selecting cases:
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1) Detgrmination of ADHD by a physician, based upon

information from a variety of sources including parent

and teacher ratings, interviews, neurological exam,

physical, child and family history. | |

2) A diagnosed child between the ages of six and.

twelve.

3) The use of medication to mitigate the symptoms of

ADHD. -

4) Diagnosis and treatment bf the disorder with

medication for at least two years.

5) The abseﬁce of any majof life change within the

family during the previous six months including death,

long term hospitalization, or divorce.v |

6) Absence'of obvious or known severe physical or‘

emotional disabilities in the child or parents.

7) Volunteers living in three communities and

' surrounding areas in Southwestern Montana. A

It waé diffiéult to locate families for this study
because ADHD families éré not readily identifiable. Uniike
- children with other disabilifies, ADHD children do not look
different phyéicaily from other children. Therefore, unless
the parents or children choose to.share this information,
schools or even neighgors may not know the diagnosis. While
we can estimate the number of -families in a.community based

) \

on the predicted percentages of children who‘have ADHD,

lists of these families dq not exist. For this reason,
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participants for,this study were selected through referrals
from ADHD support group leaders, parenting class
instruétors, other participants, and self referrals. Those
referred were contacted by telephone uging a screener
guestionnaire as described by Zeller (1993) (see Appendix
B). The purpose of the screener gquestionnaire Qas twofold.
First; to select participants who fit the research criteria.
Secbndlyh the écreener‘questionnaire allowed the |
participants to begin to think about the topic (zZeller,
1993). This was especially important for those
participating in justAthe focus groups, since I only
interviewed them once.' |

I first contacted parents to participate in the
individuaiAinterviews. One of these mothers was referred
through a supporﬁ group facilitator, another through a
parenting class instructor, and the third had heara that I
was déing the research and volunteered. " Each éf the mothers
was initially contaéted by phone. I used the screener
guestionnaire to see if Ehey met the criteria for the study.
These initial phone calls lasted .l hour to 1 hour and 15
minutes. Each of the motheré met the-criteria and. agreed to
participate. Although I was éble to ekﬁlain the purpose of
the study, the time commitment reduired,'and tp‘cqmplete the
screener questionnaire in apﬁroximately_lS minutes, the
mothers were eagér to shére informatién about their children

and began to discuss this during the initial contact... In

-
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Sabrina's case I also was invited to her'home to have supper
and to further discuss the study. Although the initial
phone c@nversapions’with each of the.mofhers and the visit’
with Sabrina were not recorded or transcribed I feel that |
this time did assist in building'a relationship with the
mothers. | .

Eéch of the mothers lives in a different community in
"Southwestern Montana. .Sab;ina is a 43—year—old sinéle
mother who lives in a small rﬁral community (population
150). Her son, Jim, is ten and ﬁas ADHD and a learning
disability. Sabrina is a head teacher at a local elemehtary
. school.

Sue is currently pursuing a doctorate degree. Shé is
42, 1is married and lives in a cdﬁmunity near oné of
Montana's major population centers. Her ADHD son, Chris is
12. She also has two other children who no longer live at
home. Both Sue ana her older daughter have been diagnosed
as having attention deficit disoyder (ADD).

lKelly is 32 and 1is also_married. She, her husband and
threé children live én a ranch. She ié a student and
:éommutes two hours each day to attend schoql. John, her
ADHD son, is sixland is the miadle child. Kelly'suspects
that her husband also has ADHD although no such diagnosis
has been made by a'physician. |

After identifying parents to pérticipaﬁe in the

individual interviews, I contacted ADHD éuppoft group..
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leaders and others to locate parents to participate in the
focus groups. Below is a table which shows the results of

this search.

Table 3

Parents contacted to participate in focus groups

Group Number of Source of Number of Number of Reason for

parents referrals parents parents not .
contacted eligible attending attending
Focus Group 1 7 6 support'group 6 4 1 emergency
. 1 other 1 time
' conflict
Focus Group 2 14 12 support group 8 6 2 time
2 other . conflict
'Focus Group 3 7 5 support group 5 3 1 no show.
2 other 1 time
conflict

The "other" category included those referred by
lparenting class instructors, through self referral, or
through.réferral by.a parent who was contacted to
participate in the interviews.

Thrée focus groups were held in three communities in'
Southwestern Montana. These focus groups were numbered and.
the communities were not identified to protecﬁ the anonymity
of those participating. Below are tableé for each of the
focus groups which giveé data ‘about those who participated.

If a space is left blank, it is because the data were not

available.
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Participant Charac¢teristics in Focus Group 1

Participant  Age Educational level Children’s Children’s Children

gender age diagnosed
. ADHD or ADD
Married 43 Bachelors degree Daughter 19 ves
father Son 12 yves
- Daughter 10 no
son 6 yves
Son 4 o
Married 33 College,no'degree. Daughter 13 no
mother Daughter 11 no
‘Son 9 ves
Divorced 32 College, no degree Daughter 12 no
father Son 10 ves
Daughter 9 ves
Daughter 6 no
Married 31 College, no degree Daughfer 8 no
mother* s Son 6 yes
Daughter 4 no
* also participated in individual interviews
Table 5
. Participant Characterisfics in Focus Group 2
Participant Age ‘Educational level Children’s Children’s Children
gender age diagnosed
ADHD or ADD
Married 42 Master’s degree Son 20 no
mother* Daughter 18 ves
Son 12 ves
Married 50 ' Doctorate Son 8 yes
mother
Married 36 High school Son 7 ves
mother Daughter 4 no
Divorced 26 College, no degree Son 8 ves
mother
Married 39 Bachelor’s degree Son 8 yes
mother Daughter 6 no
Married 48 Bachelor’s degree Daughter 15 no
mother Son 12 ves

.* also participated in individual interviews
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Table 6

Participant Characteristics in Focus Group 3

Participant Age Educational level Children’s Children’s Children

gender age ¢ diagnosed

ADHD or ADD

Married : Daughter 17’ no
mother ’ Daughter 11 ves
’ Son 10 no
Married 38 Bachelor'’s degree Daughter 12 ves
mother . Son 9 no
’ Daughter 5 : ves
Married Son ’ 19 no
mother Son 12 ves
. ' .Daughter 10 no

In summary, using critical case sampling, three
families were chosen to participate in in-depth intervieWs
and an additional'll families participated oply in the focus
groups. These fémilies were located through referrals from
support group leaders, parenting class instructors, self
referrals and referrals from .other participants. I used
screener questionnaires to determine whether participants

met the sampling criteria.

. Data Collection

1

Interviews

I collected data through multiple in-depth interviews
with three families utilizing a general interview, guide

approach. Information was also collected through three
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'focus groups, each consisting of three to six families using
a nondirective method with limited questions and probes.

The interview is a technique which.is used - -to "gather
descriptive data in the subjects' own words so that -the
researcher can develop insight$ on how subjects interpret
some piece of the world" (Bogdan & Biklenf 1992, p. 96).
Through interviewing one can learhn about a pefson's
‘thoughts, perceptions, feelings, and about private lives and
relationships. This led Weiss (1994) to say, "most of the
significant events of people's lives can become kﬁown to
others only through interviewing"‘(p. 2). Since the purpdse
of this study was to gain perspectives about relationships,
dinterviewing was the logical methodoiogical choice.

) I conducted multiple interviews with each participant.
The multiple interviews were crﬁcial because the increasing
contact helped to build trust and confidence thereby
ailowing more information to be éhared. In addition, the
subjects had the intervening time between interviews to
reflect upon their experiences, note new incidents, and
allow new mgmories to surface (Weiss, 1994). I followed
Weliss's suggestion of plénning for a minimgm of three
‘interviews. In~hié research he found a significant increase
in new info;mation in the first three interviews, with
diminishing returns in subsegquent interviewét As a final
way of determining when to end the interviewing, I used

Lincoln and Guba's (1985) recommendation that when the data




I Y - Ll I )

68
being'géthered became redundant and the Ehemes and patterns
began repeating themselves I énded the data collection. In
addition to the initial phone contacts with each of the
mothers and the personal visit with Sabrina, I condﬁcted
personal interviews with each of the mothers three times.
In addition, I conducted an additional phone interview with
~Sue. I met a final time with each mother to fevieﬁ the case
'studies.' In Kelly's and Sue's cases these were personal
meetings. ' Sabrina had moved out of the state by the
completion of the study so we had our final meeting over the
phone.

At the end of the initial phone.cgll the first:
interview was scheduled éround the convenience of the
participantl. I phoned égain befdre the inifial interview to
verify the time and date and to mention tﬁe general topics
the interview would cover. This pattern of éstablishing the
next interview date and confirming before the interview was
followed for each of the subsequent interviews. The mothers
generally came to the interview héving thought about the
topics and with informatipn that they wished to share. The
inter?iewé began Withhthem Shéring this information. The
mothers also.oftén came with aneqdotes'that they wished to -

~relate. A typical example.of this was when Kelly came to

her interview and started with, "I had a terrible night last

night and then I remembered that today was my interview and

I wanted to make sufe I shared what had happened with you."
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The integviews were also scheduled in the participants
choice of setting. -Kelly's inférviews were each held in my
office with the exception of the final meeting which was
heldlat a restaurant. Sue's interviews were held either in
her office or her home, with the final meeting at a
restaurant. The interviews with Sabrina were held in her
home or in my home and generally involved shafing a meal
together.

The interview:aata'were collected during 1 hour ana‘30_
-minufes to 2 hour interview sessions'using a general.
interview guide approach (see Appendix C). The general
interview guide listed the topics and issues to be'covered
but allowed me ta vary the sequence and wording of these

during the interview to allow the interview to flow in a

more conversational way and to be more natural and relevant

to the subject (Patton, 1990). As Ely‘et.al. (1991)
described, as the intervieWs progressed and data was
analyzed, new questions eﬁolved (Ely et al., 1991). These
guestions generélly involved further clarification of topics
raised by the pérticipant. For example, Sabrina discussed
extensively the small wrural community in which she lived and
how it impacted her ability to copé'with her son's ADHD.

Other topics.that she raised that I had not originally

included in the questions were the impact of her son's ADHD -

upon her job and upon her decision to move to a new.

community.
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Prior to-its use in this study tﬁelinstrument had been
used in a pilot study. Several people reviewed the
instrument, including parents of ADHD children and students
from a variety of disciplines who were conducting
.qualitative researéhn The mother participating in the
pilop study was also asked for feedback on the instrument
resulting in further changes. Some of‘thgse changes were
the addition of questions regarding having parents rate on a
scale'of 1 - 10 how stressful they feel parenting their AﬁHD
child is énd rating on a scale of 1 - 10 how weil they feel
they are coping. The instrument underwent further changes.
when it was reviewed by the six members of my dissertation
committee.

In conducting interviews the researcher must establish
rapport and a climate of neutrality (Patton, 1990).
Researchers display neutrality in the way that_questions are
worded and also in the verbal and nonverbal responses by the
interviewer to the subject's answers. Rapport is the
relationship with the person being interviewed. "Rapport is
built on the ability to convey empathy and understanding
without judgment" (Patton, p.'317).A To build rapport and
convey empathy, I disclosed the fact that I am a parent of
" ADHD children.

With pefmission from the subjects, the interviews were
audiotaped; As a way of safeguarding the subject's rights,

I informed them of their ability to terminate the taping and
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the interview at any time. Howévef, no barticipant
exercised this option. Informed consent (see Appendix D)
was oObtained for the use of data éollected through the
interviews. The informed consent form was apbroved by the
Montana Stéte University Human‘Subjects committee. In all
cases the information obtained was kept confidential; One
way this was accomplished was to change the names of the
participants and ﬁheir families and not disclose tﬁe .
locations where they live when reporting the information

obtained.

Focus Groups

For this research project, I held three focus groupé
consisting of three to six parents of ADHD children. These
groups were held for one and one half to two hours and took
" place in three communities in Southwestern Montana.

A focus group is a group of peers brought togethér to
share diverse viewpoints'and thoughts regarding a topic
which is selected by the researcher (Morgan, 1988). It is
gimilar to a group discussion in that the researcher |
supplies the topic, but it is the inperaction between the
group that causes the tppic to continue (Morgan, 1988j.

Focus groups have fheir roofs‘in sociology, with the
first publisﬁéd focus group being conducted in 1946 by
Robert Merton to'examine wartime propaganda'and how
persuésive it was (Morgan, 1988). While focus groups héve

been used most extensively in marketing reseadrch -(Morgan,
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1988), théere has been a recent resurgence in their use in
social sciences (Knodel, 1993). | |
As described previously, I chose to use focus groups as

a research method for several reasons. These included the

ability to triangulate themes and patterns, provide balance

to the interviews, and to raise the cOnscioushess level of
the participants. .

Focu$ group interviews were conducted after the
completion of the individual interviews. My initial plans
were to have those mothers participating in the individual.
-interviews also participate in the focus groups as a way to
raise their feelings and thoughts to a conscious level thus
providing new information. .Two of the mothers did
participate in the focus groups. However,.they did not
shére any new information in the group interviews. I had
continued the in-depth interviews until the material being
shared became redundant. The fact that no new information
‘surfaced may have been a verification that this had
occurred. ]

A moderator generally leads focus g;oups.‘ There is
diSagréement in the field éboﬁt the characteristics of.this
role. While all agree that the moderator musﬁ have good

communication and facilitation skills and that the moderator

is one of the keyé to the success of the group, whether this

.should be someone that is outside the resgearch projéct is’

debatable. Krueger (1993) states that héving someone that .
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is too close to the project can jeopardiée the project by
narrowing the arguménts into preconceived categories and
through the researcher being perceived by the participants
as holding a particular position on an issue. However,
Morgén and Krueger (1993) state that in many cases it is
preferable to have a member of the research team facilitate
the focus group. . They sfate that this is particularly true
when participants are members of distiﬁctive cultural groups
where the appropriate degree of sensitivity will be more
important than professional credentials. Zeller (1993)
further arQUes that when one is discussing sénsitive issues
capitalizing on self disclosure is cfucialf Self disclosﬁre
is considered to be information that participants would
genérally not share with just anyone. The goal in dealing
with sensitive issues is to increase the uppetr limits of
appropriate disclosure. The moderator, who is often a
.stranger to the participants, wants participants to feel
secure in sharing sensitive, personal information. If the
focus gfoup is going to be effective, the researcher must
establish a great deal of interpersonal rapport\wifhin the
first 15 - 30 minutes. Zeller states that this can be
accomplished thfough a relativély high level of self
disclosure on thé part of the moderator.: Since the goal of
this research was the sharing of sensitive information
regarding parenting an ADHD child, it appeared to be

beneficial for the facilitator to have experienced raising
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an ADHD child. 1In this way self discloﬁure could bé used as
an effective meaﬁs in building group rapport and raising the
level of self disclosure. Since I am a parent of ADHD
children who has received training in faciliﬁation I was the
moderator for the focus groups. To increase reliability I
moderated each of the groups (Klein, 19895.

The role of moderator can be very nondirective with
very limited guestions and probes to very directive
utilizing a structured, ordered set of questions. A low
level of interviewer participation ié especially suitable in
gaining new insights from participants or in determining
what the participants view as key points. A high degree of "’
involvément on the part of the facilitator is most
appropriate if one is comparing groups or providihg answers
to specific research questions (Morgan, 1988). Since the
goal of this research wés to gain new insights and also to
use the focus groups as a means of triangulation by reducing
the amount of researcﬁer control, "a ﬁondirective methbd with
limited questions and probés was utilized (sée Appendix E).
The nondirective method allowed the pafticipants to interact
with each other, not just the researcher, as was thé case in
the individuél.interviews. It aléo allowed me to see what
information emerged from the group itself. As:Morgan (1988)
stated, this approach led to more emphasis.on the |
parﬁicipant’s points of.view. However, the less directive

approach also made it impossible to quantitatively determine
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partiéipanﬁs’ viewpointsa For this reason, the words “few, ”
“several,” or “most,” are used iﬁ describing the resuits
rather than a specific count.

In utdilizing a nondireétive approach, I developed a
discussion guide, thch consisted of oben—eﬁded'questions
and a few probes, following Morgan's (1988) recommendation
that topics be limited to two to five areas. Keeping the
guestions open-ended, and reducing the amount of questions
asked, allowed ﬁe to follow useful trains of thought that I
had not previously anﬁicipated (Knodel, 1993). 'For example,
focus éroup one discussed extensively the difficulty with
their children's destructiveness. I had'not.previously
anticipated that this would be a major topic.

The initial questions were left deliberately’vague in
the focus groups;' In quaiitative research the researcher
tries to avoid méking assumptions. Even though previous
studies had indicated‘high-leveis‘of stress in families with
.ADHD children, the purpose of the focus group w&s not to put
my preconceived notions in the participant's minds (Patton, .
1990) . I had predetermined that if, in the initial round of
sharing, stressful exberiences were not reveéled then“
further probes 'in this direction would not be utilized.
However, in each of the focﬁs groups étressful experiences
were shared by”each of the parents. |

The study included three to six partiéipahts in each

focus group. Although small groups are more sensitive to
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dynamics than large grbups and pro&ide input from fewer
people, this number allowed a maximum amount of sharing by
each participant and the smaller numbers assisted in
creating the rapport needed in dealing with sensitive issues
(Morgan, 1988).

The focus groups were held in a neutral, comfortable,
convenienE, non-threatening environment. As parents entered
they were offered refreshments and were asked to complete a -
permission form (See Appendix F) and questionnaire (see |
Appendix G). This was followed by self introductions where
participants gave their name, briefly described their ADHD
child or children, and described one event or episode and
the emotion that_they f;lt at the time this occurred. This
allowed each participant to speak and also provided some |
basic general information. In addition, this allowed
everyone to get on record with their experiences (Morgan,
1988, p. 58). In following recommendations from Zeller
(1993) I bégan and disclosed that I am a parent of ADHD
children and shared a fecent situation with my children.
After the introductionsg I briefly paraphrased.the
experiences that had beenlidentifiea and asked for
additioﬁal information. Reflection and probes were utilized
as needed to sum up’material, fully understand what was

salid, and to explore areas that had not vyet been addressed.
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Most of the questions that I asked were regarding
topics that were first raised by the participants. However,
near the end of each focus gfoup I read a guotation from one
of the mothers in the iﬁdividual interviews regarding what
she termed as"“disaésociation.ﬁ I then asked if any éther
parents had experienced this. Since this was a method of
coping which two of the mothers in the individual interviews
had mentioned, I felt tﬁat this was an area that might be
worthwhile fo‘explore. In aadition, this goping mechanism
had not been described until several hours of interviewing
had occurred so I did not expect that it might surface in
the focus group unless a question regarding this method of
-coping Was asked. » .

At the conclusion of the focué group each pafticipant
was asked to make a closing:statement. This allowed
participants the opportunity to make any finai
contributions, includiﬁg those that may not have been
previously shared (Morgan, 1988).

In conclusion, interviews and focus groups were
utilized to complement each other. The information received
from focus groups was a‘meané of triangulating themes and
patterns founa in the inaiviauél interviews. Aiso,.while
the individual intervieéws provided in-depth information
through the dialogue betWegn myéelf and the pérticipénts,
the focus groups balancedlthe{individual interviews by

decreasing my input and allowing'more breadthﬁtd the
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project. Finally, the focus groups were used to raise the

consciliousness- level of those involved.
p _ -

Data Analysis

Interviews

With pérmission.from the particiﬁants all the
'interviews were taped and traﬁscribed.' Analysis of the
interviews was Sngoing with éollection of future daﬁa being
influenced by what was found in previous interviews.
Following each interview transcriptions were made and thé
material was examined aﬁd coded with emerging categories
before the‘next interview. Ongoing participant checks'were
utilized to clarify the data, the patterns discoveréd, and
the emerging conclusions. This included reading sections of
previous transéripts to the participants so that thef could
clarify or expand upon their thoughts. '

Data from each participant was then consolidated and
organized. topically into categories. ‘FolIOWing
recommendations from Lincoln and Guba (1985) categories were
developed that could account for the majority‘of data'withi
less than 5% to 7% percent of the data not clequy fitt%ng
into a category; Categories were also examined for
"internal homogéneity" or how well the information felated
to other pieces of information within thg same gategorf'and
"external heterogeneity" or how well the categories

prevented overlap with other categories (Guba, 1978).
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Mer;iam (1988) statés that case studies may be written
at this point as'descriptions of what was found or the
researcher also may cont;nue to analyze and'ihterpreﬁ the
data looking for ovefriding conceptual categories; patterns,
and themes. I used both approaches, first looking for
categories within each case and writing these as a
descriptive case study and then examining overriding
éonceptual categories across case studies resulting in a
summary of case studies. Iﬁcluded in this-summafy were

categories that emerged in either twé or generally all three

individual case studies.

Focus Groups

With permission from the participants, the focus group
sessions weré also audiqtaped and transcribed. 'Morgan
(1988)'sta£es that audiotaping is essential to capture the
dialogue ;hat occurs. Although videotapes provide nonverbal
data as well, this Was not inclpded due to the intrusive
nature and the difficulty in obtaiﬁing high quality £apes
(Morgan, 1988). 1In ‘addition,.to achieve'quélity, videotépes
-require an additional person to run the camera. Additional
people who are nét invqlved in-the focus group can '
jeopardize gquality (Krueggr, 1993).

As with the case studies the data from the fécus‘groups
were consolidated and‘categérized. There was no attempt to
‘use the same catego;ies as were used in the individﬁél

interviews although due to the similar data between both
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methods this frequently océurred. A summary of the focus
" groups was then written. Quotations were chosen tﬁat were
representative of the group and that were moét clearly
afticulated. ‘As recommended by Weiss (1994) when
participants used conversation spacers such as “uh” they
were not included in the quotations. Since the two mothers
who participated in both the individual ;nterviews and focus
lgroups revealed no new information in the focus groups and
the information they had previously supplied had been
included in the case studies, quotes from these.mothers were
not used in the focus group summary. Also, if contradictofy
infbrmation was given, even by one persén, this was noﬁed in
the summary.

The final.step in data analysis was to examine the
findings of the focus groups and the case studies for the
emergence of regulafities. Information was included in the
summary which was described in both the indiviaual
interviews and the focus groups: As the categories-werg re-
examined this final time, overriding themes wefe identified

and a final summary was written.
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CHAPTER 3
DATA

.This section will contain data‘which was collected
through in-depth interviews with three mothers resulting in
three case studies, a summary of the caseée studies,. and a
summary from the three focus groups.

_Kelly, Sue, and Sabrina are thrée mothers who have ADHD
children. Each mother was involved in at least three, 1 to
2 hour interview.séésions. In.addition, after the case-
study was written I again met with each mother to review the
case stuaies. These were_personél meétings with Kelly and
Sue. Sabrina had moved out .of state and therefore I had a
meeting with her by telephone. As a result of these
participant checks_minof details were clarified. For
‘example, Sue clarified that her son had broken his knuckle
rather than his. finger. |

Participanttéhecks were also ﬁsed as an ongoing
process.. With permission from the participants, interviews
were taped. Following each interview tranécriptions were’
made and the material was examined and coded with emergigg
éategories before the next interview. Participants.were
asked to clarify data, the patterns that were emerging, and
the emerging conclusions.

Interviews were arranged around the convenience of the

mother in her choice of setting. The mothers were contacted
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before each interview to confirm the'date and time and to
mention the topics that we would be covering. This resulted
in the mothers generally coming to the interviews with
information that they wished to share and this then became
the starting point of the interview.

The transcripts and case studies were each reviewed by
an objective reader. This resulted in correction of minor
typographical errors as well as some clarification. Each of .
the readers stated that the case studies accurately
reflected the transcripts. An entire set of transcripts was
also reviewed by a reader to determine the neﬁtrality of my
questions and rééponses. In a review of 55 single spaced
pages, she found that I had asked questions or made
responses 169 times. Only one of these responses was non-

neutral (see Appendix A).

"Kelly's Case Studvy

Kelly is a 31l-year-old college student. majoring ip
education. She and her husband, Bob, live with their three
children on a family ranéh which is five miles from a small
rural town in southwestern Montana. Kelly describes her
husband as a "workaholic" who spends long hqurs eachhday
working onh the ranch. She states, "We don't set plates'for
him at thé tablé because he's never there.". She also says,-

"He doesh't.take any days off, except for on Christmas he
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might take most of thé day off." This‘hés resulted in Kelly
shouldering most of Ehe parenting burden. | ‘

Their oldest daughter, Cindy, is eight and in second
grade. . She plays baseball and is on the swimming team. |
John, their middle chiid who is six has attention deficit
hyperactivity disorder (ADHD). He has not started school
vet. Their youngest aaughter, Tanya is four. She attends
- the day care on campus along with John. For the,paét two
vears Kelly and her two childrén have commuted two hours-per

day, five days a week to attend college and day care.

John's Behavior

Kelly describes John as a "bright, haépy, fun little
boy," who "loves to manipulate things." For example, they
had an'pld:John Deere tractor which, was missing a seat and
steering wheel which he rebuilt. He also likes to create

with boxes, blocks, and Legos and fill his bedroom with

projects. "He lovés to create them and he loves to admire
them, because he's very proud of his work." John also
enjoys various kinds of music. "He listens to Vivaldi,

- African singers, and Silly Wizard which is an Irish group.
He's very diversified muéicaily.". Wﬁile listening to music,
he’loves to rock on a large dinoéaur made by his
grandfather. But John is also "busy" and "not easy to
handle." 1In describing the risk taking behavior he'

exhibited before beginning medication, Kelly says,
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He would jump from tables to couches that were five and

six feet apart. Once I had to take him to the doctor's

office to make sure he didn't have a concussion or
something because he had hit the corner of the table.

He would climb trees as a very small child not even out

of diapers. I had to watch him like a hawk. He would

take hoes and chase after people. ‘Even before he could
walk, I found him sitting on the middle of the kitchen
table, he must have climbed up on chairs. A lot of

‘kids will do this but he did them constantly.

It was .also difficult getting John to sleep. "He
couldn't settle down. We had a lot of throwing the toys at
walls and such. Every night and every nap_time was very
difficult." He would finally fall asleep at nine or ten at
night. In addition to dealing with the behavior, Kelly said -
this was hard because, "I've always béen one who likes to
have my kids in bed at least a couple hours before I go to
bed, because I need time. I need adult'time and I wanted
time to sit down and relax."

When describing.othef behaviors‘that John éxhibited,
Kelly said, "I was constantly dealing with temper tantrums,
I couldn't let him out of my sight because he might do
something horrid and hurt himself. He was constantly biting
her [sister],. hitting her in frustration." The tantrums
were especially difficult to deal with.

He would scream constantly, hit, kick, throw things.

The walls in the room he was in had marks everywhere.

He would dump every toy and throw every toy, hit-

things, just very destructive. These would go on for
45 minutes to an hour, to the point where finally he

would stop and say, "Mommy my head hurts.” He'd _
screamed so hard and yet he didn't want me to let him
down and yet he fought me . . . He had ho inkling that

there was a consequence that if you threw a toy agalnst
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the wall it might break, it could be his most favorite
toy in the whole world.

Kelly described how she dealt with the tantrums.

I remember rocking him when he was screaming for an
hour and a half and singing quietly to him or I would
tell him a story. I would just talk to him about how a
little boy named John would play in a sand box and he
would build roads and I would speak softly trying to
get ' his attention. I would pick him up and hold him or
I would talk or sing very quietly to him, songs he
likes or songs where I would use his name because he
was so out of control.

It was not just the length or severity of the tantrums
that were difficult but also that their occurrence was and

still is unpredictable.

Things are by the moment. Ten minutes from now they
might be totally out of control. Where right now they
are playing quietly, no fighting, nothing is going on.
Or it might be two minutes from now. They are going to
have a big temper tantrum but you see nothing coming

up.
"Little things would set him off, like I have to go and take

a nap or I can't have that one little toy that I wanted
right now, I have to wait - so it wasn't big huge things."
In discussing her feelings Kelly said,

I felt like it was my fault for a long time. I'm
obviously not doing something right here. I tried _
everything I could. I wondered what was wrong, with
the rocking I was thinking autism and yet I didn't see
that as a constant thing. I guess I really wondered if
there was something wrong with me for a long time.

I felt like a failure. It doesn't matter what I do
this child misbehaves. It doesn't matter how patient:
you are, how loving you are. They do the same thing
over and over again. Every time you're around other
people they make it clear that they think you're not
disciplining appropriately.
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Then Kelly's sister'read an article about ADHD and
urged'her to take him to a-doctor. John was three and sne
half at this time. Kelly took him to a pediatrician in a
nearby town and sat "bawling in his office saying I can't
. take this anymore.”. She ssid, "I've never broken down in
front of someone else like.that in my life. I just went in .
and I couldn't stop crying." He diagnosed ADHD through a
comprehensite svaluation which included interviews,
checklists, family and developmental history{ a physical,
and a neurological exam. Regarding the diagnosis Kelly
said, "It was a relief to know it wasn't me because I really
felt like I was'going crazy." He also recomﬁended another
doctor for a second opinion: Bob and Kelly then took John
to a pediattician specializing in bshaviorél disorders who
confirmed the diagnosis of ADHD. As they were being
interviewed about family history and the doctor shared
1nformatlon about the symptoms of ADHD, Bob said "that is
exactly what I went through as a child. Kelly believes
that Bob still displays ADHD symptoms. She. states,
"Unfortunately he thinks that it is gone,'which has been
hard. He doesn't recognize the fact that 1t S not something
that just picks up and goes away .

Since being dlagnosed John has been on Dexedrine which
he takes three times a day. The decision to put John on |
.médication was very difficult. When Kelly was discussing

this, she said,
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I think part of .the reason I was a little nervous is
because I grew up with a dad who is a physician. He's
very conservative and so drugs are used medically only
when you need them. You aren't to take them because
you feel a little sick. And so when I found out what
they treated these kids with and they said.what this is
on the street, compared to what it is when you buy it
as a prescription, all of a sudden little bells went
off. 'Oh my goodness, I'm giving this to my kid.
Because we've always been taught that you don't touch
these drugs. '

She overcame her reluctance by educating herself and;
changing her beliefs. "I had to educate myself into
thinking, this is like a diabetic, he needs this, and that
helped." The decision to medicate was reinforced when Kelly
witnessed a huge change in John's behavior and development
after medication began.
It was a drastic change, in two weeks he was diaper
free . . . His speech all of a sudden started coming
very quickly and things were just instantaneous as far
as behavior changes. They weren't perfect because he
was doing all these things for-so long. But they were
so much better. So there was a big change.
John currently takes medication three times a day, including
weekends and holidays. Medication has made a big difference
but it has not been a miracle cure. Kelly says, "He does
pretty well now, he's not perfect, a long way from perfect, -
tolerable." "Medication did not solve the problem
completely. You need behavior managemént." For example,’
John still has tantrums which occur at unpredictable times
but, with medication they are much more manageable.
Fortunately those [temper tantrums] don't happen very
often now and if they do, generally I can put him in

timeout for a length of time or put him in his room and
say you need to stay in your room until you're ready to
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talk to me. They go various lengths but they ere much
more tolerable and normal.

In describing a recent tantrum, Kelly says,

He started throwing his bedding out the door and his
favorite bunny. He would throw things that would make
me angry, not with the intention of breaking anything.
He does love his toys, although he'll still throw those
too occasionally but not like he used to. ,

However, their daily car rides can still be troublesome.
. {
It's like he's got all this energy and he needs to
expend it. So hitting sister with a coat or whatever
is within reach is what he might do . . . Or to get
their attention he might wing this little toy at them.

John can also still be difficult for others to handle.

The church school teacher told me that he was being
mean and he had kicked such and so for whatever reason
and wouldn't mind worth a hoot. He would completely
ignore everyone else no matter what they were saying to
him and he would giggle and laugh and throw himself on
the floor, roll around. He had no concept that he had
to actually listen to this person.

Kelly started volunteering in the class to help alleviate
this problem. In describing their experience with swimming
lessons, Kelly said,

He wasn't one you could put 1nto a group of kids.

First of all he didn't pay any attention to the teacher
most of the time, and second he was a kid that had no
fear. He would drop off the side and go under and if
the teacher is not Johnny on the spot, it could scare
him bad enough to be a problem or something could

happen.
So Kelly paid for private lessons.

He did ok but he still wasn't listening to her most of
the time. It was frustrating for her because she's
used to having a group that does this, this, and this.
She would just say, "I think he has had enough today or
whatever" which meant that I spent a lot of money for
very little time.

Kelly said that she ended up teaching John to swim.
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It also is very‘trying if he doesn't ﬁave medication in
_his system. Kelly describes some examples where she
questioned whether he had received his medication. These
both occurregwguring the period of time that we were
interviéwing.

T wondered. if I should ask the day care if he had his
medication in the afternoon because he was absolutely
off the rafters all the way home. I mean he was
bopping in his seat. He was flinging things. He was
angry. He was mad because I hadn't packed two
sandwiches and I only packed one and his bag of
pretzels. He was kicking his shoes and flipping them
around all the way home. When he got home it just
continued along this line. I mean he was bopping
around at the dinner table. He'd made such a mess with

- his taco. More of the taco was on the floor than in
him. He had a bath and went to bed and he was flinging
things around his room. It was like he wasn't even
taking medication.

Last night was horrible. He wasn't horrible in the
sense that he was doing horrible things. He just
couldn't sit still. I took them to a restaurant down
town, which is like a pizza parlor. He wouldn't sit
still for the life of me. He kept getting up and
bopping up and bopping down and this and that and the
other thing. He didn't listen. Then we went to get
our hair cut. He just kept bopping around, taking the
doll from his sister. He just could not even for a
second sit in that chair. I kept thinking, boy did he
take his medicine. But it was late, so it had worn off
already. .

Impact on Siblings
Kelly states that whén yoﬁ'have a child wifh ADHD, "you
have 'to adjust everything in your life and unfortunatély the
other kids in the famiiy-havé to be put on the back
burners." She said, .
| T think my oldest has been impacted a great deal

because from the minute he was born not only did she
have another sibling to share me with where before
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she'd had me all to herself. But, now she had this
brother that not only took me but took me so much.

During the interviews she gave some specific examples of
this. One of these was an incident where Cindy wanted her
mother to read her a story. However, Kelly had just placed
John in the car because he was "out of control" and was
standihg in the doorway so she could watch her younger
daughter get her hair cut while also wetching John.

Cindy said, "Mom would you just sit down and read this
to me." I said, "You know I would love to but I have
to watch John and I'm just too tired. This weekend we
will sit down and read the book." I felt guilty but it
was the only way I could do it. She was so
understanding about it which probably is because she's
had to do it so many times.

She s not had as much attention as she's probably
needed . . . He demands so much time that the other
siblings get pushed aside when you're dealing with his
temper tantrums which might go on for an hour. They

have to go do something. They can't talk to you, can't:
bother you because you're trying to contain this child.

Kelly also described how the amount of attention that John
demands affects even her mother's relationship with her
other children.

My mom in some ways, I don't know if you would really
say favors him. He demands so much more attention
consequently it kind of looks like that. Once my
brother commented that she always tells them what John
is doing but it doesn't seém like she really tells him
what the girls are doing. "Well it's because he's
doing so many wild things." My brother said, "Yea, he's
interesting and exciting to watch isn't he."

Cindy and Tanya are also impacted by behavior that John
directs at them. "To have someone who is constantly

demanding attention and constantly poking and prodding and
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throwing things off and en, I'm sure it's going to have an
effect on them long term, too."

In addition, they must deal With Kelly's reactions when
she is feeling pressured. When Kelly and I discussed"
indicators that she was feeling stressed she stated that one
way thlS was displayed was through, "Impatience, impatience
w1th my oldest when she had done nothing to cause it. She
might do some little minor infraction and I would come
unglued. "

Kelly also described how her emotions would sometimes
imﬁact her other children. She related one incident where
John was "out of control and I couldn't deal with him in a
patient positiVe way." So she placed him in his room and
shut the door. She then sat on the floor outside the door
and cried. Cindy came and comforted her. Kelly said, in
recalling this incident, "That was hard for me and it was
also hard for my other child. Of course they want to come

- and cuddle with you because they don't know what s wrong

- with mommy."

Impact on Kelly‘

Kelly says that every area of her life:hae been
rearranged to accommodate John. . "My life has changed so
dramatically. I don't know what it would be like - [to not
have an ADHD child]. So many things do center around making'
sure John doesn't have a problem." She describes the need

to be vigilant.
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You just have to program yourself to be on a constant
vigil, to watch what's going on. I've had so many
people who do not know what his problem is and don't
understand how carefully I watch him when we go places
that maybe have a canal running by their house or ‘
whatever. They say, "Just let him go play." They
don't ‘understand what can happen. Why I am constantly
having to say, "Ok let me see where they are. What are
they doing?" It makes a difference. "Your whole life
is rearranged for this child. It has a big impact on
everything you do.

Both preventing problems and dealing with them .impact the
time she has to spend with her other children and herself.
Having friends over is also impacted. She says,

"I hesitate to have them over if - I think it might be a
problem. I don't need criticism. I have had friends
that I know disapprove. They don't really say anything
but you kind of get the gist that they don't think your
method of discipline is appropriate and so consequently
yvou don't tend to invite them over much, because you
know you're going to have to do something while they

are there. That's just standard procedure. So it

[ADHD] does affect friendships. -

It also impacted her ability to go places because it was

embarrassing to take him but also difficult to leave him

with a sitter.
I got so that I just didn't want to go a lot of places
because it was too difficult. It was embarrassing to
go and have to constantly deal with this child . . . I
didn't feel comfortable leaving him with anyone but my
parents. They were the only.ones I felt knew him well
enough and knew how to handle him and knew how closely

they needed to watch him. That was hard because I felt
a little bit like a prisoner at times.

Now that John is on medication she can occasionally leave
him. But she will make separate child care arrangements for
the girls. "It has -an impact on when I go. I don't leave

him with babysitters very often. ‘If I do, it's for a very
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it's by himself because that seems to work

In spite of all the other difficulties, Kelly states

that -the hardest part about dealing with ADHD is how it

makes you feel.
these feelings:

The feeling of

When I try really hard to use .time out or consegquences

During the interviews she described many of

helplessness,

"and ‘try to give choices and when none of those things

work I feel so helpless.

you feel helpless. You feel like you have no control,
you're never going to have control again, nothing

works. It's really difficult because there are so many

things in your life that happen but you have a certain

amount of
with them
sometimes.

The feeling of
It can be

say but I
hit their

control or you can fix them or you can deal
and make them better. This you can't
It's not going to happen.

frustration,
too demanding. This is a terrible thing to

finally understood how some people actually
children in anger. Because it is extremely

frustrating. It's hard to curb that initial response.

But, I've

réally tried hard to learn not to do that.

It's not easy.

The feeling of

Sometimes

stress,

there is this tremendous energy inside me

that just wants to break out. I don't know really how
to explain it but I feel very tight and coiled inside
and I just know that I'm going to blow. It makes me a

little bit sick to my stomach when I get that stressed.

The feeling of

depression,

There were lots and lots of times that I felt very,
very stressed and depressed. Sitting down and having
“bouts of crying was not unusual. I don't.have it too
much anymore but I do get a big break now [Kelly
attends college full time].’

There are so many times that
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The damage to self-esteem,
Kelly_réported that the pediatrician had told her that
she needed to get an hour'away by herself every day.
I think it was also because he knew I was in the danger
zone of going a little bit nutty. I felt so much like
a failure and he threw a rope to me and I grabbed it
and up I went. ' '
The worry about how others will react to John,

Kelly said that one of the reasons that she commutes
each day with the children rather than having them cared
for in the town near the ranch, is so that John could be in
a child care "that knew about his problem." She says that,

"I worry about him being criticized and knocked down,
because he is not easy." This concern has impacted her
ability to leave him in the care of others.
I couldn't leave him with.a sitter. I worried, I
worried about the sitter hurting him in frustration.
Not that I ever had sitters that I worried would do
that. But this is not a normal thing. You don't know
what a sitter would do. Or if they would watch. him
- carefully enough.
She also expressed concern about John starting school next
vear and is looking into a variety of options. She would
like a teacher who has experience working .with ADHD
children, has a small class size, and who will "handle him
in a positive way." But, she must also consider the
logistics of transportation and after school -child care.
Cindy attends the school which is closest to their home.

Kelly said that when Cindy started school she did not have

as many concerns.
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Impact on Other Family Relations

Bob's brother and his family's home are one quarter
mile down the road and his mother's residence is one and one
half miles. They all live and work on the family ranch.
Kelly says that "the people who have made it harder-for me
[to cope with ADHD] have been my husband's family." She
said that Bob's brother's children are "little robots that
do everything just perfectly on command and if they don‘'t
then there is corporal punishment that can take care of
these things." She said, "I would have trouble with this
[corporal punishment] for any child, but especially with
John." This has anAimpaét on both her willingness to spend
time with her husband's family and her ability to enjoy the
time they do spend together.

Where they are so critical of how I deal with my kids

it does make it very hard. I do cope differently and I

get much more frustrated than I normally would.

Because 1f they are around it's almost like I feel like

I'm being tested to see if my kids are going to behave.

If T have to discipline them or talk to them about

something how are they going to react? Are they going

to mind me and stop whatever they are doing? So it's
stressful. I try to avoid being around them because of
that.
She also feels that Bob treats the children differently when
his family is around.
Bob gets very tense and I notice that he will be much
more harsh with the kids when his family is around
It's like we are in a little movie that we are being
graded on. '

They have not told Bob's family that thn was diagnosed with

ADHD or that he is on medication. Kelly said that this is
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because of their attitude about the way she disciplines.

That had a - big influence on whether I wanted to tell
her [mother-in-law] about this. Because ny feeling
was, I don't think they would agree with us on the
medication. I think they would just say, “Oh well you
just need to be more firm with him.” .

Impact on Kellv's Marriage

Kelly discussed her marriage many times throughout thé
in;erviews. Kelly states that she and her hﬁsband.disagree-
. on how'the children should be handled. She sayg that she
doesn't think they would have too much of a problem if they
just had the girls because there would be less disciplining. .

He's [Bob] a stress when he walks in the door because T
know if the kids misbehave he's not going to deal with
it in a positive, patient way. He is unable to do
that. TIt's been a big problem. Our marriage is not
good because of it. .

He will spank them. He doesn't do it to the point that
I think he's going to injure them. But, that doesn't
mean it doesn't hurt them. It's not like he's doing it
constantly. There are people all over that spank their
kids now. 'It's an accepted practice still to a certain
point. So, I don't think they consider that child
abuse. But, I have trouble not seeing it that way.

He wants to do the quickest thing, the easiest thing
for him to do. Of course, he's frustrated and angry
and this helps release his anger. He doesn't look at
it the same way that I do. I just figure that we need

-~ to try and exhaust all our other options before you do
that. TIt's hard for him because his family believes
that way and he's around them more than us [Kelly and
her childrenl].

She also feels that Bob treats John differently than the
girls.
He is more tolerant with the girls. I wonder if

sometimes it's because he knows that John's going to do
things so much of the time, that He gets very impatient
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with him . . . He tries, I think he does try and he's

been trying harder because he knows that he needs to be

careful because- John is really an easy child to get
angry with.

Kelly also worries about how Bob will handle John, saying,
"T worry.about how he'll hendle the temper tantrums. Bob
just can't hendle it. When John has those temper tantrums,
if Bob's around, he just leaves."

She also feels the need to protect the children thhough
intervening when he is disciplining. "I'm constantly’having
to be their ptotector when he gets impatient and
unreasocnable which is quite often.™ She'said that Bob told
- her recently, | |
One of.the.biggest problems he [her husband] thought

our marriage had is that (and he had a valid point) I
intervened too much when he tried to discipline the

kids . . . Part of the reason I do that is it is really
hard for me to stand back because I disagree on how he
does it. I feel like the consequences of what he is

doing, is to me going to be down the line so much worse
that I can't sit by and say go ahead and do it.

One of the other ways that Kelly protects the childten
is through setting up an environment where things will run
as smoothly as possible, when she leaves the children with
Bob. For example, when she took her oldest daughter to the
ball game she made sure that John and Tanya.had their teeth
brushed, pajamas'oh, and were ready for bed; “They oogld
- stay up and play in their roome until they were'tired go he
should not have any problems " However, she pointed out
that this "relnforces the fact that he thinks he's d01ng

everything right and they always behave for him. He doesn't
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understand that I've already taken care of the things that

could cause problems like refusing to brush our teeth or

/

whatever."

One of the other difficulties Kelly described was that
she views Bob as a "workahollc". When he does come home,
she says that she often resents his'intrusions.

He is never home and probably the biggest disadvantage
to him not being home with John is that when he does
come home he doesn't know how to handle John. So then
it does create problems. "I think that he gets
frustrated. Maybe part of the reason he doesn't want
to be home is that he knows that when he comes home
he's going to have to deal with John's problems.

I resent it because I have worked so hard to create a .:
positive environment for them [the children] which I've
not always done successfully or perfectly That's

probably one of the reasons that I interfere more than

I should when he's disciplining. It's because I resent-

him walking in off the street and thinking he knows
everything about how to: take care of these klds He's
never around

Maybe I've had to be in control so it's hard to let go.
That is hard. ‘We've done it all and so consequently I
resent it. I deal with all the problems, I do all the
mundane things, haul them to the swimming pool, haul
them to Brownies, haul them to church school, take them
here and there. Do their baths, brush their teeth, get
their hair cut. I do everything. I take care of
discipline. I feed them. '

Kelly mentioned that she had thought of calling a
counselor, but due to attending school ahd taking care of
the children "did not have the time or energy" to deal with

it right now.

Coping
Kelly described a variety of ways she copes throughout

the course of the interviews. These included:
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Changing Attitudes.'She said éhe had to learn "not to

expect too much, if you expect too much, you're going to set

vourself up to fail.“ Kelly also described how she has
changed the expectations she has for herself. For example,
she said "I'm getting better because I've just decided the
house is alwayé going to be messy and it's not going to
change." She also described how she had to learn to deal
with conflicting priorities.
People need to.remember that when they [ADHD children]
are out of control, you have to say, "So what if the
dinner isn't done, so what if I have to be here, there,
or the other place. Those things will have to wait."
Parenting Technigues. One of the techniques that Kelly
emphasized several times was preventing problems by planning
ahead. ©She described bringing books and paper and markers
to church, planning special activities after shopping, and
planning for special excursions.
The biggest thing (I know I've mentioned it before) is
to really think before [you go somewhere]. If I'm
going to go someplace for instance I think ahead of
what problems could arise and be prepared as to how I
should deal with them. If we are going out to a
restaurant, for instance, I will take great care in
thinking about what he would enjoy doing at the table
that will be quiet and that he will enjoy for maybe 45
minutes to an hour if our food is delayed, things like

that.

She also.mentioned that she might stay home rather than

go to social events because of John's behavior. If she does.

I's

go and sees his. behavior deteriorating she leaves.

I would see that he was starting to get wound up and if
I was at a picnic with family or friends or whatever, I
would take that time to say, "Ok, it's time to. go




100

home. That was my way and that wasn't a bad way
because generally . it stopped the behavior. We went
home and everything might go fine - Tt might not but at
least it wasn't in public.

However, she says that now she is learning ways of
redirecting his behavior so she may not always have to
leave.

Now I can watch and deal with it without leaving maybe.
I might be able to see him get wound up. Like the
other day when we had company coming over. I let him
know ahead of time that we were going to have company
and he needed to be very careful that he didn't-get too
wound up, because it would be hard with all the people
in the house. When I saw him getting wound up, I
suggested he go outside. He was very happy to go
outside. He got on his snow pants, the whole nine
‘'yards. Out he went and when he came in for dinner
there were no problems.

[y

She has learned to use a variety of redirection activities

As we are around these kids we do become very good at
predicting. I can try to head off what I see coming by
changing his activity . . . When he starts racing in
the house if I can't send him outside then a lot of
times I'll suggest a bath. He loves the bath, loves to
play in the tub. Sometimes I'll say, "I'm cooking
dinner would you like to help me." He loves to help.:
So I'm getting better at trying to do things other than
just get rid of him or go home.

Kelly also emphasized the need to give John positive
feedback.
I do try to catch him being'good. Because I want him to
know that I'm not just going to be there telling him

everything he's done wrong, which is really hard not to
do, with any child. :

Technigques to Manage Her Own Emotions. Kelly described
on several occasions the need to be patient. "I make sure
AN

‘that my patience stays within reason, I know if I lose my

patience and become a raving lunatic or whatever, . . . you
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kpow - you just come unglued and you just can't deal with it
any more and you lose control." She has trained herself to
be very calm in highly stressful parenting sitﬁationé.

I remain extremely calm. ‘It's almost like I'm not
really there, I'm watching the situation and reacting
how I think I should. 1It's almost like when he is
really out of control that is when I'm at my best
because I have to be. It takes a tremendous amount of
patience and energy. But, it is a calming thing. I .
find myself very calm. Sometimes when you're trying to
be patient with a child, inside you are very impatient.
I don't feel that when I'm dealing with his screaming
temper tantrums or if he's being really awful (which he
can be at times). Maybe, it's a little like how people
talk about the afterlife, when they are on the table ’
and they come back and they leave their body and they
are watching down. It's somewhat like that, I just
find that there is this person that I can be. That
this is the one I reserve and I keep it.on hold. I
can't use this person all the time. I become extremely
calm. It's something that I had to learn because that
was the only way I could be patient. Because I get
very, very angry at this child, extremely angry. And
ves, I would love to just wring his neck at times.

But, in lieu of that I become very calm and very
patient.

Stress Reducers. Kelly also discussed the different
ways she uses to rejuvenate herself.

When I just can't cope with things, there's a couple of
things I will do. I will have a quiet time. I'll get
the kids to bed early and I will read or maybe I'll
watch a movie or just put on some music and kind of
catch up on whatever I need to do. I also will visit
with a friend. I have a couple of friends I can call
on the phone and ventilate all I want to and they can
return the favor.

I will read, I love to read, I get very little time
during the school year. But, every night I read even
if it's, only a couple of pages. : '

She stated that her greatest stress reducer was going back

to college. She had planned to wait until her children were
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older but made the decision to return earlier because she
"needed to get out and get away from everything and do
something for me." She said "that it seemed a little bit of
heaven to go and do something for me." School -gave her a
break from her children and boosted her self esteem because
it was an area where she could be successful. It also gave
her an opportunity to have friends.

It has completely changed me. My self-esteem is better

overall. Not perfect, I still beat myself up a lot.

But, my sanity has come back--most of the time. I know

overall I just feel more positive and I feel happier,

much, much happier than I was back then. I didn't even
know how unhappy I was until I got a chance to get out

with my peers. The only person I saw was my husband ox °

if I saw someone at the grocery store or my parents or
whatever. I never got the interaction as an adult with
friends. So it has been a wonderful experience, a
good, good decision.

I had been so far down emotionally and so depressed. I
don't mean depressed in that I was lying around on the
couch depressed, I just mean I didn't have good self
esteem. Here is something finally I can do. I can
succeed at this. I have control over this.

Support From Others. Kelly talked about her doctor

- sending her a lifeline. She said,

I think the biggest change came when I went to see my.
pediatrician and he came up to me and said, "Don't
blame yourself, this is not your fault. You're a good
mother. You're doing everything right. This is what's
wrong." And it gave me back a little self confidence
because I'd been beat down so long thinking I was a
terrible person that couldn't raise this child.

The doctor also gave her permission to think of her own
needs.
He said do something for you. I was glad he'told me

that because we tend to get as parents or mothers
(generally I think we get this more than men) the
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martyr syndrome.. Where I have to be everything and do

everything and have everythlng done and if I don t do

these thlngs,_then I m a failure.

Kelly's extended family has also been very supportive
in. providing both physical support and emotionai.support.
Her mother watches her older daughter after school until
Kelly gets home. She was also the.only one that Kelly felt
she could safely leave John with. kelly said she often
compared her sister's children to her own and wondered what
her sister must think about Kelly's parenting. -But Kelly
said, "When all this transpired [the diagnosis of ADHD] my
sister said, “You have more patience than I would ever hava‘
with that child." So'that was good. My family has been a

godsend to me."

Kelly also saw a counselor. Although she only went

four times, she said the counselor helped her learn to "pick

_her'battles" She also has some supportlve friends. She

states, "I'm fortunate that most of the friends that I

choose now are wonderful."

Kelly copes with having a child with ADHD in a variety

of ways including; reflecting uoon her parenting skills,
developing.techniques, employing ;tress reducers, and
developing a support system. She is ‘also beginning to
choose actiVities, such as returning to school that will
boost her own self esteem. But in spite of all this she
says,."It's a daily thing . . . it's tough. You deal with

it a day at a time. You can't say, Ok this week will be
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perfect' because you're setting yourself up for failure.
You just deal with it." She also says, "that there is life
after ADHD if we can find it . . . I have such hopes for the
'future and I feel fortunéte that is wasn't something that we
couldn't cope with." Kelly also‘émphaéizes that being a
mother of a child with ADHD has made. her a better person.
"I am a stronger, more patient person and probably a better
mother overall. ' Because I have to be. I don't have a

choice. No one is going to do it for me.™

Sue's Case-StudV

Sue is a 42-year-old educator who is:currently pursuing
a docforate degree._ She liyes i a small town néar one of
Montana's major population cénters. She and her husband,
Jerry have three children. Elaine, their 18-year-old
daughter is in the Army. Josh,'who is 20, is married and
works as a clerk. Chris, their 12-year-old son is the only
child who still lives at home. He was diagnosed éé having
attention deficit.hyperactivity disorder (ADHD) five vears
ago. Following Chris's diagnosis, Sue read séveral articles
and began to wondér if she hadIAttention Deficit Disorder
(ADD) . She was evaluated and diagnosed with ADD three years
ago and is currently takiﬁg medication to.alleviate‘the
symptomé. Eléine was also diagnosed'as‘having ADD.

Iﬁ describing Chris Sue stated, "He is very éfeative,

very bright, and very personable." "He likes to make
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structures, to draw, and he comes up with unique ideas and
solutions to problems." For example, he took.his Connex (a
plasﬁic snap toggther building system) and addéd a mofor
from another item to make a moving structufe_ She stated
that while he has trouble getting along with children his
own age, he gets along well with adults and‘youngér
children. Chris aléo likes using thé'computer and his Game
Boy (a haqd heid computer). In fact Sue stated that he
takes the Game Boy everywhere. |

According to Sue, his intelligence isn't always
recognized by others because "people look at his behavior
and maké assumbtions." She described some of Chris's
difficulties as including "lack of organization,
impulsivity, and when he is not on his medication sometimes
his behavior is rather aggressive." If he has to éit for
long he will get fidgety.'

Chris was also very demanding duriné his younger years.
| One area thét Sue described as difficult was getting him to
sleep. She recalled wﬂen he was two and it would bé 10:00
at night-and.he would be “ready and rearing to go." He also
didn't take naps. This was difficult for éue because she
was puréuing her bachelor's degree at the timé and needed to
do her homewozrk.

‘Chris also reguired close sﬁpérvision.'.One reéson for
this was that he played with matches. Sue said-that he

would hide in his bedroom or outdoors and then light them.
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Sue reported, "it was a lot’ of stress and struggle just
to try to get him to behave." She felt that he did not
willingly disobey. But instead it was due to his
impulsiveness and high activity level. She stated, "The
problem was his inner inability to perform." For example .
when they were in public, Sue described spending a lot of
energy trying to get Chris to conform, "Chris stop, don't
run, use an indoor voice." If they went to eat, he was very
active, had trouble staying seated, and would make'loud
comments.

According to Sue neither positive nor negative
discipline worked, "because young children are impulsive
anyway and being hyperactive he was just unable to control
his impulses." She stated,

When he was younger, I spent éll,my time trying to stop

him. I did a lot of time outs. Until he was on

medication that was not effective. Spanking is not
effective with ADHD even if you're consistent. If
they're not medicated other than physically restraining

them when they're really feeling hyper there's not a

lot you can do. Time out is not very effective if

they're feeling hyper because they are not going to
stand in one place. .They're not going to sit in one
place. He'd get angry and kick the wall, kick the
door. Actually hothing seemed to work until he was
medicated.

When Chris started kindergarten "he had trouble
sitting, he would call out the’answers before waiting to be
called." Thé teacher recommended retaining him in
kindergarten due to his immaturity and Jerry and Sue agreed.

But after the second year of kindergarten his behavior had

not changed. Sue reported that the teacher told her} "We
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did not giVe him enough attention and affection at home. "
When Sue requested an evaluation, the teacher refused.
Between kindergarten and first grade Chris played
Little League. Sue said this is when "it really hit home to
her" that his behavior was different from the other children
his age.
All the other little boys were sitting nicely and
neatly on the bench and Chris was climbing the back
stop and playing with the bats and helmets. I'd say
“Chris sit down.” He'd go and sit down maybe for a -
minute. Then he was playing with the back stop,
playing with the bats, playing with the helmets. All
the other little boys just sat the way they were
supposed to. He was assigned to the outfield, a
logical choice for a child who has trouble paying
attention to the game. He would watch ants and watch’
the clouds and the jets pass by overhead. He would do
anything but pay attention to the game. I don't think
he even knew when the inning finished. :
When Chris started first grade Sue discussed her
concern about Chris's behavior with his teacher. After
observing Chris'for the first two weeks of school, the

teacher called Sue and agreed that they should refer him for

an evaluation.

Diagnosis and Treatment
Sue had Chris evaluated by a psychologist who
specialized in ADD and ADHD. After Chris was diagnosed as
having ADHD, he was placed on Ritalin. Sue stated,
With the medication there was such an improvemept in
behavior that I did not dread taking him out into
public, Jjust to go to a restaurant and have him sit

there and behave and not have people looking at me like
why don't you control .that bratty little kid.
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She reported that the teacher aléé told her that she noticed
an immediate change and that it "was like having a different
child in alass.“
Not only was the change in behavior a relief to Sue but
it was also a_reiief to know the cause of the behavior.

When Sue described her reaction to the diagnosis, she said,

It was a relief. A vindication that it was not my lack -

of parenting skills that was causing his behavior. I
had been spending so much time trying to manage his
behavior especially in public if there were other
people around . . . I had spent so much energy just
trying to manage his behavior that I was exhausted

It was a relief and I've heard a lot of people that
are in denial. They don't want to admit that there is
something wrong with their child. It was nice to know.
that it wasn't something wrong with me.

Chris also feels positively about the diagnosis and taking
the medication.

He knows what it is. He knows what's wrong. He knows
why he takes medication. A couple of times he said, "I
wish I didn't have .to take pills all the time." But,
he realizes that he feels better when he takes the
medication. He feels more relaxed. People are more
accepting of his behavior. His life is easier because
he takes medication and he realizes that.

However, Sue stated as time went on the medication was not
as effective.
My son has a very fast metabolism and the Ritalin went
through him in an hour and a half. That was the

maximum dosage the doctor would allow. He had a very
bad rebound effect. He was a little terror. He was

absolutely filled with rage when it would wear off. He

was in the second or third grade, we had a wooden bench
outside and he literally broke the bench, that's how
angry he was. .He was doing karate type kicks to it
even though he had never taken karate. He was kicking:
it and kicking it and kicking it. We decided at that
point that something else needed to be done, that this
was not working. ‘ '
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Sue then took Chris out of town to a psychiatrist
specializing in ADHD. He switched Chris to a different
stimulant medication, Dexedrine. Sue said, "It made a real
difference. It was a gradual uptake and gradual wearing
off. . . When it wore off it wasn't as dramatic." Recently
Chris has had more difficulties and they are again adjusting
his medication. At the time I was interviewing Sue, they’
were trying a new medication, Tenex, which was being used in
conjunction with the Dexedfine, Tenex is an anti-
hypertensive medication. ' Sue said,
Chris is not hypertensive. But, somehow it works on
other parts of the brain to help relax him. Since we
have started that not only is Chris calmer and getting
along a little better with the other students, he's
also getting hlS homework completed
~Another benefit of this medication is that Chris can get to
sleep more eagily.
In addition to finding the right medication and dosage
it is difficult for Sue to get the prescriptions filled.
There are laws that say you can only get so much at a
time and the company that fills -our prescriptions will
only allow us to get so much-at a time. Which means
that every time I get a prescrlptlon I have to go to
see the doctor. So the insurance company is not only

paying for medication, they are paying for a doctor's
visit every time.

She reported that it is elso difficult to find a general
practitipner-who is willing to prescribe the mediCation, so
that.you don't have to see a psychiatrist. For several
years they have commuted 300 miles to see the psychlatrlst

But, now a specialist has moved into the area and they are
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able to see him. Sue said that not'only‘does this process
coét money but the visits to the doctor and pharmacy are.
time coﬁsuming. Since fhe medication is not handled by her
local pharmacy, Sue has to obtain the prescription in a
nearby town.

Also, although with medication Chris's behavior has
improved there are still areas of difficulty. While Chris
does not throw Ehings, hit,_or kick, he does still have |
fant;ums. He will "pout, stomp his feet, slam the doors."
While he used to yell according to Sue this is diminishing.
When he does.yell, he yells "in a very loud voice" things
like "you're not being fair, I never get what I want." "Any
changes in routine can trigger behavioral differénces like
difficulty getting to sleep at night or attention'getting
behaviors . . . such as.interruptihg, making smart remarks, .
trying to take over conﬁersations.f

"But, Sue emphasized that one of the most difficult
things to handle is the risk taking.

I could handle the hyperactivity. I could handle a lot

of the impetuous behavior. But, I could not handle the

risk taking. He's had stitches in his head five times,

he's had a broken arm, he just recently broke a

knuckle. Every time there was an accident it was when

he was not on medication.

éhrisustill has difficulty making and keeping'friends.
When he was younger‘Sue said he was very loud and still is
if he is off medication. He alsovhas'difficulty "reading
cues, the social cues from other children his age. Even at’

a young age he was viewed as being different by the other
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children." Sue stated that he sometimes still has trouble
at the bus stop with arguments. "The other kias have
identified him as diffgrent and give him a hard time."
Periodically, he also gets in physical fights at school.

Chris'élso occasionally has trouble dealing with some
adults. He recently got kiéked off the bus when "he got off
the bus and said, ‘I am out of your jurisdidtion now’ and g
swore at her [the bus driver]." Sue described the bus
driver as being "very, véry>strict. You have to sit with
your feet forward. You cannot talk to your neighbor." She
said Chris did this dufing a ﬁeriod of time when his
stimulant medication was being counteracted by some othéf

pain medication he was taking for a broken knﬁckle;

Impact on Sibling Reiationships

Sue portrayed Elaine.and Chris's relationship as being
like‘"oiiland water, they just did not get along because
each was trying to manage the other's béhavior." She
emphasiéed, "If they were in the same room togethef they
were generally arguing." “"She tries to béss hiﬁ around,
tell him what to do. She tries to ﬁicro maﬁage his
_behavior. He's not going to put up with_it: He won't."
Although'Sue said that she and her husband have explained
repéatedly té Elaine that they are the parents and that she
is not in chérgg of Ch£is, she would still nag him about the
way he sat,'the'Way he held his pencil, the way hé

interrupted. . In addition, Sue stated that Chris, "knew
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every one of her fElainefs] buttons and just started ub at
the top and worked his way down." According to Sue, it is
much calmer and more peaceful at home now that Elaine has
moved out of the house. She stated, "It's a terrible thing
to say but, I am glad she's out of the house." Chris's.
oldest brother is also gone from home but Sue reported he

and Chris got along ok.

Impact on Sue's Marriage

Sue stated her husband has had a hard time aécepting
the ADHD and "phat our son's behaviors are due to the ADHD."
She said.he thinks, "my child can't possibly be damaged .
goods." She also stated that sometiﬁes she feels he blames
her. "I think sometimes he looks at it as my fault because
well it's a genetic thing, so it's my.fault." ’

Sue said, "I have tried very hard to educate my husband
about this; But, he has been reluctant to learn -about if.‘
He said he gets tired of hearing me say, . Well this is
typical béhavior fordan ADHD child.'" Sue decléred, Tit

makes it difficult if you have one parent who doesn't want

to take the time to look into it." "I think that if Jerry

would come to terms and really look into it that he would be:

more. understanding." In addition, since she is the
\ .

household "eipeft" on ADHD she is expected to "deal with the

school and with taking him [Chris] to the psychiatrist."
. ¢
© Sue stated that this is frustrating for her and "causes

stress in the marriage."
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Sue said her husband gets irritated With:the behaviors
thaf Chris exhibits, "when he forgets, when he acts
impulsively, or when he doesn't do things tha£ my husband
thinks are common sense." He also geﬁs'fruétratéd when

Chris doesn't pick up his room. She emphasized that Chris
"is definitel? not organized" while her husband is-Fsuper
.militarily neat." She further stéted, "He thinks that our
kids are disorganizedvand.sloppy because I set a badl
example." Jerry and‘Sué also disagree about whether the
behaviors' Chris exhibits are related'to the ADHD. Sue
stated,l |

Jerry thinks I am using them és excuses and I am

saying, "No, they are not an excuse. They're an

explanation." I am not saying, "He should get off
scott free if he misbehaves, I am saying this is why he
misbehaves and so in terms of coénsequences we need to -
look at that."
Sue will sa&, "Why did‘he do it? Did he do it on purpose? .
'No. Why should he be punished if he didn't do it on
purpose? Why do you talk to him as if he had done it on
purpose?" She sﬁéted that sﬁe finds herself in the role of
"mediator" and "defense attorney." "That causes frustration
on my part, I don't want to have éo be a mediary."

The accommodations that are made at school are another
area of disagreement for Sue and Jerry. Chris qualifies for
a Section 504 plén which lists modifications that Chris
"nééds to be successful in séhool. But, Jerry worries that

if accommodations are made now that Chris may never learn to

. be sUccessful.in the "real" world.
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My husband's afraid that when he goes out and works and
~gets into the job market that he won't be able to cope.
He 'says, "Well, when he gets a job they're not going to
make adjustments for him, so he should learn how to go
through school without any adjustments. "
Sue stated,
I guess he does not understand that 504 does include
jobs. I don't.ever see him getting a job as an air
traffic¢ controller. I can see there are many things
that he would be able to do. I guess this has created
a lot of tensions between Jerry and me. : .
In addition to the disagreements due to the differences in
the perception about the ADHD and the way in which it should
be handled, Sue said that after Chris was born they did less
as a couple. . N
Jefry and I stay home a lot because of it [ADHD]. Not
so much now as we did. But, we hardly ever have
anybody over. I do think a lot of it has to do with
the ADHD. We haven't formed many close friendships
with other couples. : ’ :
Jerry and Sue do Ery to get away togethef one weekend a year
and Sue said that she wishes they could do this more
frequently. * However, it is difficult to find child care.
Sue said it is "almost like having an invalid. You feel

like you can't go anyplace because nobody wants to watch

them for you.™"

Impact on Other Family Relations

Sue said'that her mother-in-law has told her, "I am a
bad parent" and "I just use that [ADHD] as an excuse to let
him [Chris] run wild." According to Sdé, her mother-in-law

"is not a very accepting person. Her idea of discipline is

beating a kid. If you beat them enough you'll get them to
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behave." In addition, her husband's family has different
expectations for children than she does. "In my husband s
family they expect the kids to just sit there and shut up
and not participate in the conversation."” Sue described a
time when her mother-in-law came to visit.

She wanted to go here and there and I had to drive

every place and she insisted on sitting in a certain

place and I knew that this was not the best seating for
. my children. It ended up that she hit my son on top of
the head and I told her, "Don't you ever ever hit my
children again." ‘ '
Sue reported that her mother-in-law was so indignant that
she left immediately, cutting her visit short. Whern I asked
Sue if she felt that her mother-in-law was more dlsapprov1ng
of her as a parent with Chris than she had been with the
other two children, she stated, "Absoluteiy,hyes."

Sue described -her parents as more understanding and as
sharing her views about discipline. However, they have also
stated that she has "poor parenting skills because of his:
[Chris's] behavior." She also said,

A psychologist told me it was my good parenting skills

that helped him to be so well adjusted and well behaved

in the first place so he didn't really need a lot of
counseling. He just needed help with some of his
impulsivity and stuff. I passed this onto my mother

and she said, "Oh, well he wasn't that well. behaved in
the first place.™

Dealing With Schools

Sue discussed the schools several times during the

interviews. She stated that Chris's first, second, and

L
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fifth grade teachers were supportive. In describing his
fifth grade teacher she said,
Last year my son had a teacher who understood. She had
been to workshops. - She made the adjustments that he
needed. Instead of doing a hundred math problems, she
looked at them and said, "Well, do this many in this
section and this many in this section and he did a
satisfactory job." .
But, this school year has been different. This year Chris
has two teéchers."Before school began this fall, Sue went
in and had a conference regarding Chris's special needs.
She told the teachers,
These are the problems, these are areas where he has
difficulty, these are things you can do to help.- If
you have a month long project, break it down and say at
the end of the week I expect you to do this and this.
I was told, "We can't do that." Which is self
defeating not only for the child but it doesn't help’
the teacher any.
When Sue's suggestions were not followed, she asked for a
Section 504 plan. Although Sue described one of the
teachers as agreeable, she said the other "just sat in
closed behavior, arms croséed, legs crossed, aWay from us."
The teacher said, "Chris has to be responsible." Sue
thought'that the teacher who had appeared agreeable,
- understood her concerns. However, then the teacher called
her one day and said, "Chris is choosing not to pay
attention." Sue replied, "Sometimes with ADHD, it's not a-
choice." The teacher also sent home a test on which was
writtén, "I am disappointed because apparently you weren't

paying attention in class." Sue said these comments make

her angry and made her feel like saying,
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"Well if you were a better teacher," which isn't fair
either because she's doing the best she knows how to.
Then the finger pointing goes on. Being a teacher,
being in education I know that I cannot be looking at
another teacher and say, "Well you know if you were a

better teacher." That's as bad as looking at me as a X
parent saying, "Well, if you'd just spank your kid he'd
behave." . ‘ : :

Sue also said that she felt frustrated because_évén with tﬁe
Section 504 plan, modifications were not made. At dne point
Chris brought home 107 language arts problems, where he had
to. underline the verb once and‘the helping verb twice, etc.
Sue told Chris to do four in each section and sent a note to
the teacher explainiﬁg that she had made the modifications
as noted in the 504 plan. The teacher sent a note back
saying, "I am glad to see that ?ou're‘following through. "
Sue emphasized, "I don't think I should bé the only one
following through. I think the teachers should also follow
through. The burden of my son's education should not.be on
me." Sue wag also upset bécause the teachers were hot
following through with the information they had been given
on how to reduce distractions for:Chris. 'She said, "One of
the teachers ﬁut him in a group with three other chilaren
wifh AbD so they were all gitting in the same place.". When
Sue found out, she éomplained to the principal. The teacher
theﬁ made "Chris sit in the back of the room at a table,
making an exémplé of him. If you can't pay éttentio# in the
room, then you're going to sit'back hefe;" Sue said she was
really irri;atéd,and again talked to‘the principal. She

declared, "This past year I have had to be a véry strong
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advocate for him [Chris] because although the teachers claim

" to have information about it, having information and

understanding it are two differenﬁ things, it's just worlds

apart."

In addition to being an advocate, Sue described
tutoring Chris through 5 or 6 hours of homework a night. "I
was having to sit there with him to help him through with
it, to make sure he was on task." When I asked Sue What she
did when she helped him with homework, she replied,

I help him to stay on task. I read for him, he does

not have difficulty reading, his reading comprehension

is excellent but just the physical task of doing it )
takes time. It's just faster if I help by reading to
him. Reading him the questions, making sure he
understands the questions and the answers, helping him
with study skills, like where are we going to find that
answer and things like that.

Part of Sue's time is also spent in keeping Chris motivated.
I let him take.breaks because just sustaining focus
that long is hard for anyone. I might let him watch
television for a half an hour or something so he can
relax and get back to work. Maybe play a game with him
or something. Or we'll discuss something that has
nothing to do with homework and then he can get back to
it.

Chris chose not to participate in sports this year so.
he could get his homework done. When I asked Sue how she

felt about this she responded, "I thought it was a shame

that a child should have to‘make that choice."

Impact of ADHD on Sue

Sue discussed several times how time consuming it was

to raise an ADHD child. This included the time needed to
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manage his behavior and also the time needed for increased
visits to the doctor and the school. Sue's time is also
greétlf impacted by the need to help Chris with his
homewofk. She descriﬁed her frustrations in assisting with
homework 5 or 6 hours a night, "I had my own work to do, my
ownn home work, and I had éomps [comprehensive exams] coming
ﬁp. T was frustrated nof having time to do my own work
becausé he wasn't getting it done." Sue stated that
spending this amount of time helping Chris with his
homework, "saps my energy. There are a lot of things I
don't do. Social functions, things like that; that I do not
participate in because I don't have the time or energy."
Sue said that after Chris switched.to a new medication, he.
was able to stay more focused in school and the amount of
homework tﬁat he broﬁght home was reduced which gave'her a
little more time. "Sometimes I even havg time énough to
wind down at night_to.go to sleep." | !

Sue's time is also impacted because Chris requires more
supervision than a non-ADHD child. She stated, "I don't
even like going and leaving him by himself at this age and T
think that's because of things he's done in the past, it
just makes‘me a little leery."

During the period of. time that I was interviewing Sue
an incident occurred that impacted both Sue's time and her
. feeling of stress.. Chris broke his‘knuqkle. It was in the

morning before he had taken his medication and "he was
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slingiﬁg his hands around and hit a dresser." Sue said
their regular dpctor was out of town so.his paptnef had to
see Chris. But when they got to the office there was an
emergency and they were sent home. When they did get to see
the doctor, he had another call regarding the emergency.
Due to this, Sue feels that he may nét have looked carefully

enough at Chris's chart. "It was right there in ffont,of

him and he didn't make a connection between what codeine .

would do and the drug interaction and so Chris was acting
like he-did when he was nbt on medication and because of
that there were problems."

. Sue said that "Chris got thrown off the bus because of
inappropriate behavior [related to taking codeine] and so I
had to take him to school ana pick him up aftér sch001 which
just played havoc'with my schedule." In addition ‘Sue said
that her stress level was increased gecausé she was unaware
that he had been thrown off the bué until the last minute.
As she was:ready to leave to go to.work Chris said,

"Oh I forgot to tell you I got kicked off the bus."

They [the school] didn't notify me and we have an
answering machine and they could have left a message

So I got pretty angry. I took him in. I went into

the principal’s office and launched a complaint. I was
irate to say the least. Things like that do add to my -
stress level. . '

She also felt frustrated because there had apparently been

continuing problems on the bus.

If she [the bus driver] had notified me that he was
having problems on the bus I could have done something
about it. But, she.didn't. She didn't call me when
Chris was. talking out of turn and she moved him to the
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front of. the bus. She did not notify me when he was
talking to a friend and she told him not to and he kept
doing it anyway. If she had done those things I could
have acted on it and reinforeced it at home. But she
didn't and maybe it never would have escalated to this
point. . ' ‘ :

It was not just the events that were stressful but the
timing of the events that increased the impact.
I had a very stressful week until I figured out there
was the stress of breaking his hand, there was the
stress of when the medication was not working well and
then the additional stress of having him thrown off the
bus and having to go back and forth and at the same
time studying for my orals. I was the one who had to
figure out why he was behaving that way, that it was
the medication he was taking for that and so yes, that
added a lot of stress I didn't need, at a time when it
was not good to have additional stress.
Sue described her reaction to stress/
I guess I become very restless. I have a hard time
sitting still, I get angry, I can tell when my stress
level is going up because my tolerance goes down and I
get angry more and sometimes I feel sick to my stomach.
Sue also described feeling a sense of fear. "I guess
occasionally a sense of hopelessness and fear.  Will my son
be able to make it in the world? I know I have, but."
However, she also feels frustrated when her husband
expresses these same emotions. "I guess I am also
frustrated with my.husband because he's afraid my son won't
be able to make it." "It's as 1f the concern comes from a
different place." When I asked her about the hopelessness,

she discussed her frustration at always having to advocate’

to get her son's needs met.

Hopelessness in that I get tired of having to go to the
school all the time and discusg this and have to remind -
the teachers about it and remind the principal and the
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bus driver. I get tired of having to say, "You are
forgetting, you are not following the 504 plan." I get
tired of being the only one who's following it.
Sue also mentioned more than once that she feels lonely. At
one point in discussing this she began to cry.
There are lots of times when I would like to do a.lot
of ‘the things I see other people do. . Have friends
over, play a game of cards, whatever and it gets
lonely. 1It's not anger at him. It's just a feeling of
loneliness. A feeling that, hey, it would be nice to
have people over to entertain more.
But, she stated when friends do come over "it's frustrating
and tiring trying to control his behavior." "His
interruptions,vtrying to get in on the conversation and
trying to hold a conversation with the constant .
interruptions make it difficult. So it's easier not to have
people over."
Sue also said that her self esteem had been impacted by
other's reactions regarding the ADHD.
I didn't have a very good self concept to start with
because of the ADD and having people tell me you'd be a
better parent if you handled your son better, my
husband not accepting it or not wanting to learn about

it, that has had an impact. I guess if everybody tells
vou how bad you are you begin to believe them..

Coping

One of the ways that Sue copes is by dealing with her
owﬁ ADD. She was diagnosed three years ags and is currently
taking medication. She says, "When iAtake Dexedriﬁe'i feel
normal, able to listen when my professors sre talking about
things that normally would trigger mind'trips.J The

medication also "allows me to relax enough to sleep."
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Stress Reducers. Sue also utilizes many stress
reducers. For example Sue reads a lot. She stétes, "I
guess that's an escape mechanism so when I feel stressed out
I like to read and very often I go back to old boéks that

I've read before that i‘have found satisfying and reread
those." She also likes to take a "good hot bath" and plans
a time for this in her schedule. "EQery Sunday right after
the Sunday morning news-sﬁow, I go in and take about a one'
hour hot bath." She also regularly engages in étorytelling
at the schools, she deciared that it is good for the
students but also for her, "I guess it's one.of the things'i
perceive mySelf as doing well." .

When she is feeling considerable stress she said that,
"T feel the need to have something. to distract me, sémething
pretty mindless, playing Game Boy or computer games can be

pretty mindless."

Parenting Techniguesg. Sue has developed techniques”to
prevent behaviors from escalating. One is to let Chris know
that his behavior is inapprop;iate by~usiﬁg the sign for
"no" in sign language. Another is to have Chris go to his
room when his‘behavior deteriorates. In addition, she tries_
to prevent'problems by plénning ahead so that Chris doesn't
get bored. |

We take Game Boy everyplace,labsolutely‘eVery place and

books for him to read if he wants to read his book or

Boy's Life or something like that. Something else to
keep his mind busy. .
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They also adjust routines like waking up a little
earlier in the morning so the "brain can get engaged."
Routines for meals are also adapted.

It's not the way all those experts say mealtime should
be, it just isn't. I make breakfast and we sit down at
the table and we read the paper . . . dinner we
generally sit down and watch television and eat dinner.
We tried to sit down and everybody' tell about their day
and what happened and what do you think of this. That
just did not work. It just did not work for our
family.

Mornings are not good conversation times for Chris and
for me because our brains aren't in gear; by the time
it's dinner time we need down time. We need time to
vegetate and not to be thinking and not to be visiting.
So we ignore the experts and do what works best for our
family. '

Sue alsé reads literature about ADHD so that she can be.
current and also "to understand where the behavior is cbming
from." Having ADD herself has helped Sue to empathize with
Chris. She stated, "I was able to understand and not make

-

1life more difficult for him.“l

Support From Others. Sue said she has fewer friends

now than she used to. But, she has a couple long distance
friends who are supportive.

I have one friend that when things get really bad I
call her and just talk and talk and talk. She's a good
person to talk to because she lets me talk and
reaffirms my beliefs that I am at least trying to do
the right thing . . . and [she] lets me talk without
giving advice and without judging. But she's also not
afraid to tell me if I am off base. But she usually
doesn't do it then. She'll tell me later.

It is also'helpfui to,her.to have a doctor "who really,

.really knows his stuff especially about medications."
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According to Sue, some of Chris's past teachers have also
been supportive. "They were willing to.look at whatAthe.
problem was rather than blaming. " » |
Sue has also participated in counseling. However, she
said that she did not find it very helpful because the

counselors d1d not understand ADHD.

Summar
Sue uses medication, parenting techniques, stress
reducers and seeks support from others as a way of coping
with ADHD, however dealing with the impact of ADHD is still
difficult for her as evidenced by the many times that she
- had tears in her eyes during the interviews. While handling
Chris's behavior is hard for Sue, it appeared to be even
more difficult for her to deal with others’ reactions to
Chris and their lack of understanding. This included
dealing with her husband, her reiatives, Chris's teachers,
and people in public. Sue mentioned several times she
wished people understood.
People understand if you -have a child who has an
obvious problem, if you have a child who is blind or a
child who is deaf or a child with cancer or something
like that. They.understand but, if it's something like
this it's not visible. People just do not understand
- and since they don't understand they have to find a

place to put the blame and usually it's on the parents.

She also stated,

As much as I want to, I can't control somebody else's
behavior. I cannot be responsible for what somebody
else decides to do. I have shared with Chris my

beliefs, my values. If he misbehaves, I let him know
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« that's not acceptable in our house. I just‘don't know
what more I can possibly do. : ‘

Sabrina's Case Study

Sabrina is a 43-year-old educator, who has taught
"everything from preschool through high school, chapter one
through special education" for 17 yeérs. Currently, she is
the head teacher at a rural School in northwestern Montana.
As ' head teacher she not only teacheé a multi;gradeAclassroom
but sgpervisesAtheVOther teachers in the school. Sabrina is
also a single mother. She and her son, Jim live in a house
.that.she has rented across from the school.- Jim's father
also lives in town. Sabrina described him as a "self-
medicated" ADHD adult, an "alcoholic." They have been
divorced since Jim was a baby. She said, "there is no
parenting at all from him."

Jiﬁ is 11 énd was diagnosed_with'attention deficit
hyperactivity disorder (ADHD) 3 years agb. Sabrina stated
that Jim loves to build and create. He has his own toolbox
which was built by his grandfatﬁer. In addition to
building, Sabrina said, "He loves to go and investigate
scientific gnd electrical type things, to figﬁre things out
and see how it works and what you can do to maké it
different or better." Jim also enjoys all kinds of
athletics such as.skiing,.baseball, swimming, aﬁd
basketball. However, his difficulty in staying focused

sometimes makes team sports difficult. As a skier Jim is a
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risk taker. "He's like a crazy person, télk about risk
\taking you cgn really see that with him when he's on the ski
"slope. 1It's like straight down the ﬁill and let's take this
jump and 1et's'see how high in the air we can gol" Jim has
also recently begun to wrestle which éabrina describes as |
very valuable. "In wrestling they get him down on the mat..
That's exactly what he needs is to do some of the physical
lstuff?with adult males." Jim alsb loves to be outdoors "in
‘mud, snow, rain, sleet, he's out at the creek fishing." |
Sabrina also described Jim as very social although not
always appropriate. For example, he likes to taik4a loE ta-
her and to everyone eise. She said, ‘
He will Qo up and talk_to anybody. One day this driunk
had his arms all over my son and was giving him money
for the machine and Jim didn't worry about it, he
didn't even process that this man reeked of alcohol.
Jim is fascinated with knives. "When he was littlé,
I'd go to the sfbre or something and my dad woﬁld be
‘watching him. I'd come home and I'd make sure he was tucked
in and he'd have the butcher knives in his bed." Fire is
also a fascination. _
He burned his grandfather's bed. He got under the bed
with a lighter and it got up into the box spring and
smoldered and smoldered and I kept smelling the
burning. I could see the smoke but I couldn't see

where it was until all of a sudden it started up the
wall, . . : : -

He still exhibits this type of impulsive behavior. Last

summer he weﬁt to the school to close the windows and while
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he was there he set off the fire extinguisher. He also
.entered a vacant house.
In addition, Jim is very demanding and needs a lot of
attention. This is evident when Sabrina is on the phone.
If T am on the phone, he's a brat. It's in my face
talking to me, making comments about what I am saying
on the phone. Saying, "Mom, get off the phone." I get
a lot of phone calls because of my position and it
drives him crazy. :
Another indication of the resentment that Jim has when
Sabrina's activities do not include him is his reaction to
“her reading. She said that éhe"had been reading .frequently.
In response to thié, Jim brought a book home from school and
said, "If I liked to read, I could read this book to him."
Jim's insatiability is another problem that Sabrina
N

needs to cope with.. When they go shopping, "He likes to

spend money like crazy and it's ﬁever enough. If he gets

$20.00 at the end of the month, he needs $25.00.“ He's
always "gimme, gimme, gimme. I don't like it. It drives me
crazy."

Sabrina described Jim's tantrums as also being very
difficult to cope-with. In describing Jim's behavior when
they moved to town three years ago, Sabrina said,

He would literally scream and yell and holler and cry

and throw things and hit himself and anybody else he

could lay into. And he would be in their face and on
top of them. It was out of control.
He still screams and throws things. Sabrina said that he

had destroyed three Super Nintendo game pads within the . last

year and that "it's amézing that his Super Nintendo works
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anymore because he'll get so angry he'll be throwing Super

Nintendo pieces all over the place." She explained that

these outbursts may be precipitated by frustrations such as

getting a low grade on a test. When he is out of control,

he will at times act violently toward Sabrina.

He likes to get real physical with me. That has really
calmed down this year. Three years ago he would just
beat on me and beat on me. Last yvear it was a little.
bit of that but not so much. .

- Sabrina said that now they both have learned the signs that
this might occur and are learning to take steps to prevent

the violence.

Sabrina said that Jim will:sometimes leave situations

and hide as another way of coping with his frustrations-.

We'll be at the community building and all of a sudden
he'll be gone. Something would have happened. -
Somebody looked at him or said something. I'll find
him underneath the wood pile or in the cement loader or
somewhere in town. He'll just have gone and hidden.
Now he pretty much just comes home, that's because he's
getting more mature.

Although Sabrina described Jim's violent behavior as

improving as he gets older, she also said that in some ways

it is becoming more difficult to discipline him.

I could physically remove him [when he was yourger]. I
could get on a one to one level where he would stop.
Now he will just continue on. When I reach up to take
his arm, if he doesn't want it, he doesn't want it. He
pushes it more now than he used to. I don't like it.

I am embarrassed because he does it in front of people.
I would love to be a hitting mother. But, I don't go .
around hitting. I would just like to take him home, I
want to take him out of it because I just don't want to
have to deal with it. ,
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Diagnosis and Treatment

The teachers who worked with Jim during-his first few
gradés recomménded that Sabrina have Jim evaluated becéuse
of his behavior. When the behaviors continued after ﬁo&iﬁg
to Montana, Sabrina did take Jim to a psychiatrist. The
psychiatrist in combination with a medical doctor and the
rural special needs cooperative diagnosed Jim as having ADHD
and a learning disability.

Oneiof.the treatments utilized was medication.
However, it was diffiéuiﬁ finding a drug that was effective
but that did not cause undesirable side effects. Sabrina
described problems with éylert-which was‘the'first
mediéation thaf they utilized. "He lost a lot of weight and
he started having'stomach problems." Sabrina was also very -
concerned about potential side effects. |

They are so bad that your body cannot recover, I mean

there can be permanent damage to the kidneys, the whole

bit. I had done some reading and I was just not happy.

The doctor kept telling me not to worry. Jim's fine.

Jim lost eight pounds just like that.

Sabrina then took Jim to a pediatrician at an Air Force base

200 miles from her home. "She was really, really good. She

got Jim lined out. She said, “T don't like Cylert'.and
that's when we started with the generic Ritalin." Sabrina
“also changed'ﬁer'local doctor. She stated that her present
doctor sees Jim every 3 months and has ﬁold her that if
there's a fluctuation in weight of more than 4 pounds she

should bring him right in. He also consults with the
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pediatrician. Jim currently takes medication twice a day- i
with an occasional third dose. If Jim is participating in a
structured activity such as wrestling Sabrina will also give
him medication on the weekends. However, 1f they are home
she tries to avoid it. -
If we're at home and things aren't too drazy I will let
him go without [medication]. Like if we have to work
~out in the yard or stacking wood or something like that
and he starts .getting an attitude and won't stop I
usually have to redirect him and settle him down. Just
sometimes, for my peace of mind, I'll give it to him -
just because I don't want to have to deal with his
behavior all weekend.
It was also difficult getting the inSurénce to pay for the
medication. Sabrina said it took a year and a half.
However, the medication helps. Sabrina stated she can tell
the difference when he doesn't have medication in him
system. "He's more smart mouthed, more in'my face." He
also makes larger messes and will not pick up.
But Jim is resistant to taking the medication. Sabrina
declared,
He will play games, try to keep his mouth shut. He
even went through a phase at the beginning of the
school year where he took some of my meds and combined
them with his. He put his in mine and mine is his and
I noticed the difference when I took mine out because
his pill is smaller than mine.
Sabrina said, "Jim doesn't want to be that special kid that
everybody knows is on meds." He will ask her to just give
him half a pill not ﬁnderstanding_that'the amount of

medication is based on weight. She declared,

Hé doesn't talk about ADHD a lot. Last summer he
wanted to use it as the excuse for doing what he did.
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Now, he'll ask questions like "Can I ‘outgrow it?"
"Will I always need medication?" "Is it what makes me
- have problems in school?" .

Medication also still affects his éppetite. "When he
is hungry, he cannot"wait. It has to be there right that
minute. When he starts coming down off the medication, he
is just usually voraciously hungry." Sabrina explained that
when Jim is hungry she tries to feed him immediately or he
.will £i1l up on junk food.

Sabrina stated that she went through several stages
after the diagnoses.

At first T absolutély could not accept it. Then it was,
"What did I do wrong?" Then it was, "It was his .

father. Then it was, "What do I have to do?" And
then, "I can't do it all by myself " Then it was, "Do
it." It's not my fault. _

Medication is not the only treatment being utilized.
In addition, Jim and Sabrina have been receiving counseling
for the past three vears. They also receive assistance
through Managing Resources of Montana (MRM). One of the
seryices provided by this agency_is a tutor who works with

Jim.

Communltv s Reactions to Jim's ADHD

Sabrina and Jlm live in a town of approx1mately 150
people. Sabrina said that w1th1n the'past three years she
'has witnessed a change  in ;he way the community.reacts to
Jim's ADHD. |

My first year here ﬁhey didn't quite understand when I

said my son had special needs. They didn't understand
what was going on. Then théy saw my son out of control
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and very inappropriate. They basically thought that he

was spoiled rotten and I hadn't done something right.

Then last year they basically thought he was spoiled

and peeded a tougher hand. Then they began seeing that

he 'couldn't control a lot of things and he was trying.

Then they began seeing the changes. He matured a

little bit and more and more of the support he was .

getting kicked in. This year I've seen board members

and adults go to ADHD workshops and parenting classes
and ask questions so that they could coach better.

This winter several of those involved with Jim
participated in an ADHD workshop. Included were his
coaches, teacher aids, and the woman whé owns the restaurant
he sometimes works in. while the workshop was scheduled for
one and one half hours, the twelve people who were there
'stayed an additional hour and one half, asking questions.

Sabrina said the people who interact with Jim now
handle him more appropriately.

They see the change in Jim and they think that he is

just marvelous. They see the inappropriateness now and

instead of getting mad and angry and threatening, they
give him some space. They don't verbally get into him :

now. They back off and tell him to take 'a break for o 1

five minutes. Not that, "You blew it, you're bad, go

away for a while." It's "Let's take a five minute

break." ) .

She feels that this has impacted not only Jim but also other
children in the community. "They've got some others [ADHD
children] that they'll do the Very same thing with. They're
- finding that it really works positively and the calmer they
can be and the more they listen then the faster the kids
come back." »

Sabrina said Jim also has a very supportive tutor.

Although the tutor is paid by'MRM, Sabrina stated she would
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"be tutoring even if she didﬁ't_get paid, "just becauée‘she
knows that Jim needs éupport and help and she‘carés about
Jim and me."

A iocal restaurant also calls Jim when they get busy.
He clears tables, pours water, and‘washes dishes. Sabrina
said he gets a chance to socialize at the Eables which he
enjoys "but hé can‘t‘stay long and get.out of hand because
they are so busy." | |

However, the?e are still those in the community #who do
not understand. | |

They tell me I am.too permissive. I keep saying; "Yeah
you could see it that way but it's a whole lot more

than that. It's ADHD." People tend to think that I
don't make Jim accountable enough. They have no
concept and it's none of their business. They don't

see the other things that have gone on. A
Sabrina explained that when Jim had entered the school and
set off the fire extinguishérs she had cailed 911 and that
he was placed on probation. Sabrina would like others to
understand that Jim receivéé consequences for his behavior.
But sﬁe stated, "It'g not. something you run and.tell them
because it{s.none of their business and you have to protect
your child."

Also, in spite of:the fact those working with Jim are
more acceptipg and are handling him better, "It has only 
been a douple,of times this.year that iocal people have
said, “Let me take Jim aha'you get some timés:to yvourself.'
T.mean 2 hours is a lot for me." Sabrina also said that

even her supporters will still make comments that are
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upsetting to her. In relation.to some remarks made at the
ADHD workshpp she stated, fThere were a couplé of comments
about Jim that really upset me. They were both from the
same person even though she tries her very best to,suﬁport
. me.". She also emphasized, "You know I have the support but
.I don't have~the friends. 1I've got acquaintances and
working reiationships but there's not the friéndship here.f
Jim also has few friends in their town. Sabrina said this
is partially dueé to the small number of children 1living in
town. But it is also because peers reject him due to his
behavior. "His peer interaction tends to be very reactive
and they don't like it. He's gotten so much better, but it's
still noﬁ acceptable with the standards that they have for
buds so to speak." She said, Gthe kids don't understand a
lot. They_réally Want to but theY'li make bad and nasty

comments and then Jim will lose it."

Reactions ﬁ;om éabrina's Family

Saﬁrina's mother died around the time tha£ Jim was
born. Her father later moved and now lives in the same
‘small town as Sabrina. Her brother works on a ship and
staysAwith Sabrina when he ié on leave. Sabrina describes
her family a? "dysfunctional.” She éaid they have "troubie
with boundaries" and the females in the family have been
very "co-dependent.” She stated when her brother stays with

her he has a difficult time dealing with Jim.

s
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He doesn't understand why I do things the way I do.
For him everythlng is so black and white. He just
wants to wring Jim's neck. When Jim messes up the
computer and it takes me four and a half -hours to
reboot the whole thing, my brother would just kill him.
In fact he won't let him on the computer

Sabrina sald that her brother "wasn't the best father She

emphasized, "when he makes judgements about what I am doing 

-with my son I have a hard time with that." She also
declared that her father says he understands but really "has

no idea."

Dealing With Schools

Even though Sabrina is the supervisor of Jim's teachers
. 3 .
she said that it has been difficult getting his teachers to

meet his needs.

The first year [in Montana] was really bad and I had to

force his teacher to address his special needs. I find
that even after children have been identified as ADHD
the teachers basically just want them to fix
themselves. What I did was I had everything
specifically written up in the IEP [individual
education plan] so I could make sure that legally it
was addressed.

This year has been more successful. Although Sabrina still
needed to have the special education teacher "pull the IEP
and sit down with the teacher and say ‘this is what the IEP

says'” Sabrina declared,

I am not getting 100% satisfaction this year but, Jim's

not being hurt emotionally like he was the past two.
years. The academics aren't pushed to the extent I
would like. But, he has made progress and in any
school with any teacher you kind of have to balance.
Then you do what you can as a parent to counteract what
needs to be counteracted. By bringing in a tutor I ve
kind of taken care of some of that.
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She is also concerned about next vear and has worked to get
a specific IEP hoping that will make the transition to a new
school smoother.

Jim's IEP is exactly. what he needs. This is exactly
what can be provided and what I expect. As a parent I
won't sign anything else or sign a waiver to let the
school get away without doing certain things. Moving
the way we are I know exactly the type of things I want
to key in on so that I don't lose him and that he can
continue on.

But one of the most dlfflcult challenges Sabrlna described
in relatlonshlp to school was trying to balance her role as
mother and teacher. Jim often spent time in her classroom.
In addition, as head teacher she was often called in to deal
with discipline. "They pulled me out of the classroom the
first couple years. The teacher did that whenever it got
really bad because she couldn't handle it." Generally when
this happened Sabrina said she would "put him in the office
and just shut the door and five or ten minutes later he
would calm down enough‘to go and wash his face." But one
day she described how she "lost it."
He just jumped in my face and was screaming and pushing
at me and hitting me with his fists. I just picked him
up took him in the Xerox room, shut the door and gave
him one big mother whack. And I said, "Oh God, I am
ruining my child." I walked out the door and shut it.
I was standing outside the door and shaking like a
leaf. An art teacher was there and she just put her
arms around me and said, "It's ok, it's ok." I said,
"I can't believe I just did that. I try so hard to
separate school from mother."
But Sabrina said.that Jim has grown in this area. "When we

first moved here Jim needed me 24 hours a day and now he

v
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doesn't and I don't. 'We haven't had that kind of thing
happen in_three,years} so he's.comes a long way."

Sabrina_stated thaﬁ the school community has also
grown. She described the'éhanges.in two board membefsp
Last year two board members had "locked me in the office and
told me to my face" that "they didn't want to hear about
lspécial needs agaip, they were sick and tired of special
needs, they had no place in this community and they wantea.
it out." She responded,’ "Number one, special needs are
here. Number two, they will be addreésed becéuse that's our
job. Number three, it's the law." =

This year éhe said these board members are addreésing
special neeas within their own families.. Some of the board
members atténded the workshop on ADHD and even stayed after
the workéhop asking qgestions. v

She feels that she has been a change agent in the

school.
I would love‘to say, "I told you so." I would love to
say, "It's all my doing.". I know it is. I don't need

to say that to anybody. Whether they know it or not
doesn't matter at this point because the kids are
getting more of what they need and I am leaving.

Impact of Pérenting an_ ADHD Child

on_Sabrina :

When Sabriﬁa talked‘about how having a child with ADHD
had impacted her she said,

ADHD tends to rule the-life, my life, the life in the

household, the way things are done. I don't socialize
as much, I don't have parties, I don't have people
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over. It causes fighting to keep the house clean. I
choose what is important and I am real limited on it.

I don't go shopping, out to eat, or to parties and.
that. Number one, I feel gullty leaving him at home,
it's hard to get a baby sitter or if I take him then he
might lose it or he gets out of control and then T have
to get angry and deal with it. I just would rather not
have the chaos and the upheaval so I just don t go.

She also stated that sometlmes she is not 1nv1ted to events.
"They tell me I am not invited.because they just caﬁ‘t
handle Jim. Their kids don't want to handle Jim and they
are_sorry." "It hurts." But not going out also dan become
a cyclical difficulty.

I don't go out. and do a lot of the socializing because
of the ADHD and being embarrassed and not wanting the
hassle. It makes it more awkward when you do want to
sit and just shoot the breeze because I am so used to
being on purpose and so focused. Because I don't let
myself go out a lot and just socialize I tend to stay
home even more because I'll have to think of something
just to talk about that may not be school related. .TI
don't want to work that hard, I don't want to bothar.

While not going out or having others over does llmlt some
problems and the feellng of embarrassment, it also causes

feellngs of loneliness and isolation.

It's very suffocating, the worry, because then you
don't act, you stay home more because you don't want to
go out and worry about what's going to happen. You
don't have people over to your house because you're-
concerned about what will happen and how they will
perceive it and that's very suffocating. It's like
living in a prison at times. I don't go to all the
parties. You know going away parties or birthday
parties because ADHD kids do not handle chaos, a lot of
people and that kind of stuff It's very difficult for

them.

Several times ‘Sabrina discussed the energy and time

involved in raising a child with ADHD and the impact this

3
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causes in other areas of her life. For example, in
discussing‘relationships with men she stated, "I don't have
the tlme or energy to get in a relationship that's g01ng to
expend . energy that I do not have because I am d01ng the very
best I can to handle everythlng else I have to handle and I
don't have the energy, I don't have enough anymore as I see
it. "

Sabrina also expressed concern about the way Jim's
behavior reflects upon her. When he goes with someone else,
she worries "he'll do something that will embarrass me,
he'll be out of control." She stated that she was afraid
that if th;s happened they would not want him to come back
and that they might judge her to be an inadequate parent.

Sabrina said she also experiences guilt and used to
‘wonder what she had done to cause Jim's behaviors.

How did I cause this? What I now know is there is no

right or wrong. It's just what he is. The more I can

become aware of where I've come from and what works and .

what doesn't work, the more I take care of myself, then

the more I can take care of my son to give him better’
opportunities.
Being overwhelmed was another.-feeling that was expressed by
Sabrina.

You know, if I am handling Jim and depending on what

state he's in that second, that month, or whatever and

teaching a classroom and running a school and being a

single parent and handling the house and bringing in

the wood, sometimes I get over loaded and then if I get

a lot of phone calls with a lot of personal opinions

[regarding Jim] after a while it gets hard digging
~myself out of the hole.
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This then leads to a feeling of depression. "I am not
clinically depressed. I go in and out of it. I'get help
from the doctor. I am on Prozak right now myself so that
just keeps me constant."

Sabrina stated that sometimes she breéks down and
cries. However, then Jim reacts to her tears.

Jim.just ends up being hysterical because he knows that

I am crying because of something that he's done. He

sees himself as being really bad and wrong. You know,

I am not saying, "You're bad or wrong, I love you.

Sometimes I don't like the things you do." Sometimes

I don't like him when he does it. But, I always love

him and he knows that.

She declared that Jim's hysterical reaction makes her feel =
guilty and to not as freely‘éxpréss her emotions in other
situations. This has been an.area she has been working on
with her counselor.

In addition to her reactions over Jim's behavior she
also said that she reacts to others’ opinions regarding how
she should parent Jim.

I get really angry. I would love to know how to do

things differently, to make it different. Then I get

very defensive. After a while I know what I am doing -
1s what needs to be done. Sometimes I need help seeing
that.
.Sabrina further stated, "As a parent of an ADHD child you
can't please anybodyf" .She also wigshes that others
understood how hard she tries to be a good parent._

I don't think anyone could agonize more than I do to

try to do the right thing, to raise him where he can

make the choices that will be best for him. It's not
always easy and happy. I'd like to stick my head in

the sand sometimes. I haven't been able to a lot. I
think you can more with normal kids and you can't with
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an ADHD kid. A normal kid kind of goes on to the next
thing and they end up being accountable faster, sooner.
But ‘an ADHD child is just like a snow ball going down
hill that pleS up speed. When it hits, it's one mess.
All I can .do is try and stop it before it gets going
too fast.

In addition to emotional reactions, Sabrina described

having physical responses to Jim's behavior which she calls

a "Jim feeling." She depicts it as "going crazy in the gut"
or like her "stomach is filled with worms." This especially
occurs when. Jim is being very demanding. "When I want to

give everything and I can't or when he's wanting too much or
wants too much_emotionally . . . and I'm supposed to £fill
that void, and right now I don't have it."
Sabrina stated that her goals have also changed as a
result of the ADHD.
If T hadn't had Jim, I would probably be in
administration right now. Having Jim, I can't go on to
administration until I've addressed special needs
because I really feel that educators. are just not ready
[to teach special needs chlldren]. They are not
educated. S
Her values have changed, as well. Sabrina said that -
having a clean house has always been important to her. She
grew up in a house "where nothing was out of place. The
newspapers were not even under the end tables because that
was too messy." She said that she and Jim "would have
" battles that.would last for days to get his room cleaned."
‘Now she has Jim put away his toys that are in living room

once a day and about once a month they clean his room. She

séid, "It's only . .been about the past year that I've released
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the emotional feeling of panic about my house being clean.

because I just can't fight it any more." "I've had to

. compromise in certain ways. ‘I didn't recognize it as
compromising for quality of life at first. I just don't

have the fight enymore. It was like pick your battle."

She stated that she feels that her experiences as a
parent of an ADHD child have also helped her to progress
personally. In discussing an upcoming move she said'

You know being a parent of an ADHD child has helped me

be a risk taker . . . I know I can make it.-.work, I can

run a school and teach a classroom and be a single
parent and raise an ADHD child. I can go down to New

Mexico and find something to help me pay for the bllls'

so I can go to school, I know I can do that.

She also said that her personal experience with ADHD has
helped her grow professionally. "I—have such an
understanding down to my very gut feeling about special

needs . . . I really, really relate to kids very well and I

teach at a level that reaches children."

The Decision to Move

During the weeks that I was.interviewing Sebrina, she
made the decision to move to New Mexido to pufsue a maeter’e‘
'degree.in special education. This decision was very '
difficuit.fer her to make. One reason is that they‘will be
lea&ing_the security and the support of the small town where
they have lived for the past three years. Now tHey are
moving to a large community where Jim will need to learn

about the dangers of scorpionsg and rattlelsnakes and gangs.
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Sabrina said that Jim will have to learn that "yvou don't go
. tent camping down there without the thought of scorpions
getting in your sleeping bag." Also,
You don't go up and talk if you're not welcome. You
need to be able to pick up on signs like that. He's
going to have to. He just loves everybody. He would
talk to total strangers. He'll tell them his whole
life history in a nutshell.
Another reason the decision has been difficult is because
Jim is very resistant to the move. Sabrina, however, stated
that she feels he is ready for the challenge.
He has reached a stage in his recovery where he's ready
for more people, more mixing. He's ready for more
choices. It doesn't mean it's all going to be easy but
it does mean that he can do it.
He's ready to go to the next stage and it's my job,
it's my life to help support that. I don't do this
alone, I have friends who are kicking me in the butt
and doctors  and God and the whole package is together,
kicking me to get to the next stage. We can both do
it. It's not always easy. .
But she also expressed the sentiment several times that what
she was doing was selfish. She stated that she needs a
bigger community where she can have more companionship and
more options where she "has more than just my job and my
J

son." She said,

I feel like if I don't do it, I am going to lose a part

of me that I am not going to get back. I have to do it’

for me. It drives me crazy because Jim just doesn't
see 1it. :

Tt will also allow her to move away from her ex-husband and
father. She seid that she was finally able to work through

her guilt to actually make the decision to move.
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What finally made me able to deal with this is that
after all of this is done I will have more financial
security to give him more that will make him happier,
be it voice lessons, more activities, living in a town
with more possibilities. '

She said that the increased income will also help Jim with-
his future.
He'll be college material or trade material and he's
going to need more help emotionally and financially.
If he wants to go somewhere where I can't go then that
means I can pay someone to support him emotionally. I
also need to have money to do that:
She feels that the decision to move has been more difficult
because of Jim's ADHD.
I think my going to grad school has been harder than it

~would be for some people because of the effect that
it's going to have on Jim with his ADHD. It's much

more dramatic than just going and doing it. It's been
harder for me to do this than I think it would be for a
normal person . . . It will be harder in some ways for

.him and then there will be more I'll have to deal with.
Coping

Parenting Technigues. dne of the areas that Sabrina
described several times was the need for clear boundaries
and consequences. During the cburse of the interviews she
ga&e several examples. Wﬁen jim feplaced his medication for
hers she told him "If i couldn't be safe in my own housé, he
. would ﬁot be here." When he set.off.the fire extinguisher
at the school, she called his therapist. ""With his
therapist I called 911,)I put him on probation. I think it

was harder on me than him. It reaily did wake him up. I

brought in another agency, the juvenile pfobation agency.“
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She also is begipning to limit the amount that Jim visits
her classroom at school. "I separate more at school. He
does not have permission to come in and bother me. He does
not have permission to pull mommy stuff. His teacher will
deal with him.® '

Sabrina alsé mentioned several times during.fhe
interviews thaf,"you need to pick your batﬁles." One of the
battles she has chosen to eliminate is the need for a clean
house. Another is the morning battle to get Jim readj for
school. Now on school mornings, Sabrina makes sure that Jim
is up and has taken his medication. She then‘leaves.and it.
is his job to get ready for school (dfess, brush teeth, eat
breakfast) . She-said’that he rafely accomplishes all three.
But, four out of five mornings he does méke it to-school on
time. If he i1s late, he gets a time out at school for
however many minutes he is late. Sabrina stated that
relinquishing this control has been difficult, |

I've had to let .some of this go. I've needed a lot of

help from my therapist because it's been very hard.

But, for my quality of life and Jim's I needed to,

because we would get into battle royal before we were

even out the door and it just did not work. He'd come

to school upset and I'd come to school upset.

Sabrina also tries to prevent problems by avoiding
siﬁuatioﬁs where they are most likely to occur, such as
large gatherings. Having a tutér has also 5e1ped‘to avoid

some of the confrontations. "He comes home and will have

screaming rages. He's mad at me because I am telling him he
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has to study. Just bringing that into the home is so hard
on us."

Sabrina also tries to provide legitimaté outlets for
Jim's behavior. For example, since he likes to .start fires,
Sabrina_has him light the wood stove. Since he has_so.much
energy Sabrina encourages hiﬁ to direct thét energy ingo
sports and creative activities. |

Sabrina also said that as Jim is getting older she is
trying to be more honest with him ébout her feelings. "I am
real up front with Jim you know T caﬁ't take aﬁy more right
now. I‘need you to be gquiet for a while." She has.also
deveioped a hand’signal. "When I put my hand up that means

stop, stop talking, stop doing'whatéver."

Stress Relievers.: Sabrina utiiizes a variety of stress
reliévers. She said she likes to take bﬁbble baths. "I love
bubble baths and my girlfriend sent me one‘of those pillows
that you blow up.and put in the bath." She also enjoys
reading and stated that she has been doing more of that
lately. Sﬁe is also starting to use her bread ﬁaker‘again.
"I am making bread and that feels good." When she feels too
stressful, she engages in a physical activity. "I get very
iﬁdusfrious and do dishgs, do laundry or I'll get things
done just beéaﬁse I need to expend some energy and I don't
want to expend it on my son, angry type étuff or I'1ll
leave." She mentioned that sometimes she will go down town

and get a cup of coffee all by herself.
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Sabrina also tries to avoid stress by limiting her
activities. One way she does this is by spending less time
at the school than she used to. She is also learning to say
no to some reqgquests.

I know I am téaching this classroom, I know I am a head

teacher, I know I am raising an ADHD child. I chose

not to do the science fair this year . . . I can say

no I want to see how.far I am extending myself before I

commit to something. That's something I've grown with
too because I used to say yes to everything.

Support From Others. Sabrina receives servicegs from
MRM. Shé,described how she wanted|£o cry with relief when
the case manager said, "Sabrina, you don't have to dé this
all alone." MRM has also provided supbort through hiring a
tutor and big brother to spend some time with Jim.

According to Sabrina, therapy has also been very
beneficial for her .and Jim. Jim participates in individual
therapy. Sabrina and Jim reéeive family counseling aé well.

Sabrina élso has a friend in Oregon who is an educator
and that she has kﬁpwn for tweﬁty years. "I have a friend
in Oregon'thét I talk with at least once a week. She's one
of those friends that you maybe get one or two of in your
whole lifetime." "She's seen me bleed and agonize." She

said that they can be frank and honest with each other and

that her friend accepts her as she is.

Techniques to Manage Her Own Emotions. 1In spite of the

other coping methods, Sabrina said that sometimes things are

very stressful. When this occurs she will "disassociate.”
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I am deathly calm. I almost talk in slow motion. T
keep everything on a level, very slowly and also just
sit and listen. I can't hear anymore. I process it
but I don't take it in. It's like, "Ok you're running
at the mouth." I'm listening. I am hearing it. I see
that he's off his rocker. I can't handle any more so
I'll just let him spew whatever he needs to spew.

Another technique that Sabrina utilizes is focusing on what .
she is physically doing.

\ When things are really stressful and it's getting to be
too much what the counselor told me to do is say, "I am
here, I am walking down the hall, I am here walking '
down the hall." Focus on the here and now. - Literally
put everything right there right now. Not trying to

take any more in . . . My intention is to be focused

right here, right now. I am not going to lose my

cookies over so and so, getting all upset. I am”

handling things. I am here right now, focusing.
Sﬁmmary

Sabrina uses a variety of methods to cope with having a
child with ADHD. These include medication, therapy, )
changing expectations, utilizing a variety of parenting

techniques, gaining support from others and using stress

reducers. - But in spite of all she stated, "Raising my
child is the number one’ and most important thing. He just N
happens to be ADHD which means it takes more . . . It takes

more energy, it takes more tﬁought, it takes more patience.
I mean you have to lighten up on‘eyerything."-

Sabrina~said in an ideal world she would have a larger
house that had a Lego room éhd space where Jim could build
and keep creations. There would be "male réle models to éo'
ﬁorseback riding, to shoot hoops, to do woodworking.“ In an

ideal world, "I would hope that all ADHD kids'would be able
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to take their strong points and have the experts and people
who would understand and teach to those strong points in an
individualistic way." Schools would have smaller classes,
more professionals to wofk with them, and more space. There
would be computers available that would type what was
dictated. Children would be allowed to learn through their
strengths. "If this child needs to learn how to read by
tearing apart. an engine and putting an engine back togethef
using the manual" that would be encouraged. ~But it is not
an ideal WOfld so thereﬁore Sabrina states, »
I am doing what.I do for my son's sake and my sake. I.
. would like others to know how hard it is. Yet I do it

because, bottom line is, 1if I don't there is no one
else that will. : :

Summary of the Three Case Studies

In—depfh interviews were conductgd with three mothers
(Sabrina, Sue, and Kelly) to examine their perceptions
regarding the impact of ADHD upon their families. Also
explored,were_the methods that they used to cope with having
an ADHD child.

Each of the mothers lived in Southwestern Montana.
Sabrina is a single mother who lives in a small rural.town
(popgiatiop 150).. Her son, Jim, 1is eleven and has ADHD.
Sabrina is the head teacher- -at the local elementary school.

Sue is.also an educator and is currently pursuing a
doctorate degree. She is married and lives in a cbmmunity

near -one of Montana's major population centers. Her son,
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Chris, is 12 and has ADHD. He is the yéﬁngest of three
children and is the only child who étill lives‘at home. Sue
énd Chris's older sister have been diagnoséd as having
Attention Deficit Disorder (ADD).

Kelly is also married. She, her husband,land threé.
children live on a ranch. Kelly is a-student who commutes>>
two hours a day fo attend college. John, her son, is six.
He has ADHD and is the middle child. kelly suspecté that
“her husbgnd also has ADHD although he has noﬁ been formally
diagnosed. o |

One of the mothers was referred through a support group
facilitator,‘another through a parenting class instruétor
hand the third had heard that I was doing the research and
voiunteered. The participants were- initially contacted by
phone and I used a screener questionnaire to determine if
they were eligible‘to participate (see Appendix B). Each
mother qualified, consented td participate, and was eager to
share their story. Due to this eagerness, initial phone
conversations lasted 1 hour to 1 hour and 15 minutes even
though I was able to explain the purpose of the study, the
time commitment required, and ﬁo complete the screener
questionnaire in approximately 15 minutes.

Interviews were conducted using a general interview
guide approach which listed topics and issues. However, the
sequenée and wording.of these were varied té allow the

interviews to flow in a more conversational way. Many of
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the topics and issues that I had planned to raise emerged
instead from the mothers. Because of their eagerness to
share their stories, my role in the interviews was often to
gain a greater understandlng through reflectlng what the
mother was saying and through asking clarification
questions. Interviews were continued until the information
that was being shared became repetitive. This resulted in
three taped and one untaped interview with Sabrina, three
with Kelly and three face—to—face and a phone interview with
Sue. A final meeting'was held with each mother to review
the case study for accuracy.

In addition te the in-depth interviews, Kelly and Sue
participated in the focus groups that were held in thelr
areas. Although I had initially hoped that through
*participating,in the focus groups new information would
emerge from these mothers, this was not the-case. The
length of the interviews ranged from one to two hours with
times and locations arranged around the convenience‘of the

" participants. ‘

Sabrina, Sue, and Kelly vary in where‘they live, their

. family composition, and the ages of their children. Yet, in
spite ef these differences they describe many similarities-

in their experiences parenting an ADHD child.

The ADHD Children's Behavior

In describing their ADHD chiidren,'the three

participants, reported observing similar behaviors. This is
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not surprising since Jim, Chris, and John all have ADHD
which is characterized by an inability to sustain attention,
impulsivity, distractibility, difficulty concentrating and
 poor monitoring skills. AﬁHD is also often associated with
extreme temperamental characteristics such as negative mood,
short persiétence, low frﬁstration tolerance, excitability,
and a quick temper (Linden, Zalenski, and Newman, 1989).

The common behaviors that the mothers described in
relationship to their children incliuded, the child engaging
in risk taking behaviors and.having accidents, ékperiencing
difficulty making friends, demanding attention, setting

fires, having tantrums, experiencing trouble with sleep,

having a high activity level and being creative.

Risk Taking and Accidents. All three mothers described
their children as risk takers. For example, Sabrina séid,
that when'Jim goes down hill skiing, "he's like a crazy
persoﬁ, talk about risk taking you can feally see that with
him when he's on thé ski slope. It's like straight down the
hili and let's téke this jump and let's éee how high in the
alir we can. go." In describing John, Kelly said, "He would
climb'trees as a very smail child not even out of diapers."
"He would jump from tables to couches that were five and six
feet apart.“‘ Sue stated that Chris haé had numerous

accidents and- that these usually have occurred when he was

not ‘on medication for his ADHD. "Chris has had stitches in
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his head five times. He's had a broken arm. He just

recently broke a knuckle."

High Activity Level. All the participants portrayed

their ADHD children as having é high activity level. I
began the first interview for each of the participants with
the statement, "Tell me about your. child." Kelly started
her response with a chuckle saying, "Well, John is busy."
Sue also described Chris as active especially before he
started taking medication. For example, she told about him
playing Little League.
All the other little boys were sitting nicely and
neatly on the bench and Chris was climbing the back
stop and playing with the bats and helmets.- I'd say
"Chris sit down." He'd go and sit down maybe for a
minute. Then-he was playing with the back stop,
playing with the bats, playing with the helmets.
Sabrina related that Jim engaged in many active
endeavors. For example, when he is not at a sports practice

he will spend hours shooting baskets at the playground or

wading around in the creek fishing.

Demanding Attention. Demanding attention was another
trait that all the mothers deséribed. Sabrina told how this
occurs especially when her attention is diverted for ekample
when she is on the phone or reading a book.

Sue reported that Chris is demanding when people come
over to visit. She said,'"His interrﬁptions, trying to get

in on the conversation and trying to hold a conversation
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with the constant interruptions make it difficult. So it's

easier not to have people over."

Kelly discussed having less time for her other children

because John demands so much attention.

Sleep Probléms. Keily and Sue both described fheir
children as difficult to get to sleep. Sue said that as a
young.child, Chris would be "feady and fearing to go" at
lO;OO at night. In describing John, Kelly said, "He
couldn't settle down. We had a lot of throwing the toys at
walls and such. Every night and every nap time was very
'Qifficult." Both Sue and Kelly said that when their
children‘were toddlers they did not take naps and didn't go
to sleep until nine or ten o'clock at night.

Sabrina said that Jim does not have too much.trOuble
sleeping but- that he likes to go to sleep to music and would
like to pléy it all night long. She stated that Jim "needs

the noise.™

Tantrums. Each of the mothers also reported>that their
children had tantrums and that these tantrums were often
precipitated by minor events. Sabrina said Jim would

"scream and yell and holler and cry and throW things and hit

himself and anybody else he could lay inﬁo." This included
hitting his mother. "Three years ago he would just beat on
me and beat on me." Although this behavior is less frequent’

than in the past, Jim will still throw his Nintendo.and has
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destroyed three game pads this year.. In depicting John's

tantrums, Kelly said,

" He would scream constantly, hit, kick, throw things.

The walls in the room he was in had marks everywhere.
He would dump every toy and throw every toy, hit
things, just very destructive. These would go on for
45 minutes to an hour, to the point where finally he
would stop and say, "Mommy, my head hurts." He'd
screamed so hard and yet he didn't want me to let him
down and yvet he fought me.

Kelly also described the timing of the tantrums as very

unpredictable.

said

Things are by the moment. Ten minutes from now they
might be totally out of control. Where right now they
are playing quietly, no fighting, nothing is going on.
Or it might be two minutes from now. They are going to
have a big temper tantrum but you see nothing coming

up.
Sue portrayed Chris as.having milder tantrums.v She.

that in the past he would kick the walls -and door. Now

he will "pout, stomp his feet, slam the doors." While he

also
When
like

more

used to yell, she stated that this is diminishing.
he does yell, he yells, "in a very loud voice" things
"yvou're not being fair." Sue declared that Chris had

frequent tantrums than cher'Children that she knew.

Difficulty Making Friends. Chris and Jim were both

described as veryhsocial by their mothers. But, both

mothers also stated that the boys have difficulties with

making and keeping friends their own age. Sue said that

Chris has "difficulty reading cues, the social cues from.

other children his age. Even at a yvoung age he was viewed

as different by the other children." He also has trouble
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with arguments and occasional physical fights with his .
peers. Sabrina stated that Jim also has difficulties with
peers. She said,

He does not have a lot of control compared to other

kids. His peer interaction tends to be very reactive

-and they don't like it.. He's gotten so much better but
it's still not acceptable with the standards that they
have for buds so to speak.
She reported that the other children "don't understand a
lot. They really wént to, but they'll make bad and nasty
comments and then Jim will lose i,

John is only 6. Since he lives on a ranch, he does not
generally have friends over. Howéverr Kelly described John.
as héving difficulty with his siblings ana alsé with other
chiidreh at. Sunday school; She said that he hits and throws
things at his sister. She also reported, "The church school
teacher to;d me that he Qas being mean and he~héd kicked

such and so for whatever reason and wouldn't mind worth a

hoot . "

Fire setting. All of the mothers described their

children as having a fascination with fire. Sue said that
when Chris was youngef he needed cohstant supervision
because he would hide éna light matches. Jiﬁ'also liked to
play with fire. Sabrina reported that he had once burned
his grandfatﬁers bed when playing with a lighter.

Kelly'in discussing playing with matches said, "Joel is
fascinated with anything daﬁgeroﬁs. But, I try to eliminate

all those thingé from his life.".
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Creativity. Although creativity is not usﬁally an
indicator that is found on ADHD checklists, the participants
in the case'stugiés all described their children as being
very creatiye. dim-is described by Sébrina as loving to
bﬁild and create. In addifion, "He loves to go and |
investigate scientific and électrical type things.™" John
’enjoys creating with boxes, blocks, and Legos and fills his
bedroom &ith projects. Chris also "likes to make
struétures, to draw and he comes up with unique ideas and
solutions to problems." For example, Chris used Connex (a
plastic snap together building system) and a motor from

another item to make a moving structure.

Reactions to the Diagnosis

Sue and Kelly both described the diagnosis of ADHD with
relief. 1In describing her feelings regarding the diagnosis
Sue said, - | )

Tt was a relief. A vindication that it was not my lack‘
of parenting skills that was causing his behavior
I've heard a lot of people that are in denial. They
don't want to admit that there is something wrong with
their child. It was nice to know that it wasn't
something wrong with me.
“Kelly expressed similar sentiments. "It was a relief to
know it wasn't me because I really felt like I was going
crazy.":
Sabrina, however, stated that she experienced some

guilt and denial regarding the diagnosis. In describing her

reaction, Sabrina stated,
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At first I absolutely could not-accept it. Then it was
"What did I do wrong?" Then it was, "It was his
father." Then it was, "What did I have to do?" AaAnd
then, "I can't do it all by myself." .Then it was, "Do
it." TIt's not my fault.

Medication for the Treatment of ADHD

The participants stated that each of their ADHD
children was placed on mediéation as a way of aileviating
the ADHD symptoms. Each of the mothers described this as
very helpful. Kelly said, |

It was a drastic change, in two weeks he was diaper

free. His speech all of a sudden started coming very

quickly and .things were just instantaneous as far as i

behavior changes. They weren't perfect because he was

doing all these things for so long. But they were so
much better.
Sue said that both she and Chris's teacher noticed a drastic
change in behavior. She also declared,
With the medication there was such an improvement in
behavior that I did not dread taking him out into _
public, Jjust to go to a restaurant and have him sit
there and behave and not have people looking at me like
why don't you control that bratty kid.
Sabrina stated that she can still tell the difference when
Jim does not have the medication in his system. "He's more
smart mouthed, more in my face. He cannot pick up, cannot
keep his stuff in his 'space."

However, the mothers also stated that medication was
not a miraclé cure. Kelly expressed this sentiment when she
said, "Medication did not solve the problem completely.’
You need behavior management." ‘Even with the medication

-

each of the mothers said that behavior problems still occur.

).
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in addition, both Sue and Sabrina described
difficulties in finding the right medication, one that was
effective without having undesiréble side effects. Although
Kelly said that the medication that John‘starﬁeé on was
effectiﬁe the doctor has had to make adjusﬁmeﬁts in the
dosage as John has goften older.

finding a doctor to work with has also been hard for‘
.Sue and Sabrina. They deséribed traveling long distances
(Sue travels 300 miles) to find a specialist. They also
both changed doctors before finding a doctor that they
tfusted.

Medication and visits to the doctor were also depicted
as being expensive. Sabrina described the.difficulty in
getting Jim's insurance company to cover the cost of the
medication saying that it was a year and a half before they
finally began to pay for it. Sue stated that Chris needgd
to see a doctor monthiy. She said, | |

There are laws that say you can only get so much at a

time and. the company that fills our prescriptions will

only allow us to get so much at a time. Which means

that every time I get a prescription I have to go to
see the doctor.

The Impact Upon Relationships

The three mothers described having less contact with
others. This inciuded both going out in public and having
people come to their house. Sue said,‘"John and I stay home
a lot becausé of it [ADHD]. Not'so much now as we did.

But, we hardly ever have anybody over. I do think a lot of




161
it ‘has to do with the ADHD." She also stated that when they
do have friends over, "It's frustrating and tiring trying to
control his behavior." Kelly said that she had similar-
experiences,
I hesitate to have them [people] over if I think it
might be a problem. I don't need criticism. I have
had friends that I know disapprove. They don't really
say anything but you kind of get the gist that they’
don't think your method of discipline may be
appropriate and so consequently you don't tend to
invite them over much, because you know you're going to
have to do something while they are there. That's just
standard procedure. So it [ADHD] does affect
friendships.
It also impacted her ability to go places because it was
.embarrassing to take him but also difficult to leave him

with a sitter.

I got so that I just didn't want to go a lot of places

because it was -too difficult. It was embarrassing to-

g6 and have to constantly deal with this child . . . I

didn't feel comfortable leaving him with anyone but my

parents.  They were the only ones I felt knew him well
enough and knew how to handle him and knew how closely
they needed to watch him.

Sabrina also stated that she stays home more and has
visitors in less often. In addition, she said that she is
excluded because of her son's behavior. = "They tell me I am
not invited because they just can't handle Jim. Their kids

don't want to handle Jim and they are sorry . . . . It

hurts."

Marriage. Sue and_Kelly shared many similar concerns
. regarding the impact of ADHD on their marriage. They both

indicated that their husbands did not understand the ADHD.
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They also stated that they are the ones assuming the major

responsibility for the child including visits to doctors and

schools.

Sue

said this "causes stress in the marriage."

The two mothers also said that they and their spouses

disagree on how to handle the ADHD child. Kelly described‘a

difference in belief about discipline. She feels the

problem is magnified with John because he needs to be’

disciplined so often.

He

[her husband] will spank them. He doesn't do it to

the point that I think he's going to injure them. But,
that doesn't mean it doesn't hurt them. It's not like
he's doing it constantly. There are people all over
that spank their kids now. It's an accepted practice .
still to a certain point. So, I don't think they
consider that child abuse. But, I have trouble. not .
seeing it that way.

He's [Bob] a stress when he walks in the door because T
know if the kids misbehave he's not going to deal with
it in a positive, patient way. He 1is unable to do
that. It's been a big problem. Our marriage is not
good because of it. ' -

Sue and her husband disagree on the modifications that

are beéing made at school.” Sue said that her husband

believes

that

he gets a job

"I guess
and me."

" Sue
the 'ADHD
that shé

do it on

this

also
into

will

Chris needs to learn to cope now because when
modifications will not be made. Sue stated,

has created a lot of tensions between Jerry

said that she feels her husband does not take
account in disciplining their son. She:stated.

say to her husband, "Why did ﬁe do it? Did he

purpose? No. Why should he be punished if he
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didn't do it on purposé? Why do vou talk to him as if Ee
had done-it on purpose?F |

Sue and Kelly botﬁ handle their disagreements with .
their spouses over discipline by coming to the child's |
defense.' Kelly stated that she is John's "protector." Sue
described herself as fmediator and defense attorney." But,
this role-also causes pfoblems. Kelly deséfibed this.

One of the biggest problems he [her husband] thought

our marriage had is that (and he had a valid point) I
-intervened too much when he tried to discipline the

kids . . . Part of the reason I do that is it is really
hard for me to stand back because I disagree on how he
does it. I feel like the consequences of what he is

doing, is to me going to be down the line so much worse
that I can't sit by and say go ahead and do it.

Sue also discussed the lack of time that éhe.and her
husband haVe together. She said that they stay home moré,
have fewer people over, and due to the diffiéulty in getting
someone to care for Chris they get away together less often.

Sabrina is not married. However she reported that she
does not know how she would have the tiﬁe or energy for a
relationShip, She étated, "I dbn'tlwant to get in al
relationship that's going to expend energy that I do not
have because I am doing the very best I can to handle
everything else I have to handle and I don't have the
energy. I'dqn{t have enoughlanymore as I sée it.®

These same sentiments were aléo expressed by Kglly.

She stated that she felt éhat she and her husband should
.probably go to.counseling. But, she said that'she."did‘not

have the time or energy" to deal with it right now.

!
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Sibiings. Accordiﬁg to Kelly and Sue the éiblings in
the families were also impacted. This was especially
evident in Kelly's family where the children are young and
close in age. Kelly said that when you have an ADHD child,
"vou have to adjust everything in yoﬁr life and
unfortuﬁately the other kids in the family have to be put on
back bﬁrners." She described one of the behaviors that
impacts them.

He [John] demands so much time that the othef siblings

get pushed aside when you're dealing with his temper

tantrums which might go on for an hour. They have to
go do something. They can't talk to you, can't bother
you because you're trying to contain this child.

The mother's emotions also can affect the other
siblinés. Kelly said that when she iS'feeling stressed she
feels irritable which may be directéd at John's siblings.
in addition}'siblings.are impacted by the béhavior the ADHD
child directs at them. | | '

Sue reported that her ADHD child and ADD child fight
constantly. Chris and his sister are like "oil and water"
evén £hoﬁgh there is a six-year age difference. She said
that if they are in Ehe same room they are generally
fighting. Her daughter has now left home. Sue stated, "It.

is a terrible thing to say but, I am glad she's out of the

house."

Relatives. All three mothers described having:problems

dealing with relatives as a result of their child's ADHD
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behavior. Both Sue aﬁd Keily stated that their in-laws have
unrealistic expectations for'children, especially ADHD
children. This included the expectation that children
should sit quietly. They alsé both stressed that their
husband's families believed in uéing "corporal punishment"
to make children behave and that they did not. Kelly said,
"I would have trouble with this [corporal punishment] for
any child, but especially with John."

‘All three mothers also felt like their relatives
disapproved of them as parents. Sue stated that her mother—
in-law told her, 4I am a bad parent" and "I just use that f
[ADHD] as an excuse to let him [Chris] run wild." "Kelly
talked about how her in-laws lack of acceptance affects her
parenting. |

Wﬁere they are so éritidal of how I deal with my kids

it does make it very hard. I do cope differently and I

get much more frustrated than I normally would.

Because .if they are around, it's almost like I feel

like I'm being tested to see 1f my kids are going to

behave. ‘

Although John was diagnosed with ADHD'several'years
ago, Kelly and her husband have not told her in-laws about
the diaénosis or that John is om medicationf Shé feels that
they would not approve.

Sabrina's Erother works on a ship and stéys with her
when he is on leave. iShe said that’her brother doesn't
understand Jim. "When Jim messés up the cqﬁputer and it

takes me four and a half hours to reboot the whole thing, my

brother would just kill him." ‘Sabrina stated,‘“When he
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makes judgements about what I am doing with my son I have a
hard time.with that."

However, in Kelly;s case some of her relatives are also
powerful allies. Kelly said that her parents have been.
extremely helpful to her. They were the only ones that she
fglt could safely provide child care fdr John. Her family
has also‘acknowledged how difficult-it can be to barent éﬁ
ADHD child. For example her sister said,. "You have more

‘patience than I would ever have with that child." sShe

stated, "My family has been a godsend to me."

Dealing with Schools

Both Sabrina and Sue described negative.experiences
with schéols. One of the difficulties they reported was
‘gettiné teaqheré to follow the IEP and 504 planl Because
the 504 plan which included modifying the length of
assignments was not followed, Sue said that Chris would have
five or six hours of homework a night. Sue described making
repeated visits to the teachers and principal tﬁis past
year. She reported that she has had fo.be a "strong
advocate" for her son. Sabrina who was the supervisor of;
her son's teacher stated that even though this yvear'’s
teacher was more cooperative than last yvears she still
needed to héve_the special education cooperétivé teacher
talk to the classroom teacher, reinforcing the need to

follow the IEP.
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Sabrina and Sue also described some ﬁeachers_aS'being
supportive. The teachers that were viewed as helpful did
not provide information about ADHD or parental support.

But, they helped through making classroom modifications and.
thus not making life more difficul£.

John has notxyet started school. Howe&er, Relly
discussed-her fear of him beginning school. Kelly placed
her oldest daughter in the clésest school. But Qith John,;
Kelly is investigating several optionsg. She would like a
situation where the ﬁeacher has experience working with ADHD
children, has a small class size, aﬁd who will "handle him

—

in a positive way."

Dealing With Their Own Emotions

The mothers invo;ved in the study also expressed having
frequent, intense emotions in relationship to dealiﬁg with
the ADHD.

Isolation. All threé mothers described the isolation
they experienced as a result of having a child with ADHD..
Both Sabrina and Kelly used similar.terms "like being 1in a
prison" (Sabrina) "T feit a little bit like a prisoner at
times" (Kélly) to.describe their feelings in relétionship'to
not beiné able to have friends over or to take theif child’
out in public.

Sue said that this'reduced_time with others made hef'
feel.lonely. At one point in discussing this she began to

.cry. She stated,
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There are lots of times when I would like to do a lot

of the things I see other people do. Have friends

over, play a game of cards, whatever and it gets
lonely. TIt's not anger at him. 1It's just a feeling of
loneliness. A feeling that, “Hey, it would be nice to
have people over, to entertain more.”

Guilt. Guilt was another emotion that all three
participants described. Kelly stated that she felt she was
doing something that caused John's behavior.

I felt like it was my fault for a long time. I'm

obviously not doing something right here. I tried

everything I could. I wondered what was wrong, with
the rocking I was thinking autism and yet I didn't see
that as a constant thing. I guess I really wondered if
there was something wrong with me for a long time.
Both Sue and Sabrina described having similar feelings
especially before their children were diagndésed with ADHD.

Kelly also expressed guilt over the impact of ADHD on
her other children. She described an incident that had
recently occurred.

Cindy said, "Mom would you just sit down and read this

to me." I said, "You know I would love t® but I have

to watch John and I'm just too tired. .This weekend we
will sit down and read the book." I felt guilty but it
was the only way I could do it. She was so
understanding about it which probably is because she's
had to do it so many times.

Sabrina made the decision to move to pursue a graduate
degree during the time that I was interviewing her. Several
times she discussed her guilt about moving and said that
what she was doing was selfish but that she needs a bigger

community where she can have more companionship and more

options.
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Damage to Self-esteem. Both'Kelly and Sue discussed
how their self-esteem was impacted by parentihg a child witﬁ
ADHD. Sue said,

I didn't have a very good self concept to start with
because of the ADD and having people tell me you'd be a
better parent 1f you handled your son better, my
husband not accepting it or not wanting to learn about
it, that has had an impact. I guess if everybody tells
yvou how bad you are you begin to believe them.

Kelly conveyed that she was also impacted by others'
opinions about her parenting. In addition, she stated that
her inability to control her son's behavior impacted her
self-esteem. -
I felt like a failure. It doesn't matter what you do
this child misbehaves. It doesn't matter how patient
you are, how loving you are. They do the same thing
over and over again. Every time you're around other
people they make it clear that they think you're not
disciplining appropriately.

Kelly described going to the doctor that diagnosed John as

having ADHD. He told her, "Don't blame yourself, this is

not your fault. You're a gqod mother." She said .that was
the begipning of fgeling better about herself. "It gave me
back a little self confidence'because.I'd been beat down so
long thinking I was a terrible person thét couldn't raise

this child."

Frustration With the Behavior. Both Kelly and Sabrina
discussed how frustrating it .was to deal with their
children's behavior. Kelly said,

It can be too demanding. .This is a terrible thing td

say but I finally understood how some people actually
hit their children in anger, because it is extremely
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frustrating. It's hard to curb that initial response.
But, I've really trled hard to learn not to do that.
It's not easy.

Sabrina was the head teacher at the school that Jim attends.
She described "losing it" one day at school and her guilt
about this.

He just jumped in my face and was screaming and pushing
at me and hlttlng me with his fists. I just picked him
up, took him in the Xerox room, shut the door and gave
him one big mother whack. - And I said "Oh God. I am .
ruining my child." I walked out the door and shut it.
I was standing outside the door and shaking like a
leaf. "An art teacher was there and she just put her
arms around me and said, "It's ok, it's ok." I said,
"I can't believe I just did that. I try so hard to
separate school from mother."

Worry. All three mothers also said that they worried
about parenting an ADHD child. Sue said that she sometimes
worries that her child will "not be able to make it in the
world." Sabrina worries about moving to a new community and
how her son will react to the changes. She also worries
about Jim's behavior and others' reactions to it. Sabrina
described this.

It's very suffocating, the worry, because then you

don't act, you stay home more because you don't want to

go out and worry about what's going to happen. You
don't have people over to your house because you're-
concerned about what will happen and how they will
perceive it and that's very suffocating. It's like
living in a prison at times. T don't go to all the
parties. You know going away parties or birthday
parties.because ADHD kids do not handle chaos, lots of

people and that kind of stuff. It's very difficult for
them. '

Kelly also worries about others' reactions to John. Kelly

said that one of the reasons that she commutes two hours
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each day with the children rather than héving them céred for
'in the town near the ranch, is so that John could be in a
child care "that knew about his problem." She stated, "I
worry about him being criticized and knocked down, because

he is not easy."

Hopelessness. buring the interviews the mothers in the
study used the termé helpless, hopeless,idepressed,:and
discouraged.many-times to express.their feelings. Sue said
that she sometimes feels hopeless. When I asked her about
this, she replied,

I get tired of having to go to the school all the time
and discuss this [the modifications for ADHD] and have
to remind the teachers about it and remind the
principal and the bus driver. I get tired of having to
say, "You are forgetting, you are not following the 504
plan."” I get tired of being the only one who's
following it. ,

While Sue described this feeling in relation to dealing with
others, Kelly said she sometimes feels discouraged and
hopeless in regard to dealing with her son's behavior.

When I try really hard to use time out or consequences
and try to give choices and when none of those things

" work I feel so helpless. There are so many times that
yvou feel helpless. You feél like you have no control,
you're never going to have control again, nothing
works. It's really difficult because there are so many
things in your life that happen but you have a certain
amount of.control or you can fix them or you can deal
with them and make them better. This you can't
sometimes. It's not going to happen.

She stated; "There were lots and lots of times that I felt
very, very stressed and depressed. Sitting down and having

bouts of crying was not unusual."
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Sabrina also described the feeling of hopelegsness in
having to deal with alllthe demands in her life. She said
that she is currently taking antidépressant medication to
help with this.

You know if I am handling Jim and depending on what
state he's in that second, that month, or whatever and
teaching a classroom and running a school and being a
single parent and handling the house and bringing in
the wood, sometimes I get overloaded. Then if I get a
lot of phone calls with a lot of personal opinions
[regarding Jim] after a while it gets hard digging
myself out of the hole.

Frustration and Anger Because Oﬁhers Don't Understand.
- All the mothers expressed aﬁger at others for not
understanding tﬁéir~children and the ADHD. Kelly diécuséed
feeling resentment at her husband and in-laws for their lack
of understaﬁding; Sue also expressed feeling anger at her
husband, relatiVesh and the schools.- Sébrina discussed
feeling angry when others tell her how Jim sﬁould be raised.
They also all expressed the wish that others understood how
difficult it is and how hard they try to be'good parenté.'
. Sabrina said, "I want my son fo be perfect and good and not
cause any problems. . . . I don't think anyone could agonize
more than I do to tr& to do the right thing." -Sue stated,
People unaegstand if you have a chiid who has an
ebvious problem, if you have a child who is blind or a
child who is deaf or a child with cancer or something
liké that. They understand but, if it's something like
this it's not visible. - People just do not understand

and since they don't understand they have to find a
place to put the blame and usually it's on the parents.

A J—
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Growth as a Result of Parenting an‘ADHD‘Child. The

three participants all stated that having an ADHD child<has
helped them to grow. Kelly said, "I am a stronger, more

patient person and probably a better mother overall because

I have to be. I don't have a choice. No one is going to do
it for me." Sabrina stated, "You know béing a parent of an
ADHD child has helped me be a risk taker . . . I know I can

make it work, I can run a school and teach a classroom ana‘
‘be a single parent énd raise an ADHD child." She also said
that it has helped her growlproféssionally. "I have such ah
understanding déwn to my very gut feeling about special
needs . . . I really, really relate to kids very well and I
teach at a level that reaches children." Sue also asserts
that she is a bettervfeachér and advocate for special need’s
students because of parenting an ADHD child.

. Pervasiveness of ADHD in_the
Lives of the Mothers

Time and‘Energy Demanded. + All three mothers described -

raising their ADHD child as extremely time consumiﬁg and

- demanding. First, the mother must deal with the child's
behavior, including temper tantrums which occur at
unpredictable times. KXelly descfibed how_éverytﬁing else in
her life was put on hold so she could deal with John's
tantrums, which mighf laét for 45 minutes to an hour. She

said,
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People need to learn that when they [the ADHD child]

are out of conhtrol, you have to say, "So what if the

dinner isn't done, so what if I have to be here, there,

or the other place." Those things will have to wait.
Because of the impulsive, risk taking_behévior the mothers
also said that their children needed\more supervision than
most children. 1In describing this Kelly stated, "You just
have tq program &ourself to be on a constant vigil, to watch
what's going on." In addition, sipce their ADHD children
didn't sleep as much as othér children, they needed
‘supervision'for more hours. Both Sue and Kelly described
this as espe;ially difficult. When Chris was two Sue said
she wag a student. It would be 10:00 and she would want to
do her homework and Chris would still be "ready and rearing
to go." Kelly reported how important’"adult time" was to
her and how she missed having time for herself in the
evening. |

Wﬁen their ADHD children reach school age, the parents.
must also deél with homework. Sabfina has a tutor who works
with her son Jim. But, Sue descfibed spending 5 ‘or 6 hours
an evening helpiné her son with his homework. Because‘he is
so distractable they can only work for a short time and then-
wiil tak§'a break.

In addi@ion to homework, visits with schools,
counselors, and doctors wére.also described as time
consuﬁing._ Sabrina traveled 120 miles a weék to take Jim to
the counselor. Sue discussed having monthly visits to the

doctor and needing to go to a pharmacy in another town to
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get Chris's medication. Both Sue aﬁd Sabrina also reported
needing go be advocates for their children. Sue said that
she had ﬁany,meetings with the teaéhers and principal this
year. -

The mothers all also said that they-had difficﬁlty
finding child care so that they could éscape the pressure.
Sue stated, "It ié almost like having an invalid, yoﬁ feel
like you can't go anyplace becéuse.nobody wants to watch
them for you." In addition to the difficulty in fiﬁding
child care, Kelly‘reported her fear in ieaving John.

I couldn't leave him with a sitter, I worried. T

worried about the sitter hurting him.in frustration.

Not that I ever had sitters that I worried would do

that. But, this is not a normal thing. You don't know

what a sitter would do. Or if they would watch him
carefully enough. T ‘

Impact on Other Areas of the Mother's Lives. In each
of the case studies the mothers depicted having a child with
ADHD as im@acting all areas of #heir lives. Kelly said, "My
life has changed so dramatically, I don't know what it would
be like [to_not have an ADHD child]l. So many things do
center around making sure John doesn'£ have a pfoblem." ‘She
fufther stated, Tt makes'a difference. Your whqle life is
rearranged for this chiid. It has a big impact on
everything you do." 'Sabrina'expresses similar éentiments,

ADHD tends to rule the life, my life, the life in the

household, the way things are done. I don't socialize

as much, I don't have parties, I don't have people over,

.« .« . Idon't go shopping, out to eat, or to parties
and that. . .

t4444444;444444A44444;4*___;___A4______4;;;4_4;44444;44;4ff
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Sue also portrayed her life as revolving around the speciél

needs of her son.

Coping
| The mothers all described participating in activities
to enhance.their feeling of worth. For Sue, storytelling
provides this opportunity. She said, "I guess it is one of.
the.things that 'I perceive mysélf as doing well." Kelly
stated that she returned to school earlier than she had
planned. She emphasized, "I needed to get out and get away
from everything and do something for me." "It has |
compleﬁeiy changed me. My'self esteem is better overall.™

I had been so far down emotionally and so depressed. I

don't mean depressed in that I was lying around on the

couch depressed, I just mean I didn't have good self-

esteem. Here is something finally I can do. 1I.can

succeed at this. I have control over this.
Sabrinalhas also madglthe decision to return to school. Sh%
said, "this is something I am doing fbr me." |

They also expressed awareness of indicators that they
weré experiencing sffess and ere able to describe their
physical reactions to stress. In addition, they were .aware
of stress reaucers and-regularly engaged in them. For
example, they-all described reading and taking hot baths.
Sabrina said that she is using her bread maker again and
trying to leave sometimes and get a cup of coffee by
~herself. She will also become 'very industrious and do-

dishes, do 1aﬁndry‘br I'll get things done just because I

need to expend some energy and I don't want to expend it on

/
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my son, angry type stuff." Sue said that she plays-Game_Boy
(a hand held computer) or compufer gemes to distract her
from the stress. Kelly will tfy to arrange a quiet time for
herself. |

They‘also each reported that they have at least oee
good friend that they can call and.talk to. They emphasized
that the friend accepted them andeould-listen without
judging. When I asked about these friends being phone‘
friends instead of having friends in the same comﬁunit?
Sabrina said that this klnd of relationship worked best for
her because it dld not expend the time or energy that an on’
site friend would demand. She -also said this friend had
known her from childhood. Sue stated that her friend had
'knqwn her "before she became a parent." |

Both Kelly and Sabfina also discussed having received
support from counselors. Sue said thet she had also éone to
counseling but found that it was not heléful,because the
counselor Qas not familiar with ADHD or ADD.

Sabrina deseribed.reCeiving support from MRM (Managing
Resources of Montana). This includes finencial support to
hire_a tﬁtor. She reported how relieved she was when the
MRM case manager told her, "You don't have to do this
alone.f

Wheﬁ the immediate stress 1s too extreme bpth Kelly and
Sabrina utilize a technique which Sabrina refers to as

"disassociation.™"
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I am deathly calm, I almost talk in slow motion. I
keep everything on a level, very slowly and also just
.sit and listen. I can't-hear anymore. I process it
but I don't take it in. It's like, "Ok you're running
at the mouth." I'm listening. I am hearing it. I see
that he's off his rocker and I can't handle any more so
I'll just let him spew whatever he needs to spew.

Kelly also said that she remains extremely calm in stressful

situations.

I remain extremely calm. It's almost like I'm not
really there, I'm watching the situation and reacting
how I think I should. It's almost like when he is
really out of control that is when I'm at my best
because I have to be. It takes a tremendous amount of
patience and energy., But, it is a calming thing. I
find myself very calm. Sometimes when you're trying to
be patient with a child, inside you are very impatient.
I don't feel that when I'm dealing with his screaming
temper tantrums or if he's being really awful (which he
can ‘be at times). Maybe, it's a little like how people
talk about the afterlife, when they are on the table
and they come back and they leave their body and they
are watching down. It's somewhat like that, I just
find that there is this person that I can be. That
this is the one I reserve and I keep it on hold. T
can't use this person all the time. I become extremely
calm. It's something that I had to learn because that
was the only way I could be patient. Because I get
very, very angry at this child, extremely angry. And
ves, I would love to just wring his neck at times.

But, in lieu of that I become very calm and very
patient.

All the mothers also described changing their
expectations as a way of coping;. Sabrina and Kelly both
said that they have given up the need to have a spotleés
house. Sue stated that her husband does a lot of the
cleaning. Kelly also reléted how she had changed her
‘expectatioﬁs‘regarding behavior. She said that she ﬁas
"learngd not to éxﬁect too much,.if you expect too’much,

you're going to set yourself up to fail."
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They also reported changing their routines. Sue said
that they get up earlier "to get their bralns in gear" and
when they eat meals they read the paper or watch TV because
visiting at those times of the day does not work for her
family. Sabrina discussed feeding Jim when he was hungry
regardless of the time of day.

The participants also employ many parenting techniques.
Both Kelly and Sabrina discussed "picking your battles."
All three mothers also described utilizing prevention
techniques such as avoiding situations where the behavior is
likely to occur and planning ahead. Kelly described this,

The biggest thing (I know I've mentioned it before) is

to really think before [you go somewhere]. If I'm

going to go someplace for instance I think ahead of

what problems could arise and be prepared as to how I

should deal with them. If we are going out to a

restaurant, for instance, I will take great care in

thinking about what he would enjoy doing at the table

that will be quiet and that he will enjoy for maybe 45

minutes to an hour if our food is delayed, things like

that. J
Both Kelly and Sabrina use the sign for ‘no' in .sign
language to let their children know that their behavior is
unacceptable.

Sabrina has a tutor to work with Jim as a way of
preventing problems. She said that if she is_helpingthim
with homework, "He comes home and will have screaming rages

He's mad at me because I am telling him he has to
study. Just bringing that into the home is so hard on us."

Sabrina stated that she has also been working on

establishing clear boundaries and setting consequences.
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Earlier this year Jim set off the fire extinguishers at
school. Sabrina described how with the help of her
counselor she called 911 and he was placed on probation.

Kelly said that she frequently uses redirection with
her 6-year-old son.

As we are around these kids, we do become very good at

predicting. I can try to head off what I see coming by

changing his activity. . . .- When he starts racing in
the house if I can't sénd him outside then a lot of
times I'll suggest a bath. He loves the bath, loves to |
play in the tub. Sometimes I'll say, "I'm cooking S }

dinner would you like to help me." He loves to help. - oo

So I'm getting better at trying to do -things other. than

~ just get rid of him or go home.

The mothers in the study had ADHD children who had been
diagnosed and received treatment including medication for at
least three years. For John and Chris, ADHD was the .only
diagnosed disability. With Jim the ADHD was the major
disability. The children were between the ages of six and
twelve, a time when parenting is generally‘leés stressful
(Mash & Johnston, 1983; Pasley & Gecas, 1984). In addition,
there were no recent unusual crises within the families.

The participants also utilized an array of coping.
straﬁegies. They tried to reduce the stress through
limiting battles, modifying expectations, changing the
environment, and engaging in parenting techniques. They
also recognized when they were experiencing stress and

engaged in activities to manage their own thoughts and

feelings through seeking social support and participating in
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activities that enhanced their seif esteem. When the
immediateﬂsituation was too stressful both Sabrina and Kelly
engaged in what Sabrina described as "disassociation™. But
in spite of all this, the mothers still portrayed their
families as being strongly impacted by the ADHD.

The participants were impacted not only because of the
child's behavior but also because of others' réactions to
the behavior and ﬁheir‘emotional response to the behavior
and others' reactions. for example, when going out in
public they must not only deal with the behaviof the child
exhibits but also others' reactions. to the behavior which
then can cause the mothers to feel embarrassed and curtail

the amount that they go out.

The three mothers' lives were altered by having a child

with ADHD. They described their time and energy as being
effected. They depicted nearly all signifiéant
relationships as being impacted inéluding those with thei;
spouse, friends, relatives, the ADHD child, and other
children in the family. Since they stayed home ﬁore and had
fewer people over their more casual relationships were also
effected. Relationships with schools and teachers were also
described as being more difficult because of the ADHD.

Their emotions were also impacted. Kélly, Sue, and Sabrina
described‘having intense, frequent feelings of isolation,
guilt, frustration with the ADHD behavior; worry,

 hopelessness, and frustration and anger with others f£or not
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-undérstanding the ADHD. Both Kelly and Sue also stated that
their éelf—esteem had been effected. However, the
difficulties that these mothers experienéed have also caused

them to experience growth.

Summary of the Focus Groubé

Focus groups were held in three communities in
Southwestern Montana. Participants were referred by ADHD
support group faciiitators and parenting class instructors
and through participant and self referrals. These contacts
resulted in 28 referrals. All those that were referred were
contacted by phoﬁe and a screener guestionnaire (see
Appendix B) was used to determine eligibility for the study.
Although to expléin the purpose of the study and to complete
the‘screener guestionnaire was estimated to take 15 minutes,
because of the eagerness of parents to share information
these célls lasted 30 to 60 minutes. After the initial-
screener qﬁestionnaire was completed 19 families were found
to be eligible. The families who Qere‘eligible and who
expressed interest in participating wefe contacted by phone
again before the meeting to confirm the.meeting place, date,
and time. The focus group meetings ranged in length from 1
hour and 30 minutes to 2 hours. Focus group one consisted
of four parents, two fathers and two mothers who wére
ﬁnrelated. Six mothers éttended focus group two. Focus

~group three included three mothers. To maintain

a
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confidentialiﬁy the focus groups'were numbered rather than
named. With participant permission, all meetings were audio
taped and franscribed. 'Before the focus groups began the
participants compieted permission’slips (see Appendix F) and
questionnaires (Appendix G). i

At the completion of each focus group, data was
consolidated and categorized. Categories were déveloped
which would account for a majority of iﬁformation and which
led to both "inﬁernal homogeneity"'and."external
heterogeneity". A summary of the focus groups was then
writteﬁ. Quotes were chosen that were representati&e of thé
group and that were most clearly articulated. However,
since the two mothers who participated in both the
individual interviews and focus groups revealed no new
information .in the focus groups and the information they had
previously supplied had been included in the case studies;t
quotes from thése.mothérs-were not used in the focus group

" summary. If contradictory information was given, even by

one person, this was noted in the summary. Since the goal

of the focus groups was to gain new insights and also to use .

the focus Qroups as a means of triangulation by reducing ﬁhe

amount of researcher control, the interviews were conducted —

using a nondirective approach (Morgan, 1988). This approach
led to more emphasis on the participants’ points of views.
One advantage of this approach to focus groups is that it

allows the group interaction to dictate what topics are
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discussed and expanded upon thereby reduqing the amount of
researcher control. This was important in this study to
balance the greater researcher control found in individual
interviewing. In reviewing the focus group transcripts I
spoke only 4.9% of the time.. Howéver, the less directive
approach also made it impossible to Quantitatively determine
participants’ viewpoints. For this reason, the works few,
sevéral; or ﬂost‘are used in describing the results rather

than a specific count.

Behavior of the ADHD Child

As a way of beginning each focus grOup and.involve each
of the members, each participant.described an incident
involving their child. These incidents as Well as others
that were described throughout the meetings were used to

write this section.

Difficulty Making Friends. Social problems emerged
repeatedly as the parents described their ADHD child.
Several participants said that their ADHD children did not
pick up on cues. One mother in describing her daughter
said,

They just don't get the social cues that other people

pick up on. They can't figure it out. L When somebody

is quiet or looking away or not even looking at them
that they should stop talking. ©She'll interrupt
terribly in conversations. (Focus group three)

Another mother said, "He has a lot of trouble picking up

signs from other people. Like if ybu were mad at me, I




185
probébly would figure it out. “Well lets see, what did I

do?' He would not have a clue" (Focus group two).

4

Several participants expressed concern that their
children did not have friends. A mother of a 12~year-old
daughter said that she feels that her child's behavior

contributes to this. .

She is just now figuring out that she needs to act
decently to other people to have them do that in
return. She was diagnosed when she was six. So this
has been six years of me and her dad telling her over
and over and over, "Your friends don't like it when you
do that." "If you're going to act like a baby no one
is going to want to be around you." That's the hdrdest
part for me. It’s the social part. It's her not
having friends. Friends don't call. (Focus group
three) ’

Another mother described other children rejecting her
daughter.
This weekend we went to a soccer tournament and no
other kids would even talk to Carol. They wouldn't
talk to her at all. It was like she was an alien from
outer space. This little girl who has ADHD refused to
be around her. If Carol sat down the other little girl

got up and moved. She said, "I don't.want her eating
with me." (Focus group three)

High Activity Level. High activity level was another
behavior described. In describing her son before he began
taking medic¢ation a mother said, "He'had a lot of body
movement;.rocking back and forth or kicking or chewing an
eraser off instantly or picking up something that‘is’near

him having to play with it" (Focus group one).
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Another mother described her daughter's high activity
level which led the preschool teacher to suggest an

evaluation ‘for ADHD.

She was in a preschool and they would sit in a circle
and the teacher would do things with them or talk or
read a book or whatever. There's no way that Kelly

could sit in that circle. She'd be doing somersaults

and acrobatic things and she was all over. (Focus group
three)

Still another mother said her son's high activity level

would continue even at night.

He was in my bed for some reason. I was trying to go
to sleep and he was just tossing and turning and I

said, "Troy, would you just please hold still. I said
it four or five times and he finally goes, "Mom, I
can't." You know I thought, "Ok, I get it. He
couldn't." (Focus group two) :

Tantrums. Tantrums were also reported by several

' parents. One father said, "He is on medicine and when it
. wears off he is a terror. He punches, he bites, he does
everything there possibly is to do. He is just totally out

of control when he is off the medicine." (Focus group one)

He continued,

He kicks it [the door] and hits it and throws things at
it. He does everything. He loses control in his room.
But, he needs to have somewhere where it's half way
safe. That probably is the best thing I can do for him
is get him somewhere where he can do it and if he
breaks something he knows that he is responsible for
it. (Focus group one)

Othér parents also reported destruction of property as
: 4

.a result of tantrums. "He hasn't ever hit a wall. He takes

his toys and smashes his toys, pokes holes in things with
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pencils, things like that, a stabbing type of motion" (Focus

group two).
Participants also described how their AbHD children
will get violent with_them when they are out of control. *I
have a lot of bruises. "My son likes to hit, scratch, kick
and bite" (Focus group three). Other parents stated that
their children manifest their frustrations differently.
His anger is manifested in a different sort of way. He
sort of internalizes things. You can see it's a
Vesuvius and then all of a sudden he's saying things
like, "I don't like myself. "I don't know why I'm
like this?" (Focus group three) :
Another mother said,
Nate starts to cry more when he geté frustrated. .Hé
gets uncontrollable and he feels so much and he can't
come down. He will start to cry and goes into that

kind of a mode as opposed to hitting or things like

that. (Focus group two)
§

Destruction of Property. While destruction of walls,
doors, and toys occurs through tantrums, it also occurs due
to ‘impulsive behavior. One mother said that she had left
- her S—Year—old'Soh in the doctor's waiting room when she
went in for an appointment.

The nurse called me right afterwards and said, "I don't
know how to tell you this. But, this does happen

sometimes. It looks like someone has poked 42 holes in
one of the leather cushions in the office and we're
pretty sure it was Nate." (Focus group two)

One mother said that she normally keeps anything that
the child may misuse out of his reach. ‘But when they went

to visit her mother the environment was not as controlled.

Y
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One of the things that he did was that mom had got some
red spray paint and he took it in the bedroom and
sprayed my suitcase when it was open. He sprayed all
my clothes and sprayed the bedspread. I just started .
crying because I was so mad that he destroyed so many
of my clothes and .even though I couldn't do a whole lot
about it, I was very upset with it. (Focus group two) '

A father described his 6-year-old son's destructiveness. "I
built a deck outside our house. I came home one day and he
[his ADHD son] had taken nails and a two-pound sledge and
pounded nails all 6ver it" (Focus group one). "I have the’
battery.drill and I've come home and found all kinds of
holes in the walls where ﬁe has doné some drilling™ (F6Cus
group one). Another mother said, "Well he did put a little’
hole in the door. He wanted to see through the door I

think" (Focus group one).

Insatiability." Several parents also described their
children as insatiable. One mother said,

My dad took them miniature golfing and went to visit
and went to the craft show and he figured that was
enough. But, there was a lake close by and my son just
had to go to the lake too. My father just saw it as
ungrateful and that he wasn't satisfied. So I tried to
rexplain that and get him a little more understanding.
He's not ungrateful, it's just that he's insatiable. .
(Focus group two)

Another said,

She always wants something more. Like you would just
buy her something and then she'd say, "Well, can I have
this?" We'd say, "You've got this other thing, aren't
you enjoying that? Don't you appreciate that?" She
would just want more and more and more. (Focus group
three) _ -
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Fire Settiﬁg. Several parents mentioned tﬁeir ADHD
chiid's fascination with fire. One father in focus Qroup
one described how his 6-year-old childiwas referred for an
evaluation after setting the neighbor's car on fire and then
setting_the hall of their apartment on fire the following
day. Following these incidents he was evaluated és having
ADHD. .Another mother described how her son started a fire
~in their kitéhen,_

He likes fire. He started a garbage bag in the kitchen
on fire and he had a temperature of 102 that day-and
had not been off the couch. I was unpacking some stuff
from my grandparents because my grandfather had died.
So we'd been back to Maine and I had brought some boxes
back. He had a temperature of 102 the day I had
unpacked and I thought, "He's on the couch, it's a
great time to do this." Of course it was packed in all
kinds of newspaper in a plastic bag. One of the things
I had brought back, I don't know how to describe it but
you put the matches in there. I hadn't even thought
about it when I packed it. I thought, "I shouldn't
have brought the matches with me." 'But, I didn't
think. So they were just sitting on the counter, the
bags were there. For some reason I went into the other
room for a moment and he got up during that moment, saw
those matches, right into the paper. I was just really
lucky to get the bag out of the house. (Focus group
two) '

Creativity. Several participants also stated that
their children were creative. One mother said,

The first grade teacher was the one that thought that
Carol had it [ADD]. It was more or less her creative
ideas. She would think really different, not normal.
One of the things she [the teacher] asked was, "What
lives in houses?" Well, Carol came up with time.
"Time lives in a house." (Focus group three)

(
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Medication fér the Treatment of ADHD

Discussion about mediéation (the Qalue, the correct
dosage and type, as well as the side effects) occurred in
all ‘the ﬁocus groups. Several parents statéd-that‘they try
to keep their child medicated aﬁ all times. One mother
discussed why she feels this is important. "I would not be
able to get along with her if she wasn't on medication.
She's just like Jekyll and Hydel She wants to fight and has
a sassy attitude and talk back. I can't .stand her off
medicaﬁion" (Focus group.three). Oﬁher.parents said that
their children engage in dangerous behavior more frequently.
when they aré not on medication.

The medication's side effects were alsoia source of
discussion.

The medication gave Jarod an ulcer. We had to treat

the ulcer and then we chose to go from Dexedrine to

Ritalin.. The reason we went to Dexedrine first was

because we put him on this when he was three and one

half and the Ritalin made him cry all the time, just

cry and cry and cry. I said, "I'll take a wild boy

over a crying boy." (Focus group one)
Several parents expressed concerh‘about their éhildfén not
gaining weight. One mother stated, "He'é such a shrimp. I
worry about him being a puny" (Focus group two). She
further e#plained, "Then you give them medication that might

curb their appetite and it does worry yvou. What are you

going to turn them into, a midget?" (Focus group two)

Another mother expressed concern that the medication is

not always consistently effective.
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Sometimes the second dose seems like it doesn't even
work at all. There are times when we give i1t to him
and it just is like it doesn't even work. Like last
night, I gave him his medicine. I'm sure he took it.
But, it's not working. It's just not working. The bad
part of it when they do come off of it sometimes there
is the depression that goes along with it. You get the
feeling that here is something not quite right, not
quite working in their system. (Focus group one)

Impact on_Relationships

Marriage. Most of the partiéipants that disdussed
marriage felt that their. marriage héd been .impacted by
having a.child with ADHD. Participants stated fhat
disagreement between the parents regarding discipline played
a major role in this. Oné mother said, 3 -

Ethan has definitely caused a lot (not blaming Ethan)
but the issues of discipline have caused a lot of
friction between my husband and I. Actually, the last
yvear 1s probably the best we have gotten along and I
feel a lot of it is just due to the fact that things
have changed a lot for Ethan. So all the relationships
have changed a lot. (Focus group two) -

A father in focus group one who has ADHD himseif discussed
the differences in the way that he‘ahd his Wife discipliné.
He said that his wife is the "protector of ﬁhe children and
the mediétor. She is the one who is the.referee in our -
house. She referees aii the little mini wars that go on all
the time plﬁs trying to keep the house going." He said that
they disagreé on "almost evefything".incldding discipline.
We disagree on my actions. She thinks that you should
approach it in a very calm and careful and gquiet way
and solve the problem. When one of them [ADHD child].

is beating up on the other, it's like I see what is
going on and I don't approach it in a calm, quiet way.

I do it quick and get one off of the other one. I get |




192
the other one somewhere where they are supposed to be.
I try not to lose control but I do as far as voice.
But as soon as I am done I am very much told how much I
lost control in trying to solve the situation. The
problem we have there is that she will announce it. in
front of the kids. They play off of that. .(Focus group
one) . )
One mother in focus group two who is divorced from her
child's father said, "We didn't get divorced .solely because
of Troy. It was a lot of other factors. ' But the discipline
differences were definitely part of it." She described one °
of the areas of disagreémeﬂt.
Troy wouldn't quit doing it {[misbehaving]. He [her
husband] would physically pick him up by the arm and
spank him on the butt. We had talked about it several
times. That in my opinion was abusive. In his opinion
it was necessary because this child didn't understand
what "no" meant.
She said that they are now divorced but continue to disagree
regarding discipline.
With his [her child] personality type 1f you spank him
he just gets worse. He [ex-husband] still believes
that if I would spank Troy, if I would discipline
different, even though he's in Washington, he still
tells ‘me. these things. That if I would put my foot
down, I wouldn't have all these problems.
She stated that she and her ex-husband also disagree about
the use of medication. "He says, " The medication is a bunch
of bs. He should be spanked.' He has never had to deal
with’Troy longer than two days since we've been separated.™
Now, her ex-husband wants to take Troy for a week or two
this summer. However, because of their different beliefs

about discipline the mother is fearful of this. "I am

afraid of what might happen to Troy in that amount of time
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because.if he'goes he will be'going to Washihgton. I won't
be there and I am really afraid of that." She also said,
"Part of me does think, ‘Oh, I could ﬁse a break.'" TIn
discﬁssing it further she stated, "If he would take him for
a week in the summer 1t would be like heaven'for me. But,
then it's going to be like hell for Troy, I'm not wiliing té
do fhat to him." "’ |

Another mother stated that she and her husband were
going to be:getting a divorce. She said that the time she
spends with the ADHD child as well as her husband's
inability to cope with the ADHD behaviors have contributed
to this. |

My husband and I are going to be getting a divorce and
one of the major reasons or one of the major factors is
my son. John and I have been married for 30:years and
we have had no children during that whole time period
and then the last time I got pregnant we decided that I
would try and see this through . . . He cannot put up

. with Nate . . . It's become very obvious that John can
not handle Nate's outbursts. He has a hard time )
dealing with him on any kind of long term basis. By
long term I mean over a whole section of the day, even.
.You know he just can't take all of his energy. You
know it's not controlled. (Focus group two)

One single mother discussed how having an ADHD child not
only affects marriages but any meaningful relationship..

I'm single now and I really have these doubts about
whether or not I'm going to ever find anybody. I'll’
say when someone asks me out and I start to get to know
them, I'll say, "Well, there's something you need to _
.know about my son." Then they meet him and they never
call back. I can prepare them. I can say, "He's
really active. He has ADD. He 1is going to want to
wrestle with you." And they'll say, "Oh that's fine.

I like kids." Then it's not fine obviously. It's so
difficult just to think about this. You know I might
have to be single. - If I do find 'someone, I want that
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person to accept him also. That's the only way it ¢an
be fair and sometimés it feels so overwhelming to think
that I might have to be a single person until he is old
enough to be on his own. (Focus group two)

Three parents in the focus groups said that they felt that
their marriages had not been impacted by having an ADHD
child. Each of these parents said that they and their-
husband agreed on how to discipline.
It doesn't really impact our marriage, I would say.
Then I think Jarod when he is on medication is minor
compared to others . . . We are very lucky that way, we
really do agree [on discipline]. I am the main |
disciplinarian. He's very easy going. But you know
when one of us disciplines the other one is very
agreeable with it. So we are lucky that way. We agree
on almost. everything. (Focus group one) '
These mothers also stated. that their husbands assisted in
the responsibilities for the ADHD child.

Every once in a while I get really angry at Carol and
I'm down there chewing her butt out. My husband comes

down and says, "I'll take over now." I say, "Ok, do
that." Sometimes I hear him doing the same thing and
I'll come down and I say, "I think it's my turn." He
says, "Ok". (Focus group three)

She- also described how she had set up her scheduie so that
she is gone in the mornings. She. states that she "1s not a
morning person" and her husband is and can cope better w1th
her daughter at that time.

Another mother.stated that she had.carried the burden
‘for raisiﬁg their child for a long time. But, recently her
husband has been more involved.

Now Qe are sharing the load. But,nbefore'I'sdrt of did

it all. I just wanted to .keep the home peaceful so I

just did so many things behind the scenes. He [her

husband] had no idea about that. Finally I just
started letting it go. Or saying, "I'm not doing
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homework with Karl tonight. You need to do that." Aall
of a sudden he's coming out of the room going, "How do
you get him to learn this?" I mean that's just this
year and he's.getting it. I was managing him too,.

because 'I didn't want him to get upset. But the load
~got too big for me. (Focus group three)

{

Siblings. Several participants stated that the‘ADHb‘
child was violent with siblingé. One said, "You had to |
watch him a lot with his sister, becaﬁse he. would be
vengeful and hurtful to her and basically was mean to her
and didn't like.her" (Focus group 2).

Another stated, |

He was really little when she was just born. It wasn't
always a mean thing. Like he went to rock the cradle
and it was real fast. He wanted to carry her around
the neck and those kinds of things. So we had to put
an alarm on her bedroom door, so if the door was opened.
while she was sleeping it would go off. It would wake
her up but she would be safe. He does still do’ the
hitting and kicking. I mean she may antagonize it.
But, there's no stopping or thinking [on his part].
(Focus group two)

Many of the parents also saild that the ADHD child did
not respect the other sibling’s space or belongings.

He [the ADHD child] won't .stay out of their space. He
won't stay out of thelr rooms. He just finds something
that interests him and he will play with it or he will
take it out and just store it in his own little place
so he can go back to it when he wants. (Focus group
one)

One father stated that his solution to this problem was to

:put hooks on the sibliﬁg's doors so the ADHD child could not

enter.

Other parents discussed how the ADHD child would

1

embarrass their siblings.
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They get very angry at the comments that he will burst
out with when they are amongst their peers. How dare

" he say such a thing? Because the girls are starting to
get older and starting to develop, he likes to announce
their development on the bus, out loud. So thHat is
very humiliating to them. (Focus group one)

One mother described how her younger daughter received
less attention because she had a brother with ADHD.

I just find myself at night spending a whole lot of
time managing him [the ADHD child]. I feel sorta bad
for her [daughter] sometimes because she has learned
and gotten very good at doing things on her own. . But
there are times when she'll come and say, "But, I need
you too." So that is a hard thing for me because he
just automatically needs a lot of patience, guidance,
direction, and constant "Did you do that? Did you get
that done?" So sometimes I feel like she gets the )
short end of the stick because I'm usually done, fried,
by the time I get to her. (Focus group three)

A single father, with an ADHD child, an ADD child, and
two other children discussed how his ADHD child séems to be

"isolated within the family.

The people in the family that are diagnosed ADHD they
start to develop their own little worlds. I notice
that in my family. The other two children play
together. Mary [ADD child] is always by herself and
Toby [ADHD child] is always by himself. They've
developed that 'coping mechanism . . . As far as
activities if we go camping or picnicking or anything
like that, there seems to be some bonding there. But,
I also see everybody separate and when Toby tries to go
into either one of the worlds, there's more failures
than there are accomplishments. (Focus group one)

Another father with three ADHD children described having

similar experiences.

My daughter and my son that are not [ADHD] are
reactionary to the situation that is around them. They
don't even want to go outside sometimes and play with
the other kids. They just want to be away from them.
They have their own lives. (Focus group one)
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One mother discussea how she and her husband"é
expectations are dlfferent for their ADHD child than thelr
other children. She sald that the other children have a
difficult time understanding this. In discussing keeping
their bedrooms clean she étated,
I don't care if he [the ADHD cﬁila] gets it real clean.

But with the girls I care. They see that difference.
~ Because the kids are so extreme even the girls are very

extreme. I just use that example.' Because one loves
sports and one of the girls loves music. Well they .
don't love each other's activities. So Jarod just

loves different things and he is just different and we

have to make some allowances for this difference.

(Focus group one)

Other Relatives. There were few mentions of relatives
in the focus groups. The discussion that did take place
generally regarded the lack of understanding on the part of
relatives. One mother of a 9-year-old ADHD boy'Said that
her mother treats her child as a "half person" and that her
attitude influences the rest of the extended family. She
said,

We do many things.when she comes out. Our lives are

very fast paced and Jarod is not in his routine life

and they [ADHD children] love routines so he has more

- trouble with that. He'll misbehave . . . . I notice

that she treats him very different and it's geez, it's

almost like she thinks he has a disease of some kind
She treats him as less than a person. They don't

even make eye contact. They don't talk to him, like
they do the girls. (Focus group one)

Another mother stated that her mother did not like her son's
behavior and this has affected the amount that they have

visited.
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She didn't like it. He [the ADHD child] was very

expressive. If he didn't like something he would give

you a dirty look. I let him because if I tried to

stifle those things it would have exploded in a

different direction. She didn't really like being

around him. You get the two together and we have had

several family disruptions because of their )

interaction. I would get involved and it was very

_tense. There were times that I didn't want to get them

together or we would go for a very short visit. (Focus

group two)
Another participant described how her mother-in-law compared
her child to his father. "My husband's mother has told my
son you should copy your father. He always got such good
grades in school and was always the.perfect'child‘etc. etc.
‘etc. which really doesn't help my son at all" (Focus group
two) .

However, a divorced mother with an ADHD 8-yvear-old son
said that her in-laws take her son one evening a week. She
said that it is "an amazing relief"™ (Focus group two). - !

Another participant described how her sister had pointed out

something positive about her son and how she appreciated it,

-Impact on Other Relationships. Several parents also

mentioned the impact of AbHD upon other relationships.. A
father in focus group one said that Managed Resources of : ;
Montana (MRM’ provides relief care for his son so that he
can see friends. Howéver, he'wiéhes some;imes.that he céuld
engage in more spontaneous activities. A mother in-fOCus
group two stated that she generally stays home because her
son is difficult to take to public places. She described_a'

couple incidents where she had taken him .to a public event.

fo
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I'm in a foreign language class and I decided kind of
on the spur of the moment on a Friday night to go to
the pizza place with the foreign language club just so
I could be with some other adults, knowing that my
instructor and his wife have no children and don't
really like children, except for their pets. This was
before Troy was on Ritalin after school, so his
medication was completely worn off. He has this
difficulty. He wants male attention. There was an.
older man and his wife there who we never met before
and this man started engaging Troy in play. For any
other 'child this would be ok. Before I knew it Troy
was hitting and kicking and wanting to wrestle and
being loud. I warned this gentleman before hand, I
told him to please not get him started because he won't
stop once you get him started. - He said, "Oh no. 1It's
fine.  It's ok." I could tell by the end of ‘the night
that this man was frustrated because Troy wouldn't
stop. We finally just ended up leaving because it was
just too much.

She also described having to leave one of her best friend's

wedding reception.
I was at one of my best friend's weddings and I was in
the wedding party and afterwards at the reception I had

. to leave. I had to take Troy because there was no one
to watch him. We had barely even started and I was in

tears.

Interactions With Schools

When participants~discussed schools, the teachers
appeared”to be the key as to whether parents viewed their
child's yvear as successful or not. Parents described both
teachers who were willihg to accommodate their child and
those that were not. In describing a teacher who was very
helbful, a mother in focus group two said,

I was really lucky. She [the teacher] was qudérful

and if I'd had my way she would have moved right along

with him [her ADHD child]. She was just a kind person.

She didn't know a lot about it [ADHD]. But, she took

the time to learn about it and she was willing to work
with his activity issues and deal with it. We became
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friends and we met in the summer . . . . Every week she
put a newsletter on the voice mail and briefly ran down
what . they were doing. She sent us notices telling when
the spelling words go home and when the test would be.

She said that this year's teacher is different.
He writes over my head. He sent home this very
detailed big word thing that I had to read over three
times to really understand what he was talking about.
I'm not sure that he teaches is that way. I never knew
when the spelling words were supposed to come home so I
was always guessing . . . Finally I had to ask about
that and when I asked I felt like I was intruding.
Ethan loves to do art. It feels good for him to bring
something home from school that he can put up on the
fridge and say "This is what I did." His teacher )
doesn't do that kind of thing. I think they [parents]
can help the child more whether they have ADD or not,
if you know what's going on.
She also doesn't agreeqwith some of the discipline policies
in the classroom.
There's a bathroom time when they are supposed to go
and if Ethan doesn't go then his discipline is keeping
them in at recess and sitting at the desk with their ‘
head down. To me that's the worst thing to do for this
hyperactive kid. L
But she said she questions whether she should talk to the
teacher. "It's almost the end of April and school is almost
out. Is it worth making a big deal out of it? But,‘it might
help:someone else later too." .
Several participants discussed their frustration that
their ADHD child's individual education plan (IEP) or 504
plan was not being followed. One mother whb has two special
needs children has become so frustrated with the school for
not following the IEP that she said she’was contacting an

out of state lawyer to sue the school district. The mother

'emphasized, "Tt makes me angry. The teachers won't [follow
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the IEP]. You can aék them, you can beg them and they
wén't. You can have all the IEP's you Want and they are not
going to comply with.themh (Focus group three) ..
Medication was also an issue. One parent_described a
teacher who felt that medication should resolve all the
problems. |

I have a teacher right now who prodded and prodded me
and finally I went and had his dose [medication]
increased because she said it wasn't doing what it was
supposed to. After I had it increased, she called me
and said she's not seeing the change. It finally hit
. me that she thinks that just because he is on

. medication that he is going to act .like every normal
kid in the classroom . . . It hit me that she thinks
that because he is on medication he's going to be all
better. (Focus group two)

Another ﬁarent described dealing with a teacher who did not
believe children should be on medication.

I took him to school and I forgot to give him [ADHD
son] his medicine. When I went to school to pick him
up at noon, the kindergarten teacher is waiting with
him. - Now George is normally a good student. She says,
"Are you having trouble at home?" I said, "No more
than every day, I have trouble at my house all the
time. Oops, I forgot to give him his medicine." She
is one who does not believe in the ADHD. She is a
teacher who does not believe that the medicine should
be there. But, I think it is a good reminder for her
about ‘once a month that I send him to school without
the medicine. (Focus group one)

Parents also’'discussed homework with'several describing
homework as ruling their lives. One mother said, "It's like
an hour a subject for homework and they brirg home about
five sﬁbjécfs“ (Focus group two). Another mother said that
homework was "the foéus of her life" (Focus group two). She'

declared that the majority of the time that they do homework
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her ADHD child is off medication. She stated,

You have to consider he might get up and get into the
refrigerator and rustle around for a snack or
something, or he has to go.to the bathroom number two
and spend a lot of time, so concentrated it -would be
less. But, we pretty much spend the entire evening on
homework. (Focus group two)

Another mother described a large project her 8-year-old
son had to complete. She said,

He had a month to do it. It was due today. Yesterday
we make a diorama and wrote a report on the Cree Indian
tribe. We worked all day long, one day, with him just
furious. Maybe part of it is my fault because I didn't
ride him. When he is out of school he wants to play.
He doesn't want to do homework. It was just
frustrating. (Focus group two)

Several mothers in focus group two also described the

consequences of not getting the homework done. "He will get
a zero and have to do the work anyway." "He'll get
detention." "Hig friends will say, 'Oh, you're a loser.'"

"He was getting detention every day because he couldn't
finish all that work."

While most of the parents described needing to sit
right at the table with their child to get homewofk done,
one parent with a 1l2-year-old ADD daughter said that they
" had progressed beyond that point.

We have to constantly make sure she's on task. But;
now 1f I just leave her (where before I would just sit
there. and read over with her and -do the questions just
about with her). Now I can just sit back and every now
and then (every five or ten minutes) make sure she's
getting somewhere.. (Focus group three)

Another mother stated that she expected her 1ll-year-old

" daughter to do her homework alone.
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I tell her to do her homework and if’she doesn't have

it done she's the one that has to pay for it. She got
a D in science because of that. She is a very
intelligent little girl. But, she has to realize that
if yvou don't do your homework you're g01ng to get bad
grades and I'm going to vyell. The grades matter a lot
to me. They always did. But I'm not going to take
responsibility for the homework. I won't. I refuse.

(Focus group three)

Several parents also mentioned that they wished they’

knew the purpose of the assignments.

I get really upset when the teachers do not want to

share their agenda with you. Because their agenda is
generally very different from the agenda that is being
.presented to the kids. I mean I don't know why they

are reading this little book or why they are doing
those wrltlng samplers. Maybe doing the writing

samplers is just to make certain that the kids follow

directions. (Focus group two)

Participants also stated that sometimes they felt that

they were in adversarial roles with the schools. One mother

said,

"You go visit with the teacher and say, "I know that
it's difficult. I know that, too. I know what you
going through. I have to deal with him at home and

are
I

understand the frustration. But, if we can compensate

in this way it will be easier for the both of you,

think." Sometimes I find a power struggle going on.

I
I

don't get that. We should both be working for the best

interests of the child. We should be on the same s
(Focus group three)

One mother discussed taking parenting classes that

ide.

the

school had provided. sShe said that the classes were very

helpful. They were also free and child care was provide

Impact on Parental Emotions

The parents in the focus groups described several

emotions that they experienced in dealing with the ADHD.

d.
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Erustratioﬁ That Others Don't Understand. Several

participants expressed frustration that others do not

13

understand what ADHD is or how hard they work to control it.

One mother said,

Part of my problem is the social perception, I feel
like other people look at me as a women who has this
son that has this illness that I am allowing him to use
as a crutch. You . know vou give him medicine and he
doesn't have to do this in school and they are just
letting him get by. They don't understand. It's like,
"Do you want to take him for a week? Take him for a
week and then you can understand what it's like." T
just feel like sometimes society thinks that I'm trying
to let him get by with less than he is capable of and
that hurts personally. I want him to be everything ‘
that he can be. I don't want him to be the Unabomber.
(Focus group two) .

Other mothers expressed similar emotions,

Life would be a lot easier if people understood that
this is not a choice that the children have made

This is not a choice or that it's not the parents
fault. If people could understand that this is just
another difference. 1It's not a bad thing. It's just
different. (Focus group two) :

When you talked about your sister noticing something
neat about your child, so many times you don't get that
and when somebody does say something like, "Oh, he's so
good at whatever." ' I just think, "Yea, I could just
hug you." I really could because so much time is spent
in trying to make it ok so that the situation goes ok.
Nobody knows how much effort you really put into trying
to make it ok and yet trying to let them experience
life and learn things for themselves and not totally
overwhelm and protect them. You're trying to not be
the overprotective mom and yet you're trying to be
supportive and it's kind of crazy. (Focus group two)

Fmbarrassment. Being embarrassed about their child's

behavior was another emotion that several parents expressed.

A mother described what she said was a typical situation. .
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One thing that happened last week was that I was
picking him [ADHD child] up and there is always a
battle between the front seat and the back seat. I
thought we had come to an agreement on that. But, then
his sister wanted to sit in the front so she being four
was crying and having a little fit while he just got
mad and started just screaming at the top of his lungs.
We were parked in the parking lot at the school -and
parents and teachers were there and here is this blood
curdling scream. So I am trying to calm her and shush
him and the embarrassment of it and the frustration of
things being so out of control. (Focus group two)

A father expressed similar féelings, "O0f course you
deal with embarrassment and public humiliation and so on and

so forth. I'm kind of numb to that now" (Focus group one).

Frustration With the Behavior. When discussing the

feeliﬁgs generated by having a child with ADHb dne mother
said, "Frustration wguld be at the top of'the list for me,
when you have.to repeat thihgs over and over and over"
(Focus gréup three) . Anothér ﬁother diséusses her specific
.frustrations. .

My worst time is the morning with the constant, "Do you

have your clothes on? Do you have your teeth brushed?
Did you find your shoes?" She's-always dissolved in

tears. "I don't know where my jeans are?" "Did you
look in the laundry room?" “"No." "Did you look in the
drawer?" It's really frustrating. Really. (Focus

group three)
Another parent also shared his frustration with mornings.

Oh yes, mornings are really fun. No medication, you
know a person would have to get up at 5:00 A.M. to
medicate him for the mornings to go smooth. He gets up
‘and out of bed and terrorizes everyone. He wakes up
everyone else. He is my little alarm clock and-he just
terrorizes. He goes through the rooms and just picks
and teases. I have to get to him and sit down and
explain to him. And then off he goes and does it
again. But, I medicate him right away. (Focus group
one) ' : ‘
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. A single mother of an 8—yeaf—old stated.

I know that he has a really loving heart inside. But,
he has all this other stuff. Sometimes it's so
confusing as a parent to know to remove yourself, to
step back and say, "It's not him. It's whatever this
is that he has." I know inside he can be really
loving. He'll want to touch my arm, to hug. But, at
other times it's like he's this furious, angry little
beast thing that I just don't want to be a part of.

* For me being his mom that hurts because he is my child.
(Focus group two)

Worry. A single father whose son had previously
started fires described his worry that his son will set

fires again even though this has not happened for several

years.

- Yesterday the school had run.out of his new medications
so he didn't have any medication when he got home. It
was just like before everything else happened and we
made his network for him and all that stuff. I just
kind of had flashbacks of what he used to be like.

Last night I dreamed that he burned the house down.

(Focus group one)

Guilt. Several parents discussed feeling guilty that
they could not control their ADHD child's behavior. One

mother gave a typical response,

I remember when Ethan was little I used to see other
people's kids and I'd think, "What am I doing wrong-?
What am I doing wrong? Thelr kids come in and sit down
and color and mine bounce, bounce, and bounce?' He's
not being bad, he's just moving constantly. (Focus
group two) :

Other parenté discussed feeling guilt over possibly

hav1ng caused the ADHD.

The p0551b111ty still is there. Maybe that it did come
from my side of the family. I don't know. -Like I say
when I first heard it was hereditary, "It couldn't be’

me." "It couldn't be me." (Focus group one) '
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Hopelessness. One father shared his feeling of
hopelessness.

I think in the past that I dealt with it [the ADHD]
pretty well. But I think that is why I'm depressed now
because everything finally caught up with me. Just the
repeated stress over and over and over. Trying to deal
with the situations at hand, being the leader of a
single parent family, just everything. I used to be a
real happy person, always smiling and really into
school and all that kind of .stuff. Like I said,

finally now everything caught up with me and I can t do
it anymore. (Focus group one) :

o

Exhaustion. A feeling of exhaustion was also descfibed
by several parents. One mother said, "I coﬁld say that for
the most part I have fel; fired'through a lot of this. That
is probably the overall feeling that I get" (Focus group -

two). Another stated,
I never have time to do anything because I'm always the
mediator and the disciplinarian and everything all of
the time. I just basically have to chase him around.
You could have him go outside but that don't do him no
good because he would .just go outside and get into
mischief outgside. It's just a constant battle. (Focus
group one)

Coping

Reducing Stress. The parents in .the focus groups

discussed a variety of ways that they cope. Several parents
said that they make a conscious effort to do things thaf.
they enjoy and that reduces‘sﬁress. The technigques
mentioned most often were ;eading and exercising. One

mother said that she folds laundry to reduce stress.
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Another technique that several parents mentioned was
that they try to find some daily quiet time. One mother

described how she did this.

T make sure my kids go to their rooms at a specific
time so that we can all have quiet time because we all
have to have that. That's what is a little hard for me
with the summer because the bedtime isn't there, a
specific one, and then we don't get that gquiet time. I
have to be fed. The way I do it is to read. There's
got to be that time (Focus group three) .

Parenting Technigues. Many parents discussed keeping

their ADHD children busy as a way of preventing problems. A
variety of ways to accomplish this were mentioned including
_sports, a swimming pool in the yard, an individual garden
for the child, providing wood and hand drills. to drill
holes, and bringing a bag of activities wherever you go.
One father discussed a specific activity that worked well
for his 6-year-old son.
I got him a golf club and cut it down to his size. I
give him golf balls. He stands out in the yvard and he
will just hit buckets upon buckets of golf balls. Just
hit them, hit them, and hit them and just love it. '
He's so intense and so involved in what he does. He'll

get into it and he'll do it and do it and keep doing
it. (Focus group one)

Several other parents gave specific wéys‘that they
prevent problems. This included writin§ down directions for
the child so he could refer back to them if needed, setting
school clothés out the.night before to prevent morning ‘
battles, the parent liﬁiting what they ask the-child to do,

' preparing the child ahead of time for any changes'that may

i

occur, discussing what behaviors are expected before an
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activity, and waking the child up early to give them
medication and then letting'them'go back to sleep until the
medication is working. -

Parents also discussed making changes in the
environment. This included putting hooks on the doors of
sibling$ to prevent the ADHD child from entering, putting
alarms on the door of infants’ rooms to warn the parent if
the ADHD child entered, and "child proofing the house". In
describing the need to keep the ADHD child safe one.mother
said, -

Well as adults we have to intervene and if we're not

going to take the proper steps to intervene then we

can't just go back to the child and say, “Why did you
play with those matches?' Hasn't he done it 300 times
before? He's going to play with matches. I consider
that a parent error or an adult error. We know what
their limitations are. My role as a parent is to make
that child's world safe whatever that child is. (Focus
group one)

Other parents described how they prevent problems from
escalating by removing themselves. For example, one mother
who has an older son discussed leaving the situation when
she cannot cope with the behavior. "At that very moment you
know maybe T can't.éven think straight. He's hit a cord or
something. So it helps me to get back on track. 'I'm not
discussing this now. I'm walking out on this one'" (Focus
group three).

A few parents mentioned taking time out themselves.

One mother said,

T used to have to go down to the bedroom and say back
off. If I used the word back off and do this with my
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teeth [snarls] they know that they are in big trouble.
Then they know not to push me. (Focus group one)

Another parent described how mornings are difficult for
her so she goes to work early and her husband gets the
children ready for school. She said,

I go to work early. My husband doesn't come home until
a little later at nights so I'm home earlier at night.
T can deal with the fighting at nights but not in the
mérning. He wakes up with a smile on his face and I
don't so he's better to deal with it in the morning.

(Focus group three)

A mother.who has a younger child discussed emotionally
withdrawing from the situation.

I call it detachment. I can feel myself sort of almost
becoming something else. I can't be like a normal
person. I have to pull in every bit of strength and
knowledge and whatever. I have to walk through it the
right way. It's like saying this has nothing to do
with me. "I need to walk through it without being
involved, kind of. (Focus group two)

Several parents also mentioned limiting the battles. A

mother of a 9-year-old son said, "We judge the situation.

We allow a lot of things to go that we don't feel are

takable. His room will never have to be spotleés. That is
. L

just not a big priority” (Focus group one). She further

.stated,'

T think we need to remember what happens to kids when
they are having these attacks. I call them attacks
because that is what they feel like to me. I think
that we are the parent and they are the kids and we
need to remember that and not get too out of control or
out of hand but just remember that there are only
certain battles worth fighting and most of them are not
at this point. (Focus group one)

The need to stay calm was also discussed in all three
: {

focus groups. A mother in focus group two describes this.
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When I can do it the right way, that's when I'm .
teaching my child how to act correctly. It's when I'm
in a hurry, "Hurry up, get out there, I'm leaving."
With all that stuff I'm teaching him to be aggravated
because I'm definitely showing signs of aggravation.
When I can walk through it more calmly then I'm
teaching him another way instead of throwing a temper
tantrum. '

However, other parents pointed out that it is not
always possible to stay calm and this too can be a learning
experience.

Sometimes you just have to show them that you're human
too and that you have those feelings of frustration and
don't always cope with it exactly the right way. Then
you can come back and say, "I was angry and slamming
the door was maybe not the right way to do it." It
shows them that they do that and you do that and it's
not the end of the world if you behave that way. It's
not the proper way and if you.do there are ways to make
it right. (Focus group two)

The parents in the focus groups also described using
rewards, praise, time out for the child, and logical
consequences. One father described the consequences that
occurred when his child was not ready in the mornings.

We get him up and tell him to get ready. We tell him

he has a certain amount of time. If he's not ready

that is how he goes to school.:  The first few times he
went out pulling his pants up going out the door,
carrying his shoes, yelling and screaming the whole way
out. (Focus group one) '

In addition the following technigues were listed by

parents; praying over the child when they were out of

control,'not,worrying about what others think, focusing on

the positive, and altering routines.
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Support From Others. Several parents mentioned that
CHADD, an organization for children and adults with |
attention deficit disorder, was helpful for them in coping
with ADHD. One mother said, "I like to go to CHADD because
that gets me out there with other adults and it helps me to
hear other people. going through the same things and their
ideas and stuff" (Focus group two).

Another mother said while CHADD was helpful for her it .
was difficult for her to get together with the members
outside of meetings. .

It's fun for me to get together with other ADHD parents -

and compare notes and solutions and coping things and

anecdotes. But Nate doesn't do well getting together
with other ADHD kids. They bug him. He's better with
the average kid which surprises me. (Focus group two)

Parents also said they received information about ADHD
through reading articles and books and researching ADHD on
the computer. One mother in the initial phone conferences
mentioned that she spent several hours a day on the computer
reséarching ADHD.

A father described a comprehensive plan involving both
himself and his child provided through Managed Resources of
Montana (MRM).

I sdught professional hélpu I got hooked up with MRM.

This has been a drastic turning point in my family.

Just knowing that you have that is like a security

blanket. We've even got a crisis intervention plan and

she [the case manager] was involved in it. But it
never has gone that far. (Focus group one)

.He said that they have meetings every three months

which include all those involved with the child and pafent.

!

v
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"We discuss what he is doing, what he used to be, howAhe is
doing now and what we hobé he will be doing later." He
said that the plan includes relief time for himself, a tutor

for his son, and activities to keep his son busy.

Summary

In the focus groups several areas were discussed by
participants. The main caﬁegoriés emerging were the
behavior of the ADHD child, the impact of parenting an ADHD
-child on marriages, the challenges for the siblings of an
ADHD child, the lack of understanding on the part of other
relatives regarding ADHD, the difficulty with échools,
parental emotions, ana coping strategies.

In discussing their ADHD children, the parents
described several'behaviors that ghe children exhibited
including; difficulty making friendé,'high activity level,
tantrums; destruction of'property; insatiability, fire
setting, and creativity.

Most of the parents who discussed their marriages
described their child's ADHD as adversely affecting their
relationship. Differences between parents regarding
discipline were frequently mentioned as caﬁsing conflict.
The spouse not being ablé té haﬁdle the behavior of the
child was also referred to. The few mothers who did not
feel their marriage was impacted discussed having similar
beliéfs about discipline and husbands who actively assisted

in managing the child.
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.The parents in the focus groups discussed several
negative impacts of having.an ADHD child for fhe siblings in
the family. These included violence toward the sibling by
the ADHD child, lack of éttention frém the parenﬁs due to
the demands of an ADHD child, embarrassment because of the
ADHD child's behavior, invasion of the sibling's sﬁaée by
the ADHD child, problems with the siblings uﬁde:standing
differipg expéctations for the ADHD éhild and the lack of
family closeness. There was no mention of positive impacts
on siblings?

The majority'of the discussion about relatives revolved
around their lack of understanding.aboﬁt the ADHD behavior. “
However, in some cases relatives were described as very
helpful through providing emotional support and child care.

"In discussion about schoolg, teachers appeared-to be
the key ingredient with parents déscribing both positivé and
negative experiences with individual teachers. The majority
of the aiscussion however, centered érbund dissatisfactioh
with the schooling situation.. The -two problems that emerged
most frequently in discussions were teachers not following
the 504 plan or IEP and the amount of time and energy that
. the family needed to devote to homework. |

There were few mentions by focus group participants of

-

any positive emotions in relationship to parenting an ADHD
child. ' The expression of feelings that were described

included frustration that others did not understand the
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ADHD, embarrassment, frustration in regard to the child's
behavior, worry, guilt, hopelessness, and exhaustion.
Parents described a multitude of ways of coping with
the ADHD ranging from prevention of problems to engaging in
stress reducers. The degree to which parents were coping
with the stress ranged from a single mother who said,
"Just yesterday I was walking and I thought I should
just keep walking. Then I thought I'd get tired. For
me that's as simple as it is. I just thought I should
just keep walking. .No, I'd probably make it so far and
then I'd get tired. It's like that sums up my life in .
a nutshell. He's my son. I can't leave him. I know T
"don't cope very well. Putting him to bed at 8:00 is
probably the only thing that I do. (Focus group two)
To another mother who stated,
I do a lot of things from tai-kwon-do to whatever. I
read a lot. I'm busy doing a book. I go to the CHADD
meetings when I can. I started taking Spanish. I
don't feel that I'm not able to handle most of that
stuff. I don't feel badly about that at all. I'm
sorry that my husband can't handle it. (Focus group
two)
But even this parent who used many ways to personally cope
with ADHD stressed how having an ADHD child had drastically
impacted her life. She stated- that she and her husband were
going to be getting a divorce and that one of the main

reasons for this was because her husband was unable to cope

with an ADHD child.
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CHAPTER 4
SUMMARY
Findings

This study‘examined parental perceptions regarding the
impact of ADHD child'behavior on personal and family
‘fuhctioning aﬁd therstrateéies that these parentsg used to
cope with the ADHD behavior and the stress related to it.
Previoﬁs studies (Anastopoulos, et ‘'al. 1992; Brown & Paqini,
198§; Mash & Johnson; "1983b) have pointed to the high degfee
of stress found within ADﬁD famiiiesJ .The findings in this
study wererconsistent with previous research, but furthered.
our knowledge regarding the specific behaviors,-impacts, and
cobing skills associatea with parentiﬁg an ADHD child.

Information waé obtained'from'three mothers through in-
depth interviews and through 11 additional parents who
participated in focus groups. Following each of the
individual interviews transcripts were made and the material
&as examiged and coded with emerging categories before the
next iﬁtérview. Data from each of the ﬁarticipants in the
individual interviews was then consolidated andvorganized
-.top;cally and desériptive case studies were written. - I next
examined overriding'conceptual categories across the case
studies resulting in a Summafy of case studies. The focus

groups were analyzed in a similar way and a summary of the-
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focus groups was written, Quotes were chosen that were
repreSentativé of the group and that were clearly
articqlated. If contradictory information was given, even
by one person, this was noted in the summary. The final
step in data analysis was to eﬁamine the findings of tﬁe
focus groups_and the case studies, K for the emergence of
patterns. Information was included which emerged
consistently in both these settingé. As the categories were,
reexamined this. final time, overriding themes were
identified. These final fhemés.were: the ADHD child's
erfatic behavior, altered relationships, social isolation,
difficulties with schools, emotional upheavél, medication
quandary, and a coping repertoire. ' These then combihé to

create a megathemeé "the unremitting struggle".

The ADHD Child's FErratic Behavior

In describing their ADHD children, parents describéd
éeVeral behaviors including: lack of social skills and
difficulty in making and keeping friends; unprediétable,
Violent‘tantrums;'destruction of property both through
tantrums and through impulsive behaviors; fire setting; high
activity levei; insatiability (neither attention nor |
possessions.are enough); risk taking and being accident
prone;_sleep'disﬁurbances; andlcreativity.

Although we could predict many of these behaviors b;sed
upon the common diagnosis of ADHD, it is 6nly by

understanding these behaviors in the context of the family~
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that we can really examine the impact. Each of 'the
behaviors in isolation would cause éome difficulty for
families. However, it is the combination of all tHe
behaviors, the severity, the unpredictability, and the
number of years of occufrahce that make ADHD pafticularly
stress producing for both the child and the family. It is
the child's behavior in conjunétion with reactions from
others, and then the parental reactibn to ‘both the behavior
and others' reactions that causes this to have such a severe
impact on families. However, while the ADHD behéviors cause
proﬁlems it is the unQOﬁventional behavior that also
contributes to what parents often describe as one of the

child's greatest strengths, his or her creativity.

Altered_RelationshiDs

All the mothers pafticipating in the individual
interviews described the ADHD behavior as negatively
affecting marital, sibling, extended familf, and‘césual
relationships. Parents -in the focus groups also discussed
the negative imﬁact on relationships. Sometimes this
resulted_in termination of rélationshiﬁs while in others it
resulted . in major éhange. But, in any case what ensued was

the alteration of most relationships.

Marriages. Most of the participants in this study
described difficulties in their marriages due to pafentihg

an ADHD child. These adversities often centered around
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disagreements reéarding discipline, what ﬁethods to use and
what the child should be disciplined for. Participants felt
that their spouses did not ﬁnderstand ADHD, its .
ramifications, or impacts. Sevéral of the mothers stated
that they wefe often the child's defeﬁder or protectors,
interceding on the child's behalf. Marriageé were also
impacted by the time and energy that parenting an ADHD child
demanded with several mothers and one Qf the fathers stating
that they shouldered a ‘greater share of the burden than
their spouse for raising the ADHD child.

Participants described theif ADHD ghildren as needing
greatér subervision at an older age than most children and
as having fewer friends. This combined with the difficulty
in finding child care caused couples:to have less time
alone. |

However, there were a few mothers in the focﬁs groups
who said that their marriages‘were ﬁot impacted. 1In each
case the mothers also sﬁated that  they and tﬁeir épouse
agreed regarding discipline and thét their husbands were
activé partiéipants in parenting their child.

There has been little previous research regarding the
'impact of ADHD uﬁon marriages. However, previous studies
have described a higher separation and divorce rate among
ADHD families (Barkley, Fisher, Edelbrock &'Smallish}.1990;

. Brown & Pacini, 1989).
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Siblinés. The parents interviewed described the other
children in the family as impacted both directly and -
indirectly by the ADHD. Brothers and sisters were affected
directly by their ADHD sibling through the ADHD child
invading their bedroomé and possessions, through increased
conflicts, and through being victims of aggression. Parents
also. said that the behavior of thgir ADHD sibling often
embarrassed their non-ADHD children. |

They were also iﬁpacted'indirectiy. ‘Parénts’reported
having léss time and energy for their'other'childien. They
also stated that their other children suffered when they had
negative moods as a result of parentiﬁg their ADHD child.
Also répofted was a lack. of family closeness. -

Perhaps.as telling as'the difficulties that parents
’described was the lack of mention of any positive benefits
for the siblings of an ADHD child. Few studies have '
'examinéd the siblings of ADHD children. However, the ?eport
of increased fighting between siblings is consistent with a
study conducted by Mash and Joﬁnéon (1982) whiéh found that
sibling dyads where oné child had ADHD was characterized by
four times more negaﬁive behavior when unsupervised .and twé

«

times more negative behavior when supervised.

Other Relatives. Consistent with other studies (Mash
and Johnston, 1983b;vCunningham, et al. 1988) the
participants in this study described having less helpful and

fewer extended family contacts. All the mothers .
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_ L
participating in the individual interviews stated that they
héd relatives who disapproved of their parentiné, especially
in regard to discipline. Although there was less diécussion
about relatives in the focus groups the same concerns
emerged. Parents déscribed'feeling that both-they and their
ADHD children were unacceptable to their felatives,

Three parents described having some relatives who were

supportive. These relatives provided assistance in two
ways; they provided moral sup?ort and acceptance of the

parent, and/or they provided child care giving parents soﬁe

relief from their responsibilities.

Social TIsolation

Consistent wiﬁh a study Ey Weiss (1990)‘parents
described becoming sociaiiy.isolated as a result of
parentihg an ADHD child. This occurred for several reasons.
They had less time and enefgy to devote to friendships due
to the demandé of parenting an ADHD child. Previous friénds
sometimes displayed disapproval of tﬁe child's behavior and
the parent’s method of disciﬁlining resulting’in the parents
héving less interaction with these people. .They also had
fewer visitors to their homes bécause ﬁhe child’s behavior
embarrassed them. One mother sEated'that her child's
behavior'cauéed.her to be excluded from parties and events.

In addition, they described having fewer casual
encounters with others. They confronted difficulties with

their children's behavior and disapproval of themselves and
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their children in most social settings including parties,
'church, stores, and restaurants. Participants also had
difficulty.finding child care. This caused them to go out
in public less often.

The social isolation and resulting loneliness were
primarily described in,the individual intefviews. Alfhough
no conflicting data emerged in the focﬁs groups, this was

not an area that they heavily discussed.

The Difficulty With Schools

Schools posed(special problems for ADHD parents.
Unlike other social situations, attendance at séhool is
mandatory.. In addition, the number of hours and days
devoted to schooling cause it to be of great signifiéance in
both the parent's and child's iife.

When participanté described schools, it generally was
in relationship to specific teachers. Those teachers whom
they described as helpful, made modifications without being
asked.'They also described teachers as helpful when they
kept parents informed about projects, homéwork, and
assignment due.dates.‘ |

However, most discussion in relationship to schools
revolved around the dissatiéfaction Ehét parents
experienced. They discussed two primary areas, the teacher
not following IEP’'s or Section 504 plans and.the time and

involved energy in supervising homework.
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Several parents éomplained about teachers not following
the IEP's or 504 plans. Because of this,'parents reported
making numerous visits to the school. Parents also
described the frustration they felt when even this did not
result in change. One parent stated that she felt that the
only way changes would occur was through legal'action. She
was, therefore, cbntacting a lawyer and planning to sue the
school district.

The evenings for many parents revolved around assisting
their child with homework. The parents pointed out that
their children were often off medication in the eveninés so.
they were very distractable. An example of the role that
homework played in the livés of the particiﬁants was the
difficulty in finding a time to hold one of the focus group
meetings. The parents' time in the evenings revolved
around homework and their time during the day revolved
around jobs. The focﬁs gfoup ﬁeeting~was ultimately held
during .the day because it was easier for thé parents to.
adjust their time at work than to miss time in the evening
tb do homework.

This finding was consistent with a quaiitative study
conducted by Weiss (1990) which'wasvbased upbn interviews
with 12 couples having ADHD children. She also reported
parental concerns regarding difficulty with homework and

schools not follbwing IEP's.
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Medication Quandary

Participants generally agreed that the advantages of
-medication outweighed the dlsadvantages although. many
discussed their reservatlons about using medication.
Parents described problems in finding a therapeutic dosage
of medication, @ifficulty in locating a competent doctor,
and traveling long distances to specialists. 'Concerns about
the side effects of the medlcatlon also frequently ‘emerged
during the interviews. A few parents discussed their |
perceptions regarding‘the lack of support from others
regarding.the use of medication. This resulted in some
parents not informing others, even relatives, that their
children were on medication. Weiss (1990) also reported

that the parents in her study described dilemmas with

medication.

Emotional Upheaval

Mest poignant in the interviews were the intense
emotions that parents described in. relationship to the ADHD.
Feelings'of frustration, embarrassnent,_worry/ guilt,
hepelessness, exhaustion, and isolation surfaced repeatedly.
Also noteworthy was the fact that.there were few mentions of
the joy that is often described in parenting., When parent,

. referred to it, it was generally a sentence that'foIlowed a,
long account of the.difficulty. In the individual
interviewe-the mothers described frequentlyvexperiencing

nearly all the above emotions. In the focus groups the same
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emotions were expressed but due to the lack of time for any
indiViduallpafticipant there may not have been an’
opportunity to shars all'of the emotions experienced by each
participant. The most common emotion shared in the focus
‘groups was frustration that‘others often did not understand
ADHD, instead blaming the‘child and parent. However, the
parents also dsscribed the growth that they had experience
due to these difficulties. | : .

These findings'are.consistent with what Weiss described
as the "struggle" -and parents feelings fegarding it. The
parents in her study used words like angry, exasperating,

cheéted, horrible, fearful, upset, furious, and guilty to

describe their feelings (Weiss, 1990).

Coping Repertoire -

Similar to what was described in a previous study
(Naseff, 1989), all the participants (except for one mother)
described using a variety of coping techniques. Included
were both problem-focused copiﬁg that attempts to change the
stress producing situation‘and emotion-focused coping that
attempts to deal with the emotions caused Ey the stress
(Folkman & Lazarus, 19805.

| As a way of altefing the stress producing situation
parents described many ﬁechniques including giving thei:
children stimulant medication, limiting the battles through
changing their sxpectations; thinking ahead sf what

difficulties might arise and planning for them, modifying
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tﬁe envifonment, avoiding stressful public situations, and
keeping the child engaged in'appropriate acﬁive endeavors.

Parents describéd engaging in self-esteem enhancing
actiVities, exercising, and seeking a aaily quiet time as a
:way of dealing with the emotions caused by the stress.
Several barents stated they participated in support groups
and counselihg. . They also discussed gaining support from
friends. This supportive pefson was often_deséribed as one
who accepted the parent unconditionally and would lisﬁen
without responding critically.

An interesting emotion-focused céping technique was
described by two of the mothers in the individual
interviews. Bch mothers stated that @hen-they are unable
to cope utilizing other methods fhey engage in what Sabrina
referrea to as "disassoéiation." Kelly in describing this
pheﬁoména stated that she becomes "extremely calm, it's}
almoét like I'm not really there, I'm watching the situation
and reacting how I think I should." 1In aescribiﬁg this
further she stated, “Maybe; it's a little like how'people
talk about the afterlife, when they are on thé table and
they come back and they leave their body and are watching
‘dowﬁ.“ I was interested in seeing if other parenfs also
used this technique. Toward the end of each focus group I

read Kelly's quote that described this technique and'asked’

if anyone could identify with it. Three mothers said that
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they did utilize a similar’coping method. However, only one

gave a description.

The Unremitting Struggle

As difficult as the ADHD child's erratic behavior, the
A altered relationships, the social isolétion; the struggle
with schools, emotional trauma/dand the medication quandary
is for parents, examining each of these individually cannot
- adequately portray the stresé experiencea by the ADHD
family. Instead it is the combination of all-these elements
that creates stress or what we may call the "the unremlttlng
struggle This phenomenon in stress llterature is often
called "the pile-up" of stressors when more adaptations are
‘required than a family is capable of making (Dollahite,
1991) .

During the-individual"interviews each mother discussed
repeatedly experiencing each of these problems. As Sabrina
stated, "ADHD tends to rule the life) my life, the life in
the household, the Way,things,are done. I don't socialize
as much, I don't have partigs, I don't have people over."

The.overail'stress that parents described is consistent
‘with several previous studies (Anastopoulos, et al. 1992;
Brown & Pacini, 1989; Mash & Johnston; 1983). Anastropoulos
et al. (19925 reported that in their étudy ADHD parents |
scored on average in.the 90th perdentile'on a stress index.

Amohg the components that increase the severity of

stress are event uncertainty, temporal uncertainty, and
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duration (Lazarus & Folkman, 1984). Event uncertainty
refers to the predictability of the event occurring with
unpredictable events considered to be more'stressful.
Temporal uncertainty refers to when the event is going to
happen. Again, not knowing when an event will occur causes
' more stress. Several ADHD families diécussed‘the
unpredictable nature of their'child's behavi;r. Kélly; a
mother participating in the individual interviews, stated
that the only thing that is predictabig is that you know
something bad is going to happeﬁL you just don't knowvwhen,
Families also referred to the need to be constantly vigiiant
not knowing when this extra vigilance will.be needed. |

Duratioﬁ refers to the length of timé ﬁhét the stress
continues. ADHD is a chronic situation with new demands for
adaptation as the child's behaviors change and new outside
forces are encountered such as new teachers and neighbors.
Families also must c&ntinually deal with new crises related
to the ADHD. For example, Barkley, Fischer, Edelbrock &
Smailish (1989) found in a longitudinal study which followed
123 ADHD children that the children with ADHD were three
times more likely to have failed a grade in school or to
have been suspended. They”weré eight times more likely to.
have dropped.out of school ox to'have been expelled. Most

likely, this would be only one of the struggles impacting

these families.
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As the child matures the family may ;léd need to adapt
to additional'diagnqsis. Barkléy, et al. found thaﬁ 60% of
the 123 ADHD children in their sémple qualified for a
diagnosis 5f conduct disorder or oppositional defiant
_ disorder in adolescence..Lazarus and Folkman (1984) also
state that the feeling of control é person has over events
influences their ability to cope. Situational cbnﬁrol
appraisal "refers to the extent that a person 5elieves that
He can shape or influence a particularly stressful person-
environment relationship" (Lazarus & Folkman, 1984, p. 69).
The belief that one has little situational control
negatively influences both the person's,émotions and their
ability to cope.. Participants in my study discussed the
lack of control they felt over their child's behévior as
well as the lack 6f control over others' reaction to the
behavior. Many parents expressed the feeling that the? did
not feel competent in parenting their ADHD child. While
they had these feelings internally, they also reported how
this was. continually verified thiéugh their interactions
with others. This was also found in a previous study by
Sobol, et al. (1989), who found that ADHD parents described
the cause of theilir children's behavior to be moré unstable
than_the-controi‘group. The ADHD pafents also indicatéd
they had lower expectations for achieving fﬁture compliance

from their ADHD children.
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Doliahité states "a critical cbping resource is social
support" (1991, p. 368); Again, this is an area that is-
impacted by ADHD. Parents in my study discussed how
relationships had been altered due to the ADHD, often
resulting in less helpful support, inéreased guiit, and
additional stress. This was consistent with several
previous studies which demoﬁstrated fewer and less helpful
extended family contacts (Cunningham, et al. 1988), a less
supportive family environment (Brown & Pacini, 1989) and
changed social supports'(Weiss, 1990):

When we examine the stress literature, we may see why
parents describe parenting an ADHD child.as stressful.
First ADHD often involves a "pile up" of stressors. ' ADHD
behaviors also involve both event’and temporal uncertainty,
as well:as occurring for a iengthy dufation. All of these
. have been linked to increased stress (Lazarus &‘Folkman;
1984). Finally a pareﬁt’s ability fo cope is limited due to
having little coﬁfroi over the sifuation and'also ha&ing

limited social support.

Critigque of the Methodology

T used both individual interviews and focus groups in -
this study. 'This cbmbiﬁation was useful in triangulating
information. In—deﬁth information was cbtained in'the
individual interviews and because of the repeated meetings I

feel a trust level was established that allowed parents to
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share difficult thoughts and experiences. The focué groups
provided additional breadth through involving more
participants. In addition, where the individual interviews
involved a dialogue between one other person and ﬁysélf, the
focus groups produced data with little input from me.
‘However, the categories that emerged were similar in both
the individual intervieﬁs and the focus groﬁps.

I invited those who were involved in the individual
interviews té also participaté‘in the focus groups. I had
anticipated that new information would surface from the
exposure to others’ thoughts and feelings. Howevér, this
was no£ the case for the two participants who attended the
focus groups at the completion of their individual
ihterviews._ I had followed Lincoln and Guba'é (1985)
recommendation and continued to coﬁduct individual
interviews until the material being shared beécame redundant.
The fact that the two mothers shared no new infdrmation
during the focus group meetings is likely a further
verification that the data had been exhausted.

Critical case sampling was‘used to‘seleét participants.
.In critical case sampling it is presumed that if these'
experiences are true for this parficular group one would
expect‘it to be true in other ¢ases as well (Patton, 1990)2
However, due to the small numbers of participants and Ehe
lack of a random sample the résults are not necessariiy

generalizable. ' .
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One difficulty in conducting the study was determining
children who were ADD versus those who were ADHD. ' Some
doctors do not distinguish between these conditions since
the mediqal interventions are similar. In addition, some
parents used these terms interchangeably in the interviews.
I included parents in the study who either stated that their
children were ADHD of stated that their children were ADD
but aléo described their children as engaging iﬁ hyperactive.
behavior. Diagnostic information was confirmed fhrough the
parent. Doctors were not contacted. Further, although all
the participants had children who had pafticipated in an in-
depth evaluation it is possible that with further evaluation
children would have additional diagnoses. |
As a parent of ADHD children, I had my éwn biases to
deal with. I tried to control these by asking neutral
questions, having questions analyzed, conducting participaﬁt
checks, and having readers who read-both the transcripts and
caée studieé.. However, being a parent of ADHD children was
also aﬁ advantage. Due to our similar experiences I feel
that parents were more willing to honestly share their
experiences. |
| In each case the impact on the family was described
from a single ﬁarticipant's point of view, generally the
mother. It may be that other members of the family pe;ceive_

the family differently.
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Recommendations

Professionals

' Parents repeatédly described the isolation they
experience in raising ADHD children. One of the‘reasons
"they are homebound i§ because 6f the difficulty in finding
child care for their ADHD children. Providing specific
training for chiid care providers as well as setting up a
respite network may help to alleviate some éf the isolation
that these parents describe. |

A few families described having a support network.

This often included‘airect services such as .tutoring and
activities‘for the ADHD child. It also ﬁrovided services
for the family through'relief‘care. .The families who did
'deséribe these programs - were participating in the Managing
Resources of Montana (MRM) program. This is a state
supported, community-based program for assisting families
with emotionaliy aisturbed children. Having similar
programs for parents who do not qualify for MRM may reduce
the impact of ADHD upon the family.

Parents described_counseling as more helpful when the
counselor was knowledgeable about ADHD and its impact. It
may be helpful for counselors to gain specific information
about ADHD and the impact on the child and family. Iﬁ would
also be useful if a list of counselors who had received this

3

information were made available to parents.




234

Many parents indicated that teééhers'were not following
_IEP's or 504 plans. It appears that teachers may need to
continue to‘receive.training regarding the legality of IEP's
land 504 plans and appropriate modifications for the ADHD ‘
child. It also may be useful for teachers to understand how
school regquirements affect fémilies who have ADHD childrern.

There was a clear need to reduce the time parents and
children spend completing homework. Schools could
accomplish this in several.wéys: by modifying the length and
number of assignments; by qhanging the tyﬁe of homework
assigned, perhaps children would be able to stay on task for
a greater time if the assignments involved hands;on
activities; or by providing tutoring support for the child
through the school.

Participants repeatedly described the neéd for
affirmation of themselves as parents. It.is important that
all those Qorking with ADHD children and their families
recéiﬁe special training regarding the impact of this
disorder. It is.also crucial thaf'parents be acknowledged
for their efforts as well as the difficulties they face‘in

parenting an ADHD child.

Parents

Developing a suppgrt network may be a cruéial—way of
coping with ADHD. The parents in the individual interviews
each described the value in having a friend who offered

total acceptance. Horn et al. (1987) also found that
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mothers with support system outside the family showed more
improvement.

It may be useful to examine other coplng strategies
that parents with ADHD children have used. However, it may
also be necessary to realize that in spite of engaéing in a
variety of coping techniques, parenting a child with ADHD
may continue to be stressful. Although many parents and
ADHD'children-do learn te cope more effectively as time
progresses there are no known cures for ADHD.

Several perents described difficulties with-teechers
following IEP's and 504 plans. Bringing an advocate to IEP.
meetings may be beneficial. (

.CouQseiing was described as helpful when the c¢ounselor
was‘knowle&gable about ADHD. Families'may find counseling
helpful in learning the best ways to handle the child, to
" understand and handle one’s own emotions, and to deal with
relat;ens with others. One area that may need special
at;ention is the discussion and agreement: between spouses -
regardiﬁg'discipline'for the ADHD child.

It may be helpful for the entire family, incluaing the
: extended family, to be involved in education regarding ADHD.
To further assist pareﬁts to develop convergent views about
what ADﬁD is and what kinds of modifieations will be
necessery it may also be useful fof both parents to attehd

IEP meetings, evaluations with the doctor, and support group

meetings.
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Due to the additional supervision_required for an
extended period of time when parenting an ADHchhild it'may
be critical to obtain respite care for time alone as well as
quality time with other children in the family and oﬁe;s

spouse.

Researchers

This study examinéd the peréeptions‘of parents
redarding the impact of ADHD behavior upon their families.
In each case only one parent was interviewed. Interviewing
all members of the family couid provide additionai
information.

The marriages of those participating in this study were
_generally described as being impacted by having a child with
ADHD. However, most of the participants were mothers.
Examining fathers’ perceptions regarding the impact of ADHD
upon marriages would be useful. It would also be helpful to
interview couples to see if they share coﬁmon perceptions.

Although this séudy examined the impact of ADHD upon
siblings, it was from the point of view of their parents’
Interviewing siblingé and observing sibling interactions’
with theilr ADHD brother or sister would provide additional
information._ Examining the viewpoints of siblingé at
different ages may also provide new insights; Exploring how
siblings’ cope would also be usefulf

It is importanf to continue to analyze effective ways

that families cope with ADHD. There has been some previous
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work on coping-with parenting a disabled child. (Frey,
Greenberg, & Fewell, 1989; Rousey, Best, & Biacher,'1992).
But, the majority of children in thése studies have had Down’
Syndrome or developmental delays. Previous research pointed
out that families with children who have Down Syndrome
experience less stress than parents whose children have
autism or conduct disorder (Noh, Dumas, Wolf, & Fishman,
1989). Conduct disorder is often a comorbid condition with
ADHD. Therefore condﬁcting research on coping which is
specific to the ADHD.population‘may be necessary.

It would be useful to continue to examine-variables
that may contribute to the stress and coping that AbHD
parents experience. For eg. thé‘age of diagnosis, differept
combinations.of treatﬁents, and different educational
settihgs:

| Many‘studies‘(Barkley, 1988, 1989; Earkley, Karlsson,
éollard, & Murphey, 1985; Barkley, Karlsson, Stelecki, &
Murphey, 1984) have examined the impact of stimulant
medication for ADHD uﬁon family relationships; However, .
researchers have conducted these studies in.lab settings.
It is important to continue to explore the impact of
‘therapeutic levels of medication on parent-child
interactions in a naturalistic setting.

| Identifying gnd_examining fhe characteristics of
schoois that have been successful Qith ADHD children and

families is arnother area that researchers need to examine.
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Reflections

ADHD is especially insidious dug to iﬁs hidden nature
oftgn resulting in bléme'and iack of acceptance of bo£h ADHD
children and their parents. Parents expreésed'repeatedly
the wish Ehat others' understand. Perhaps because of this,
they were very eager and opén in sharing their stories! The
eagerrness ﬁéy ha&e also been due to the loneliness and lack
of adult contact that some of these parents experience as a‘
result of the:child's behavicr. None of the parents whom-I
approached to participate in the stﬁdy refused to |
pa;ticipate although some were unable to because of the
schedulipg of the group meetings; Even those contacted who
did not meet the qualifications were eager to participate if
another study wés planned. Except for one parenty no one
failed to show[up for interviews. Instead,.parents took
time off work and_readjusted busy schedules to participate.

. I was struck as I conducted this study by the
dedication, self-sacrifice, and degree.of reflection evident
in the participants. Parents spent an enormous amount of
time and energy parenfing their ADHD child With limited
support from others. In addition, as the following reade%
states, parents are constantly on call, preparing for
crises. Her assessment of the situation is so similar to my
own that I wished to share it in this section.

Before I read this [Kelly's case study] I watched the

NBC news and the east coast storm chasers tracking the.
progress of hurricane "Bertha." The reports also
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showed stock film of people scrambling for bottled

water, canned food, blankets, right before hurricane

Huge hit so many years ago. All I could think when I

read this first paragraph and Kelly's statement that,

"So many things do center around making sure John -

doesn't have a problem" was that being a parent of a

child with ADHD is like preparing for a major storm or

hurricane. You are in a constant alert, grabbing
whatever supplies (toys, books, anything) you think
will help in the next few hours or days, and not
thinking much further ahead than that, because the
situation just doesn't allow it. (Alison Bover,

personal communication, July 1996)

Although I did not design the interviews to be
therapeutic, several participants expressed the gratitude
they felt in having someone who would listen to them. The
research also impacted me. Through the research I have
gained new undefstandings about my own ADHD children and our
family life. In addition, I have learned and am using new
coping strategies.

This study has shared the perspectives, insighté, and
stories of parents who have ADHD children. Although, the
findings were consistent with previous knowledge, this study -
went beyond what we knew about high stress in fhese families
to examine the: characteristics of these specific stressors.
It also examined the technigues that the'participating
families used to cope. However, even though the families
described using a variety of coping techniques they still
stated that parenting an ADHD child had an iﬁpact on most
areas of their lives. If one were to use an analogy to

describe this we might think of parenting as a roller

coaster. There are ups and downs, unexpected turns, some -
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frightening descents, and some unimagined joys. But for the.
ADHD family the roller coaster ride is a nightmafe,
careenipg out of control, causing the parents to continually
fear derailment or a fateful crash. Perhaps parents cannét
change the ride but must instead acknowledge that the ride
will be stressful. However, they may become better
pfedictors of the‘coufse'and by supplying themselves with an
'arseﬁal of coping strategies might find it easier té hang.

on.
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APPENDIX A

LETTER FROM READER

September 17,1996

To readers of this dissertatioﬁ:

in reviewing transcripts from the three focus group
interviews, I found that the interviews were conducted in a
naturalistic, conversational way with most of the topics
emerging from the participants. After examining the
guestions and comments made by Julie, I found that ninety
three percent of the guestions and comments were neutral.
Three nonneutral comments were made in focus group one, two
in focus group two, and two in focus group three. In each
case these were made as a response or clarification to what’
a participant had previously stated. For example, a
participant was describing difficult behaviors that her
daughter exhibited in the mornings and Julie questioned,
"Because the medicine isn’t in her system vet?" In five
cases after Julie made the nonneutral comment the
participant either  totally or partially disagreed. In two
cases the participant agreed with the comment. Therefore I
found that these comments did not have a great impact on the
responses. : - ‘

I also analyzed all the transcripts from one case study. In
reviewing 55 pages of single spaced transcripts I found that
Julie asked questions or made comments 169 times. Only one

of these was a nonneutral comment.

When using a non-directive approach to interviews rather
than a directive approach using standardized questions,
there is a serious danger of imposing one’s own views,
expectations or biases on the focus group. Julie made so
few of these percentage wise that I found her detachment
quite remarkable. ‘

Sincerely,

Eve Malo
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APPENDIX B

SCREENER QUESTIONNAIRE

Hello, my name is Julie Bullard and I am a doctorate gstudent
who is conducting research on ADHD. I am also a parent of
ADHD children. gave me your name and said that you
also have a child between the ages of six and twelve who has
ADHD. I am looking for parents that are willing to
participate in a two hour focus group or group interview
with three to five other parents to discuss the impact ADHD
"has upon your family. The interviews will be audiotaped
so that I can accurately portray the information that is
given. However, you and your child’s names as well as any
other identifying data will be kept confidential. This
information will be part of my dissertation and may be part
of future articles or presentations. I hope that this
information will benefit other families with ADHD children
and thHose professionals who work with ADHD families. Would
you be interested in participating in the focus group if you
met the research sample criteria and the date and tlme were
convenient for you? -

“A specific sample of ADHD parents will be chosen for this
research project. Those participating must meet the
following criteria.

1) Determination of ADHD by a physician, based upon -
information from a variety of sources including parent
and teacher ratings, interviews, neurological exam,
physical, child and family history.

2) An ADHD child between the ages of six and twelve.
3) The use of medication to mitigate the symptoms of
ADHD.

4) Diagnosis and treatment of the disorder with
medication for at least two years.

5) The absence of any major life change within the
family during the previous six months including death,
long term hospitalization, or divorce. .
6) Absence of obvious or known severe physical or
emotional disabilities in the child or parents.

~

Do you meet these criteria?

What day of the week and time of day would be most
convenient for you to meet?
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APPENDIX C
INTERVIEW TOPICS, SAMPLE QﬁESTIONS, AND PROBES.
Parental view of the cnild
Tell me about your child.

Probes
Child’'s strengths
Areas of difficulty
Child’'s interests
Child’s behavior

Parental definition of ADHD

Assume I had never heard of ADHD, how would you
describe it to me?

Probes
Rewards
Challenges

History of diagnosis and treatment

Describe the diagnosis of your child
events that led up to your decision to have your
child diagnosed
diagnostic procedures
age ot child when diagnosed
your feeling about diagnosis
Chlld s feeling about diagnosis

Describe the treatment or treatments that were, chosen.
effect of ‘the treatment
changes since treatment
your feelings about treatment
your child’s feelings about treatment

Influence of ADHD on relationships and organization in the
family :

Describe a typical. day with your ADHD child.
mealtime )
bedtime
going. shopplng
on the phone
visitors to the home
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Describe what impact ADHD has upon the child’s
relationships with others in the family.
siblings
parents
extended family
What has been your experience with schools?

Describe the impact that ADHD has upon your
relationship with other people.

spouse

neighbors

extended family

other children in the family

Describe the impact of ADHD on the way that you parent
your child.

discipline

rules

supervision

Describe the impact of ADHD on household routines.

Have your goals changed as a result of ADHD° How?
child
self
family

How has ADHD personally impacted you?
beliefs about parenting
self concept
stress

Describe a time that you felt stressed in relation to
parenting your ADHD child.
How experienced the stress
physical, thoughts, feelings
is this the typical way that you experience stress
1ndlcators that you are stressed

If you were to rate your stress level on a scale of 1-
10 with 10 being the most stressful, how would you rate
your current level of stress°

Coping strategies employed by the family

Describé what you do to cope with the stresé relating
to the behavior of your ADHD child.

adaptations
stress reducers
support groups/counseling

5
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On a scale'of 1 - 10 with 10 being the highest level,
how well do you feel you.are currently coping with the
stress in having an ADHD child? ,

Influence of others on the parent’s ablllty to cope
with ADHD .

Describe ways in which others have helped you cope
with having a child who has ADHD.

schools and teachers
friends

family

support groups.
neighbors

doctors | :
counselors,  therapists

what have others done which prevented you from
coping as effectively as p0551ble with a child who

has ADHD?

schools and teachers
friends
family
support. groups
neighbors

- doctors" ,
counselors, therapists

If you had a maglc wand and could create a world which
would be perfect in helplng you to cope with ADHD what
"would it be llke°

‘Is there any additional information you would like to add?
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APPENDIX D
INDIVIDUAL INTERVIEW CONSENT FORM

SUBJECT CONSENT .FORM FOR
PARTICIPATION IN HUMAN RESEARCH
MONTANA STATE UNIVERSITY

Parent Perceptions of Stress and Coping Strategies in
Dealing With Behaviors of an ADHD Child

You are being asked to participate in a study regarding the
impact of attention deficit hyperactivity disorder upon you
and your family. The information obtained will be used as
part of my doctoral research and may also be used in future
publications or presentations. I hope that this information
will benefit other families with ADHD children and those
professionals who work with ADHD families.

If you agree to participate you will be involved in a
minimum of three, one hour individual interviews and a one
and one half to two hour group interview. These will occur
over the next three months and will be arranged at a time
which is convenient to you. I am requesting permission to
audiotape the interviews so that I am sure that I accurately
portray the information you are giving. If you give
permission to tape you may at any time shut the tape off.
You may also terminate or end an interview at any time you
wish. In addition, you may decline to answer a specific
‘question or questions with which you feel uncomfortable.

All information you give me will be kept confidential with
the exception of currently occurring child abuse which my

professional code of ethics dictates I must report to the

proper authorities. The information you give me will also
be treated anonymously and your name or other identifying

data will not be used on any tapes, notes, transcripts, or
reports. ’ '

If in the process of answering questions, uncomfortable
feelings or memories surface or issues have been raised that
you would like to discuss with someone, you may wish to
contact a counselor. While I can provide you with a'list of
counselors, I will be unable to pay for their services.

Do you have any questions? Additional questions about the
rights of human subjects can also be answered by the
Chairman of the Human Subjects Committee, Stephen
Guggenheim, (406) 994-4411. '




257

AUTHORIZATION: I have read the above and understand the
inconvenience of this study.

I, agree to participate in
this research. I understand that I may later refuse to
participate, and that I may withdraw from the study at any
time. I have received a copy of this consent form for my
own records.

Signed

Participant

Investigator

Date
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APPENDIX E
FOCUS GROUP QUESTIONS AﬁD PROBES
Describe your experience in pafenting a child who has ADHD.
Prdbes

impact on relationships

feelings generated by parenting an ADHD child
daily activities and routlnes

discipline

What are the technlques you have found most successful in
coping with ADHD?

Probes

stress reducers
adaptation
treatments

How have others helped you or hlndered you in parentlng your
.ADHD child?

Probes

physicians

schools and teachers
counselors

support groups

family members
friends and neighbors
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APPENDIX F

FOCUS GROUP CONSENT FORM

SUBJECT CONSENT FORM FOR
PARTICIPATION IN HUMAN RESEARCH
MONTANA STATE UNIVERSITY

Parent Perceptions of Stress and Coping Strategies in
Dealing With Behaviors of an ADHD Child

You are being asked to participate in a study regarding the
impact of attention deficit hyperactivity disorder upon you
and your -family. The information obtained will be used as °
part of my doctoral research and may also be used in future
publications or presentations. I hope that this information
will benefit other families with ADHD children and those
professionals who work with ADHD families.

If you agree to participate you will be involved in a one
and one half to two hour group interview. I am requesting
permission to audiotape the interviews so that I am sure
that I accurately portray the information you are giving.

If you give permission to tape you may at any time shut the
tape off. . You may also terminate or end an interview at any
time you wish. In addition, you may decline to answer a
specific question or questions with which you feel
uncomfortable.

All information you give me will be kept confidential with
the exception of currently occurring child abuse which my

professional code of ethics dictates I must report to the

proper authorities. The information you give me will also
be treated anonymously and your name or other identifying

data will not be used on any tapes, notes, transcripts, or
reports. .

If in the process of answering questions, uncomfortable
feelings or memories surface or issues have been raised that
you would like to discuss with.someone, you may wish to
contact a counselor. While I can provide you with a list of
counselors, I will be unable to pay for their services.

Do you have any questions? Additional questions about the
rights of human subjects can also be answered by the’
Chairman of the Human Subjects Committee, Stephen
Guggenheim, (406) 994-4411.
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AUTHORIZATION: I have read the above and understand the
inconvenience of this study. ;
I, . .agree to participate in
~ this research. I understand that I. may later refuse to

participate, and that I may withdraw from the study at any
time. I have received a copy of this consent form for my
own records. '

Signed

Participant

Investigator *

Date
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APPENDIX G

QUESTIONNAIRE
Name
Please circle one Married Single Divorced

Please complete for all members of the family.

age sex ethnic education occupation ADHD
background - yes or no

Are there any relatives other than those listed above who
have ADD or ADHD? If yes, please list how they are
related to the ADHD child. "

Was the ADHD child
adopted?

When was your child diagnosed with ADHD?

Who diagnoéea your
" .child? i

Please list the treatments you are currently using?







