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CHAPTER ONE

THE SOCIAL REALITY OF HYPERACTIVITY

The woman, in her mid-thirties, seemed tired yet determined.
Though not eloquent, she had an ample store of colorful and
powerful phrases with which to relate her story, She spoke with
intensity, smoking cigarette after cigarette and displaying an
eagerness to tell us about her child and her life.

She told us her story, a freewheeling account which we came
to see as a dramatic prototype of the more spartan and Sanitized
accounts we would encounter in structured interviews during the
later part of the research. The words of this parent_provide a
better introduction to the issues and controversies of hyper-
activity than would a scholarly, dispassionate preamble.

Her acco-nt began with an answer to a question about the
origin of her concern about her child:

Us: Now, when and in what way did you come to

the realization that there might be some sort of
problem?

Parent: Oh, about three months I would say....
...To start with he never slept more thag-two
hours--ever--from the time we brought him hole from
the hospital Rocking the floor with him would
temporarily pacify him but, as soon as you stopped
rocking, he would start.

He was getting more than enough food for his
size...he just didn't seem to want to take any more,
but he still did not sleep. And this was around the
clock. I mean, by the time he was six months old
he had never slept for more than two hours at any
given time.. Absolutely nothing held his interest for
more than five minutes maybe--maybe--and then you
really had to work at it you know.

Needless to say by the time he was _a year old
and I had not had more than two hours sleep myself
at any given time I was a basket case. I allowed
for colic; I allowed for_spoiled; I went through
the crying routine to let them cry it out--nothing
worked.

All the time I was questioning the doctor at
his monthly checkups. ...The frustrating part was
that I was given all this: "Well you had him late
in life and you have older children that's like
four adults in the house." "He's very spoiled,
you're just not firm enough, you're too nervous,
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you're making a mountain, you know. By the time
the kid was a year old I really thought that I was
a mental wreck and causing all this hassle.

So then I began to hear--I didn't read anything,
I had never heard of this before--but I began to
hear things about some kids are born this way, some
kids are this way, is a sickness of some sort and
you should ask your doctor about it.

Us: Do you remember where you hearri this?

_Parent: Well, like from friends. I have a'
girlfriendthat had a kid who was just all over
the house all the time. Morning, night and noon,
you know, and she got medicine for him. ...So any-
way, I began to ask the doctor about it and I was
constantly given this "There's nothing wrong with
the kid, it's you, you know," just constantly. Well,
by the time he was 18 months old I mean, you know,
when I did sleep I slept sitting up because then
I didn't sleep even as sound as, however sound
mothers sleep, which is not very, because I mean,
you know, with a foot and a half of snow if he got
up at two in the morning_and decided to go out and
check on the dog, he would.

He's very very bright...but he just--so this
went on and again I began questioning the doctor.
So I took him in for his two-year checkup. I got
hyper myself and I said: "I know there is some-
thing wrong I don't care what it is I just feel
I have to know so I can deal with it and towards it.
So he said "Well, you know, the kid's hyperactive
IA probably all that's wrong. There's nothing
really bad with him. It's mostly with you but if
you want me to give something I will."

I said "He picks up a toy and if he can run
with it he'll take it. If he can't, he'll leave it
and that's all he does is run. He screams for food.
put him in his chair. He won't eat. He screams

to be down. _The kid was two years old and weighed
22 pounds. He was a minute. So anyway he said:
"1 will give you a prescription." And I said:
"Well, what is it?" He said: "It wouldn't mean any-
thing to you." But he said give him a whole pill
as soon as you get the prescription. "You'll get it
this afternoon, won't you?" And I said yes. So I
got the prescription and I gave him the pill at
two, no it was about three. And by six, I thought
the kid was active before he got on the medicine,
you know, and he was just==he just tore--he didn't
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run anymore, he just tore arolmd the house.

But anyway, so at 6:30 I gave him his second
pill. Now this was a__5 milligram pill of Ritalin
so he had had about 10 milligrams in about 5 hours.
For the next 12 hours he did nothing but move his
hands, his feet, his arms and twitch his whole
body--and not talk anymore but just incoherently
mumble.

I called the doctor and he said well, it takes
a period of time to adjust to his new medicine.
And I said well, you know, what is this medicine?
"What is it doing to him? He's not calming down
if that's what it's supposed to do." "Well, it
takes a while for his system to adjust to it."
Well, this was about 3 o'clock in the morning and
I began_to think he was having some kind of a inter-
action to this medicine...So anyway he calf:red down
and I gave him a pill in the morning and I--it
just started all over again. So I didn't give him
a pill at noon and I called the doctor.

Well, I waited two days for him to call me back
so I did not bother to give him any medicine during
this time--which I told the doctor and he immediately
chewed me out for it "You mothers ask for pills
and then you don't follow through with the directions
and you wonder why you don't get results, you know."
I=...the on of a bitch, you know, that's what he
i8. I can't help it He's a pediatrician but hels
a son of a bitch. "We'll cut the pill in half and
give him that and see how it works."

So I did this for about two weeks. I did not
notice==I just did not notice a change. I didn't
notice any improvement whatsoever, and I just had
this awful feeling _I was harming him more than I was
helping himand I just was not having any communica-
tion with the doctor at all and I just did not know
where else to go and getting into a new doctor is
just unbelievable.

In the popular literature, the parent - particularly the
mother - of the hyperactive child is frequently perceived as
negatively as our respondent was by her first pediatrician.
T. A. Vonherhaar in his article, "Chaining Children with Chem=
icals" (1975) says:

Other studies concern the child's mother, who
for various reasons, may be_unable to cope with her
own problems and who may not have wanted a child in



the first place. She is unable to manage ordinary
infantile behaviors such as crying, soiling diapers,
and other typical demands on her. The resentment
and guilt may be perceived by the child, and he may
panic. His behavior becomes a symptom of the im-
maturity and anxiety of the adults around him. '-
The inadequacies of the parents and the teachers
are projected on the child, who pays the penalty
by being drugged into submission. (p. 17)

This parent does not deny the possible accuracy of her pe-
diatrician's and T. A. Vanderhaar's assessment. Rather, she is
concerned with the consequences of the condition being overlooked
because of disagreement about the causes.

Parent: I was totally unfamiliar with any kind
of drug. I just knew nothing about it, and I said:
"Well, -you know, if it is me, finel"_ But I said "I
don't feel it's fair to cheat the child and I feel
he's being cheated. He is not having a normal
childhood."

In her desperate attempt to find_a solution, she was both
willing to assign the blame to herself and to take any steps
necessary to deal with the consequences. Her unsatisfactory
experience with drug treatment led her to discontinue it and,
eventually, to renew her efforts to obtain help.

Us: What was it that stopped you in your deal-
ing with these [pediatricians]?

Parent: I dropped his medicine. Now that was
at two years or shortly after and I--I just struggled
through the next year, there's no other word for it.
Now, when I look back...it was extremely hard. It
was hard. That's all I did for the next year and
then I think it was approximately, I'll say_in
February. He must have been three or fairly close
to it. Dr. Marcus did a preventative medicine show
on channel 3 dealing with the hyperactive child and
...I had no idea who he was or that he was a prac-
tice or nothing...So, you know, and at this point
again I'm---helpl And I said, "I cannot do this
alone any more. I need help and so she [a friend]
said she knew the name of a woman in Kalamazoo
who could help me.

So I called Kalamazoo and I'm going on about
the problem and yes, they have a fantastic program
and so forth and lo and behold we get to the ageSi
they don't take care of little children_ They help
big people. So she gives me the name of another
woman. So I call her. Yes, they take care of



children, yes at that age, yes they help parents.
We go through this some more We get the mailing
address. Oh, oh, Kalamazoo county and Van Buren
county, I'm screwed again. So then they give me
the number of this mental health clinic. I call
there. Believe it or not it was still wrong.
That's the adult place. They give me the number
of the place which is six miles from my back door
that takes care of children. So I call there and
I explain it again. Yes they can help me, yes,
they decide from talking to me that I need and
David needs help immediately. They will call
me--this is I think on a Monday--and they will
call me by Friday. Needless to say I lived on my
phone.

Us: Were these calls all on :he same day?

Parent: Yes.

Us: One call after another?

Parent: Right. That is an experience in
itself.... So_ where did _I go? Okay, so they tell
me-,I watt_all_week. They do not call me. What
do I do? I called back. Well, they're very busy
and they have_a waiting liSt because they are in
the process of moving into this new building so
I proceed to beg, which is not my nature, but I'm
desperate. So they_have a staffing meeting on
Tuesday and they will present it then and present
the problem - -how desperately I. need help and maybe
someone will be wiIIing_to_take_on an additional
load to get me going. So I call on Wednesday.
"Please, didn't something happen last night?
Nothing. They have me on a waiting list. I will
be contacted definitely within two weeks. I said,
"I have a party line- if it's busy will you
keep trying?" "Yes." "Sometimes_I go to the
store but I'm not gone long. Will you try again?"
"Yes." A month later I still had not_been contac-
ted. I called again. They were totally unaware
of anything. You know--by now it's like the _

first of March I forget it, you know. "To hell
with you." "You sons of bitches talk but you
don't care."

So I thought about this doctor, you know, and
my neighbor had--I told her I had heard this--1
said, Boy, I wish I could find a doctor like that
She said: "He is a doctor." "He's a pediatrician
in Kalamazoo." And I said, "Oh; you're kidding,"
She gets her phone book out and she says; "See?"
I called, you know, "Can I get in? Please!" "Na;
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We take no new patients and we couldn't possibly give
you an appointment for four months." "Oh, I can't
wait that long. I am desperate. I don't know where
else to go. Pleasel" "Well, if you call your regular
doctor or your child's doctor and ask for a referral
its a very simple procedure. We will take him prob-
ably within a week or two," My mind has never been
able to accept how they adjust that or whatever, but
I was not going to question at this point so_I call.
They tell me, "Call your doctor, the nurse will
answer or the receptionist. Simply tell her you want
a referral. They will call you back with an appoint-
ment." So I call my doctor--David's doctor"
Dr. Skipper. The girl answered and Obviously they'd
never been requested--a referral has never been
requested because--it just blew her mind. And I
said, "Well, I understand this is a very simple
procedure. You just send them the general informa
tion." "You'll just have to talk to the doctor. I

wouldn't dare release anything to anyone without the

doctor's_ okay." You know, what is this shit, you
know? At this point I think they're crazier than I

am. They just don't know it So the doctor _comes
on the phone, unfortunately, Dr. Skipper. "Why do
you want to go to this other doctor? What's the
problem? I'm his doctor." "Yes I know it but I
want to find out--I think he may be hyperactive.
This doctor seems to deal with this. I'd like another
opinion." The doctor says, "I told you what was
wrong with the kid. Why can't you just accept that?"
And I said, "Dr. Skipper, please don't take it
personally,_I would simply like another doctor's
opinion." The doctor said "Well you can have the
damn thing then I'll get it out. I'll get it out
this afternoon."

I think it was the next morning Dr. Marcus's
office called me, and I think March 9th was probably
the day the world began for me, because that's the
day I came to Dr. Marcus. He walked into the office.
He took one look at the kid. He took one look at
my husband and I and he said, "I know just how you
feel. Most of the time you fight to keep him from
flushing himself down the damn toilet." And you sit
there and you think I can't believe somebody really
knows what's going on. He prescribed Ritalin and I
told him then. "You know, that is what he was
taking. I really don't want him to take that again."
"Well," he, said, "how much was he taking?" And I
proceeded to tell him and he said, "My god, a two
year oId, that's way too much medicine." Here the
kid was taking 15 milligrams at two and he's four
now and only takes ten.

4



As a result of this visit to the physician the child was
placed on a drug regimen at a lower dose level. The parent's
response to the physician was strongly positive. He provided
her with the first respite she had experienced in her two years
with her child.

At another point in the interview we focused her comments
on the present situation.

Us: What is he like at the present time in the

house? You described the way he was back then when
there was no medication, but how would you describe
his behavior at the present time?

Parent: I would say normal--campared to my
two other children. My two other children were
what_ I would term not hyper, but active children.

They got up at 7 in the morning and they played
all morning and washed their grubby little hands.
Up and play real hard until Suppertime and play
after supper and take a. nice warm bath and jump
into jammies and bedtime story and hugs_and kisses
and into bed. David is not quite like that. He
gets up in the morning...and the first thing he
does when his feet hits the floor is start to, you
won't say scream, but yell. "I want my breakfast.
I want my breakfaSt, hurry right now, right now."
And you take him right into the kitchen. You put
his breakfast right in front of him...as soon as
he has it he stops yelling. He proceeds to eat.
Some days te'11 have two or three bowls (of Rice
Krispies or Sugar Frosted Flakes) and when he's
finished, I mean finished--he's done, forget it,
and then he gets down. He may talk to you a few
minutes, he may wander around, he may play with
the dog.

Us: When does he take his medication?

Parent: Immediately. I mean, I put his
breakfast there and setting it down I'm putting
the pill in his mouth...(he) takes his half a
pill and that's it.

Us: How often would you say you forget the
afternoon pill?

Parent: I never forget it. I never forget
it. I could almost==.I could set the clock within
a half hour of just watching David.

In spite of her (eventually) positive experience_with medi-
cal help and medication, the respondent has misgivings about the

1.5
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use of the prescribed medication, Ritalin. Her quandary is that
the medication seems to be effective, no other good options have
appeared, but she knows that Ritalin is a psychoactive drug.
She feels that it may be a potentially dangerous or harmful drug.

Parent: I've had many qualms about Ritalin
because I've read things about it and again, I
guess all doctors are just human beings. Dr. Marcus
thinks_RitaIin is a lifesaver and thinks it's a
kind of wonder drug for hyper children. So when
you talk to him about getting_ addicted or some of
the drawbacks that you read about--I don't want to
screw up a decent relationship, you know, by bringing
in other things. I was that desperate for help.

Us: How concerned are you about the medication
he is taking?

Parent: Well, I resent that he has to take
medicine. I really resent that. I read things about
Ritalin; well just kind of, you know...1 can't
really say I've read anything about it but there
seems to be this Ritalin it's, you know, so terrible
and they always stick to this drug on this kid==
that's the kind of thing I've read you know, but I
can't say what I've read. Parents don't realize
that maybe the kid is caIm_now but he'll be a
basket case for the rest of his life, you know.
I've not read anything like that about Ritalin.
So although I'm apprehensive about it because it's
a drug, I think it's on the same order as what kids
use speed for, and so on, because they warned me
about it at the drugstore.

Us: What did the pharmacist tell you about it?

Parent: He told me I had a month's supply the
vay the doctor had prescribed it and to keep a close
check on it. "Do I have teenagers in the liaise?"
"Yes." "Do you just stick this medicine in your
cupboard?" "Yes." "Do you understand that this
is what teenagers use as speed and you are _

responsible for this as a drug?" "If they find
it in your cupboard and take it they can have their
trip. You won't have your medicine." I don't have
that problem. I never have had.

Comments such as the one from the pharmacist are joined with
other comments and reactions from relatives. These comments and
reactions, while in some instances well -intended, may exacerbate
the problem by generating feelings of inadequacy, guilt, and
hostility.



US: Do you get any criticisms from persons
that you are close to?

Parent: Yeah, my brother is a high school
counselor. ...He deals with all kinds of kids from
all ranges of finances; drug problems, beer problems,
he's really down on the fact that I have .David on
drugs. He brought me a few articles on vitamin
deficiency supposedly causing but until you can get
a doctor to look _into that angle of it, you know,
what can you do for yourself? My mother says, "Well,
I know you hear good and bad, but it is helping, he
is improving, so until something better comes along
this is a start." She's a very quiet, patient person
and she's very sickly and cannot help me and has had
rheumatoid arthritis from head to toe for 17 years.
On a good day, like yesterday afternoon, she said:
"You go to the store and leave David here." The
thing that amazes most people--amazes me at the same
time and gripes the living hell out of me is when
David's with my mother for that hour yesterday you
could not ask for a kid to be any damn better. He's
so good he stinks. I walk in the damn door and that
kid is all over the lights and the walls and the house
and "I want a drink, I want a candy bar..." You
know, Jesus Christ, you think you're gonna go crazy.
I mean, that's just how I feel. I can't help it.
Then, they stand there, you know, and say I don't
know what's the matter with him. They look at me like
I'm the green machine, you know, what the hell you
walk in the door and the kid turns blue, you know!
I have this really rotten influence on him is the
impression they give me and...1 think maybe, well
not so much lately, but for a while I had this
feeling that I oughta just pick up my keys and walk
the hell out of the door and leave him the whole
shittin' mess. Maybe after 24 goddam hours they'd
know what the hell I'm talking about.

The picture that emerges as this parent presents her life
experiences with her hyperactive child is not one of an uncaring,
irresponsible parent. Rather, we see a confused, anxious woman
who is confronted with a problem that she can not handle. She
has experienced the early childhood of her two other children but
David has presented a unique and complex problem. Even though
she considers stimulant medication as something of a miracle
drug, she is ambivalent about its use She does not embrace it
with enthusiasm. She expresses the wish that it need not be given
and she entertains thoughts that, in spite of the consequences
that she knows all too well, she might want to stop the medica-
tion.
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Discussions with parents of other hyperactive children pro-
vide a striking contrast to the articles in the mass_media, and
in some, more scholarly, literature. In -these articles parents,
teachers, and physicians are excoriated for their invention of a
"disease" (hyperactivity) and their use of shoddy "cures" for
it. The titles of these articles suggest their posture: "The
Myth of the Hyperactive Child;" "Towards a Nation of Sedated
Children," "Too Many Pupils are on Medicine;" "Controlling the
Mind Controllers," "Pills for Classroom Peace;" "A Slavish
Reliance on Drugs: Are We Pushers for Our Own Children?,"
"Classroom Pushers," "Chaining Children With Chemicals," "You
May Not Know It, But Your Schools Are Probably into the Poten-
tially Dangerous Business of Teaching with Drugs," "Drugging and
Se'br,^1Ing" (Bruck, 1976; Conrad, 1975; Charles, 1971; Clement;
Solursh & VanAtt, 1970; Hills, 1977; Hambrick, 1974a; Hambrick;
1974b; Divoky, 1973; Swazey, 1976; Offir, 1974; Murray, 1973;
Ladd, 1970;__Krach, 1966; Vondehaar, 1973; Vinnedge; 1971;
"Classroom Pushers," 1973; Witter, 1971; Whalen & Hanker; 1977;
Wells, 1973; Welsch, 1974; Weithorn & Ross, 1976).

- We do not dismiss all Of the concerns raised in this body
of literature. The abuses and dangers described by writers in
this literature deserve consideration. While the lurid muck-
racking-in some of the books and articles does not serve the
cause of reasoned analysis, danger of abuse or misuse of psycho-
pharmacological technology is not be dismissed lightly.

The medical literature is less vivid in tone and more ten-
tative in content than the popular literature. However, the
knowledge we might wish to have is not always available when
decisions are to be made. In the 43 years since Bradley (1937)
found that Benzedrine was beneficial in altering the hyperactive
behavior of children, there have been many researches addressing
the medical; neurophysiological, and psychopharmacological ques-
tions which surround the nature of hyperactivity and its treat-
ment through psychoactive medication and other treatment modali-
ties (Silver; 1971; Millichap, 1968; Sprague et al., 1970;
Conners & Eisenberg, 1963; Eisenberg, 1971; Kreger & Safer, 1974;
Sprague; 1977). Several excellent recent summaries of these
works exist: Interagency Collaborative Group on Hyperkinesis,
1975; Juliano, 1974; Arnold, 1976; Whalen & Henker, 1976; and
Whalen & Henker, 1980).

One of the persistent issues in the literature concerns
the definition and use of the terms "hyperkinesis," "hyperactivi-
ty," and the "hyperactive child syndrome." A considerable volume
of literature has developed in an attempt to define and describe
these terms. There has been extensive debate about the nature
and etiology of this condition (see Interagency Collaborative
Group on Hyperkinesis, 1975; Juliano; 1974; Arnold, 1976; Whalen
& Henker, 1976; Bosco & Robin; 1977; and Whalen & Henker, 1980,
for useful reviews and discussions). Not only have alternative
conceptions been proposed, but the same term has been used in
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different ways. Hyperkinesis, for example, is used by some to
indicate a complex of behaviors incIuding_overactivity, distract-
ability, impulsiveness, and perceptual malfunction. Others have
used the term in ways which suggest that hyperkinesis is
identical with overactivity. Because of this confusion, some in-
dividuals in the field have raised questions about the legitimacy
or utility of the terms "hyperkinesis" or the "hyperactive child -
syndrome." There is, however, substantial agreement among medical
authorities that, though the variety of terms reflect an im-
perfect understanding of the condition, the terms do refer to
a concrete medical entity.

Recently, DSM III, 1980, (Diagnostic and Statistical
Manual, published by the American Psychiatric Association)
provided a new diagnostic schema for hyperactivity. Under the
general group heading "Attention Deficit Disorders of Childhood,"
a category called "Attention Deficit Disorders with Hyperactivity"
is included One of the major changes in the new orientation to
diagnosis is the distinction between hyperactivity and conduct
problems. Children with anti-social or aggressive patterns are
not included in the DSM III Diagnostic category pertaining to
hyperactivity.

The medical literature (Gittelman-Klein, Spitzer & Cant-
well, 1978; Schuckit, et al., 1978; Oettinger, 1971; and Eisen-
berg, 1972) generally has stressed the need for careful diagnos-
tic procedures involving physical, neurological, and psycho-
logical factors (e.g., intelligence and achievement tests, visual
and auditory perception tests, motor coordination, laboratory
tests such as liver function, kidney function, and integrity of
blood-forming organs, tactile perception, and electroencephalo-
grams) .

Drug treatment is only one of a variety of possible treat-
ments for the hyperkinetic syndrome. The literature contains
information about-other possible approaches (Eisenberg, 1971;
Keogh, 1971; and Whalen & Henker, 1980. The decision to use a
stimulant drug to treat a hyperactive child requires the
physician to weigh the possible benefits of drug treatment against
possible risk. In determining risk and benefit, it is necessary
to assess the use of stimulant drug treatment relative to other
approaches.

Much of the controversy has centered on the use of medica-
tion for treating hyperactivity. An excellent scholarly review
of the questions involved in the use of stimulant medication
is to be found in a new volume by Whalen and Henker (1980). In
their lead article, they cite research findincs which are often
conflicting or inconclusive.

The essence of the concern for all of those who are in-
volved in the care of hyperactive children is the question:

19
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the use of the diagnostic term hyperactivity and its treatment
with stimulants harmful or beneficial? While some may feel
able to answer this question categorically, most recognize its
profound complexity. Further medical and pharmacological research
on the etiology and nature of the pathology and the efficiency
and toxicity of drugs also may be helpful in resolving some of
the issues.

There is, however, another set of important questions
which, though suggested in the medical and educational litera-
ture have just begun to be approached more directly (Knobel,
1962; Freeman, 1966; Epstein, 1968; Cauffman, Warburton &
Schultz, 1969; Arnold, 1971; Laufer, 19711_ Weiss, Winde,1Werry,
Douglas & Nemeth, 1971; Eisenberg, 1972; Harlin, 1972; Clennon
& Mason, 1974; Cole, 1975; Robin & Bosco, 1976L These ques-
tions focus directly upon the social_context_of hyperactivity
and its treatment for school-age children: What do teachers
perceive as their role relative to hyperactive children? Do
they push psychoactive medication by badgering parents? What
are the attitudes of parents and teachers about medication and
other treatment regimens for hyperactivity? What patterns of
relationship exist among physicians, teachers, and parents when a
child is diagnosed or identified as hyperactive? Does the con-
dition of hyperactivity and the way in _which_ it is treated affect
the way in which hyperactive children feel about themselves?
Questions such as these exemplify an area of inquiry just now
being approached.

The Interagency Collaborative Group oa Hyperkinesis (1975)
stated:

It would be difficult to overemphasize the im-
portance of the social environment in discussing the
etiology of behavior syndromes of children...Even
the social behavioral view of hyperkinetic behavior
is undoubtedly incomplete, some awareness of the
social factors is necessary in considering the
etiology and making treatment plans for the hyper-
kinetic child. (page 64)

Eisenberg (1971) underscored the importance of the social
context of the child in the treatment program:

Effective treatment no more than begins with
medication; remedial education and parent counseling
are essential if teacher and parent are to help the
child resume a normal development course. How
rapidly he will progress is a function of the
severity of his perceptual handicaps and family
problems on th2 one hand, and of the adequacy of
educational assistance and family therapy on the
other. (page 711)
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Loney (1975) noted that medication is demonstratively more
effective in reducing the symptoms of hyperactivity with "wen
managed" hyperactive boys. She indicates by this that the
family environment makes a difference in the success of medica-
tion. Thus, both the etiology and treatment of hyperactivity
seem to be bound with the social context. We have (Robin &
Bosco, 1976) argued that the broader cultural environment (i.e.,
the relationship among the larger social systems constituting the
child's context, particularly educational, medical, and familial)
provides a context which may be pervasive in its influence upon
the course of the child's condition and treatment.

As we approached the controversy surrounding hyperactivity,
therefore, it became clear to us that it would be useful to
examine the social context in which the individual experiences
of hyperactive children and their families occurred, and in which
the controversy about hyperactivity and its treatment is generated
and expressed. It appeared to us that the uncertainties about
etiology, diagnosis, and treatment were being transliterated into
statements of ideology, which in turn were then being reflscted in
the individual attitudes and behaviors of those involved and of
commentators upon the scene. Since the social variables were seen
as significant in the treatment of children who manifest the
hyperkinetic syndrome, and since the factors and the controversy
about the use of stimulant drugs seemed to entail social variables,
it seemed to us that there was a need to investigate these issues
within a framework which wauld be comprehensive enough to include
the social context _ and the individual experiences of hyperactive
children. The fundamental premise upon which proceeded as we
approached the research task, therefore, is that the use qf
stimulant drugs for the treatment of children who exhibit the
hyperkinetic syndrome is a social as well as a medical act. The
purpose of our investigation, therefore, was to provide an unae7=
standing about the social process, and the controversy about that
process of treating children with stimulant drugs for the symptoms
of_tne_hyperkinetic syndrome.

Oiir discussions with parents,°such as the one we_quoted at
the beginning of the chapter, tended to reduce our willingness to
take a doctrinaire stance. We have sought to understand the
World of the hyperactive child and the perspectives of those who
intersect with him in significant ways.

In the four years since we spoke with the first parent
quoted in this chapter we have examined several thousand question-
naires and over 600 interviews with parents, teachers and
physicians. The social reality of hyperactivity is clearer to
us now than it was then. In the pages that follow, we will
describe how we evolved concepts and processes to study the social
process, and what we now understand.
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CHAPTER TWO

EVOLVING AN APPROACH

In 1973 both principal investigators were administrators in
the Grand Rapids Public Schools - Western Michigan University
Center for Educational Studies. Our responsibility with the
Center involved the designation of areas for educational research
that could be pursued through the Center. In the early 70's, more
and more was being said and written about the abuses of medica-
tion in treatment of hyperactive children. We had heard and read
in newspapers, magazines and television about some of the con-
troversies concerning the use of medication. Our discussion with
Grand Rapids School System administrators led us to recognize the
need for a study to ascertain if the problems described elsewhere
were present in Grand Rapids.

We developed a study to investigate Grand Rapids teachers'
perspectives on the use of Ritalin for hyperactive children. A
mailed questionnaire was sent to a 20% sample of elementary school
teachers in the Grand Rapids Public School system. The question-
naire contained three sub-sections. The first section contained
questions concerning the teachers' views about the appropriate-
ness of using Ritalin for hyperactive children. The second sec-
tion dealt with teacher information about attitudes and knowledge
pertaining to Ritalin, and the third section concerned-the
teachers' perception of their professional role with regard to
the use of Ritalin.

We found a considerable volume of literature dealing with
efficacy and toxicity of drug treatment; we found a number of
papers presenting opinions about how physicians, teachers, and
others involved in treatment programs should function; there were
articles dealing withthe-evils-of the use of-medications_for
hyperactive children, but we could find no other research studies
wherein teachers' beliefs or behaviors were actually investigated.
This seemed to us to be an unfortunate oversight in the litera-
ture. Since so much of the controversy and problems with the use
of stimulant medication hinged on questions pertaining to the
ways in which teachers functioned, their interactions with parents
and physicians, we saw a need for empirical study of these
questions in the literature.

In our study (Robin & Bosco, 1973), we found that the at-
titude of teachers toward the use of Ritalin was cautiously
favorable. We found about one-third of the teachers felt that
RitaIin had resulted in major improvement in the lives of
hyperactive children, that about 40% felt Ritalin had limited
use and about 13% were critical of Ritalin (16% did not respond).
We also found that teachers did not have much, information about
the characteristics of the drug. On a series of simple, strait-
forward factual questions the modal response was "don't know."
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The most important finding for us was the extent of con-
fusion reflected by the teachers about the teacher's role in a
Ritalin regimen. The response to a series,of questions about
what teachers should do showed a pronounced lack of consensus.
We did not find as much pro-medication attitude among teachers
in our sample as the expose led us to expect. Also, we were
concerned about the lack of information at the teachers' command
and their uncerLainties about their professional behaviors.

These concerns led to a second, expanded study (Bosco &
Robin, 1976) which contained several aspects. One aspect was a
replication of our initial study. A second entailed an examina-
tion of prospective teachers' attitudes, beliefs, and teacher
role expectations with regard to hyperactive children. A third
part involved an analysis of instruction about hyperactivity and
its treatment in undergraduate teacher education classes. A
fourth section was content analysis of textbook materials about
hyperactivity and its treatment in relevant education courses.

These investigations told us several things. First, the
replication of the study of teachers in Grand Rapids (again done
with a 20% random sampling of elementary K-8 classroom teachers)
provided very similar findings to those of our first study.
There were no major differences between the results of the two
studies.

Further, we found that prospective teachers (education majors
at Western Michigan University) received little information about
Ritalin or the policy problems which accompany stimulant drug
usage. Our examination of attitudes toward Ritalin and role
expectations, spanning the years between freshman and sophomore
college class levels to 12 or more years of teaching experience,
showed us that there was generally a similar conception of role
over time. Experienced teachers held attitudes similar to the
less experienced teachers. There was, however, an increase in
positive attitude toward RitaIin use_for hyperactive children
between college years and the first few years of teaching.

We found that the information which was presented to pros-
pective teachers in education classes was generally unsystematic
and spontaneous. Information was likely to be the result of
questions presented to instructors.

Our content analysis of textbooks in education resulted in
no content to analyze. An examination of thirty-six education
courses with content closest to the problem of the hyperactive
child produced no relevant content. The textbooks simply did not
present information about hyperactivity.

These studies led to several major conclusions. The first
was that the issues we were exploring were serious and deserving
of careful, thorough and comprehensive investigations. While it
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seemed likely (although far from clear) that the hyperactive
children constituted a relatively small portion of the student
population in the school district, the welfare of these children
required better information about Problems of teachers and
others having the responsibility to care for them. Also, it
seemed that, although many of the issues in the controversy
reflected different philosophic and ideological viewpoints, some
of the contentions, which were grist for the polemic mill, were
matters which could be subjected to empirical examination. Why,
for example, was it necessary to speculate about the number of
children being diagnosed as hyperactive children when we could go
out and count the number? Why was it necessary to speculate
about the magnitude of the stereotyping or stigmatizing of
children when it would be possible to see how often and in what
ways such behaviors occurred?

We also recognized several limitations in the work we had
done. Our previous work had relied almost exclusively on ques-
tionnaires which limited the kinds and extent of information
we could obtain. We had only collected data from one key par-
ticipant in the process - teachers. We had asked teachers about
their interactions with parents and physicians. They had reported
the situation as they perceived it (very limited contact). Yet,
we came to realize it would be necessary to get information from
the other key participants themselves rather than to merely use
the reports of teachers as the basis for understanding the situa-
tion. We had not involved the most important key participant in
our research: the child. While everyone spoke about the child,
no one spoke to him. Our studies had been confined to one
stimulant drug: Ritalin. We had done this because it seemed
to us that Ritalin was the most familiar and most recognizable
aspect of the problem. We did not want to confuse our respondents
by refering to psychoactive or stimulant drugs. However, we
were not concerned with a particular product but rather a kind of
treatment and thus-werealized-that our previous studies which
had focused on Ritalin needed to be expanded.

There was one additional, even more fundamental, limitation.
This was the limitation of our perspective. Our first studies
were conceived of as social research on the repercussions of
a medical act - the diagnosis and treatment of hyperactivity. As
-we examined our data and learned more about hyperactivity and
its treatment, we realized the usefulness of considering it as a
social act. An analysis of the problems connected with diagnosis
and treatment shows that many of them entail the ways persons
function and interact. This is evident as we consider some of the
contentions about the problem:

1. Normal behavior is defined by parents and teachers as
pathological.

t. 9 ;4
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2. Physicians do not diagnose properly. They fail to
analyze the situation adequately.

3 Teachers and physicians fail -to communicate when
diagnoses have been made; information about the child's
behavior in school enters into consideration in a vague
and incomplete manner.

4; The persons who have diverse but important information -

about the success of treatment do not interact cohesively.

5; Medication is used because more useful but complicated
approaches are avoided;

6. Children who are treated with medication are subject to
stigmatization and stereotyping.

Teachers are overly assertive in suggesting medication.

Parents feel guilty about the behavior, of their child
and this guilt compounds the problem.

Inspection of these programs shows that the determination of
the validity of these statements and an explanation of why they
are so (if they are so) requires more than is provided by medical
or pharmacological information. The recognition of a need for
treatment and the assessment of the success of treatment often in-
volves teachers. As a dependent, not completely responsible mem-
ber of society, the child's status as a patient is mediated by
his parents. The child is not the ultimate decision maker; he
cannot seek, accept, or reject medical treatment. The relation-
ships of the child to his parents and to the family are important
factors in the treatment of hyperactivity. The prescription
of medication falls within the realm of physicians; the decision
to solicit medical treatment and use prescribed medication lies
with the parents. Therefore, since we are dealing with children
for whom the treatment of hyperactivity is frequently school-
connected, the prescription and use of stimulant drugs is a social
act involving at the very least parents, teachers, and physicians.

While there are alternative ways to explain the functioning
of these three critical participants, as we thought about our
preliminary studies and the tnformation in the literature it
seemed to us that social systems theory provides a substantial
basis for analysis. By using social systems theory we have a way
of analyzing and understanding the behaviors of these persons in
terms of their functions within their social settings. When we
thought about the problems, we tended to see the transaction and
interaction as doctor with parent not as Dr. Schwartz with
Mrs. Smith.
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What was required was an understanding of how the people who
make and implement the important decisions relative to these
questions about hyperactivity function and interact. We saw the
need for an approach that was not confined to the medical domain
but included it in a broader social perspective which needed to
be articulated and elaborated as a basis for empirical research
and policy for the treatment of hyperactivity.

When we focus on parent, teacher, and physician functioning
in their social systems, we are using an orientation for which
the construct of role is quite useful. In the role literature,
alternative conceptions of role have been formulated. Role has
been used prescriptively, descriptively, and evaluatively in
relation to the behaviors of individuals (Gross, 1957; Biddle
& Thomas, 1966;_ Parsons, 1942; Robin, 1964; and Jackson, 1972).
As Biddle and Thomas indicate, however, role has most typically
been used by role theorists to mean the set of prescriptions which
defines a person's behavior. While norms do not predict actual
behaviors with certainty, norms, or expected behaviors, consti-
tute a most important social phenomenon. While individuals in
a social system can--and do--function non-normatively, norms
provide the essential structuring of regular, predictable patterns
of behavior on the part of persons in the systems. Sets of norms
comprise roles. The usefulness of role as an explanation construct
is expanded when it is tied to e social systems theory:

The treatment of chi. ren with stimulant drugs involves the
medical, educational, an amiIiaI social systems. Social sys-
tems is a construct which is used to provide a unifying structure
to social elements which are functionally related. These elements
are bound together in a specific fashion which, as described by
Williams (1960), has a "...definite arrangement of parts having
boundaries, unity or cohesion, resistance to external forces and
enduring through time.." The orientation to social systems in
this discussion is strongly influenced byKuhn (1974) and Monane
(1967). Kuhn's and Monane's works are elaborations -on- earlier
theoretical positions articulated by Parsons (1951, 1961), Romans
(1950, 1961) and Loomis & Loomis (1961).

As discussed by Monane, social systems are characterized by
cultures or ethos. Specialized knowledge in some areas, the
absence of knowledge in others, and particular beliefs and at-
titudes are found on the part of those socialized to the roles in
social systems. The cultural content of social systems varies
with the function of the social systems. Persons occupying
positions in one social system may have knowledge which persons in
another system do not have. Persons in one system may have
attitudes and beliefs that differ systematically from those in
other systems, or they may have attitudes and beliefs about mat-
ters unknown to those in other systems.

26
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Social Systems Structure and Functioning

The medical, familial, and educational systems have quite
different structures_ The structures differ with regard to
process and goals. The medical system is marked by an interaction
with children which is of_short duration (time per interaction)
but of long continuity. The system exercises relatively great
control over ehildren. Its goals, the prevention and cure of _

illness, are clear and constitute relatively precise criteria-for
appropriate behavior differentiated and steep (great social dis-
tance between members of the system). The educational system
has interaction with the child of long duration but of short
continuity for any given individual within the system. This
system has limited and highly prescribed control over the child.
Its goals, education and selective socialization of the young,
are more ambiguous than those of the medical system. This system
has a high differentiation (though less than the medical system)
and moderate steepness. The familial system has interaction with
the child of longest duration and continuity. This system has
greatest (of the three systems) control over the child. Its goals
in regard to the child are multiple, vague, and sometimes con-
flicting. The social structure has some differentiation but
relatively little steepness.

The structure of each social system influences its members'
perceptions of the child. Since the structures of the three
systems are quite different, the definition of the child and
his problem varies from system to system. Thus, in one sense,
members of each system see a different child with a different
problem. Since the three systems are quite different, the
definition of the illness and the technology used to treat it
vary from system to system.

Effective diagnosis and treatment require that members of
a particular social system modify existing roles or develop new
roles in order to relate to members of other social systems.
Thus, the teacher may need to work with the physician as an
important participant in the evaluation and assessment of the
medical treatment. These roles which entail complimentary be-
haviors on the part of members of different social societies
are called "reciprocal roles." Reciprocal: roles are roles in
which the expectation for behavior interface with parallel roles
in another social system. The reciprocal roles comprise the
"glue" that bind social systems together to accomplish tasks
not confined to a single social system and requiring the articula-
tion of more than one social system. If the social structures
are markedly_different, the development of these reciprocal
roles is difficult and the probability of systems interaction
decreases

2'
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The roles within a system reflect the structure, func-
tioning, and goals of that system. The greater the dissimilarity
of social systems; the greater the differences in the norms that
comprise the roles that must be reciprocal in order for the
social systems to articulate. Put less arcanely; there must be
some similarity in the things people expect to do, in the things
they do and in their general nerspective before they can be
expected to act jointly in a complicated task. If their social
systems are quite different the systematic convergence of
behaviors is quite unlikely. If the social systems are quite
different the creation of reciprocal roles may be impossible.

In order to achieve intersystem articulation for tasks for
which no reciprocal roles now exist, existing roles must be
modified or new roles created. Systems, however, are not alike
in their propensity to invent or modify roles. The ability to
develop intersystem articulation by creating reciprocal roles
is governed by the least responsive system.

We have already noted that the internal structures of the
systems involved in stimulant drug treatment are different.
Therefore, the lack of interaction is predictable and the develop-
ment of interaction is problematic. It is relatively easy for
journal authors to view the treatment of individuals with
stimulant medication in a holistic, nonparochial manner, but for
a system member such a perspective is considerably more difficult
to achieve. Even though the diagnosis and treatment may be con-
sidered to transcend the functions of any one system, it is
viewed by system members from the perspective of the goals and
the nature of their system. Therefore, the child's problem is
segmented. Frequently, this segment, as defined by a single
social system, comes to be redefined as the totality by the
members of that system. The popular notion of a team approach,
for example, in the treatment of hyperactivity implies a shared
or common goal. Yet, for the child who is being treated for
hyperactivity, there may be three somewhat different goals. In
the medical system the task of treating the hyperactive child
is viewed from the rarspective of the goal of the prevention and
cure of illness. In the educational system, this task is viewed
from the perspective of the education and socialization of the
young. This drug technology, therefore, is viewed from very
different perspectives and comes to mean something different to
the members of each social system although objectively it is
the same technology impacting upon each of the social systems.

In order to use a technology such as stimulant medication
which requires the collaboration of more than one social system,
a series of social inventions may be required. These social
inventions are the reciprocal roles which should be crafted
so that the behaviors expected are simultaneously appropriate for
the social system in which the role resides, coherent with regard
to the other social system(s) with which it is reciprocal, and
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relevant in content to the task at hand. This is not easy to
achieve with decidedly different social systems. There are,
in addition, some systematic barriers to social system articula-
tion.

The Permeability of System Boundaries

Social systems, by definition, are bounded. The boundaries
of systems mark which persons, communications, and cultural items
such as norms and technology are internal and which are external.
Boundaries are inhibitors of system contact and change. The
permeability of boundaries or openness of the systems which deal
with hyperactive children are markedly different. The medical
social system is comprised of highly credentialed individuals and
those seeking medical help. Patterns of communication are highly
prescribed and communications from outside the system do not find
ready admission and acceptance. It is a strongly bounded system.
The educational system is less strongly bounded. Entrance as
a professional is less donanding. The family is the most open
system. Membership for most is automatic atbirth and the vast
majority of adults marry. Communication and other cultural
elements find relatively ready admittance. The variation in
openness is directly related to the ability and proclivity of
systems to develop roles which are reciprocal to roles in other
systems, Moreover, the openness of systems affects the
flexibility of role relationships in accomodating contact with
other systems so that interaction is also affected. For treat-
ment of hyperactivity, permeability of the medical system is
difficult, frustrating, and controversy-producing for members of
the other systems. The educational system presents a similar,
if less acute, problem.

While it is widely asserted that social system interaction
is requisite to effective application of stimulant technology,
our analysis leads us to recognize that the interaction of
systems is likely to be imperfect at best. In order for inter-
action to occur, change in social systems is required.

The multiple system membership of hyperactive children,
the educational bases of _stimulant _drug_ prescription and the
overall responsibility of parents for their children's health and
education indicate that stimulant drug treatment_is a social
process shared by the medical, educational, and familial social
systems. This implies the need for social systems interaction.
Some interaction of systems almost always exists in the case of
children on stimulant drugs. Parents are called to school or
receive reports on the educational progress of their children.
Parents take their children to physicians who are empowered
to prescribe medication. But this does not constitute the
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coherent articulation of social systems required for an effective
application of stimulant drug technology.

As the number of systems that are directly involved with
the application of a technology increases, the problems in
applying the technology also increase_. As a corollary to this,
successful application of this technology is limited by the
most resistant system_ The requirement for system collaboration
for the application.of technology imposes changes which -go beyond
those which stem directly from the technology. Thus, if we are
to speculate about the future of psychopharmacological technology,
we must recognize that it requires both changes within several
social systems and changes in the relationships of systems one
to another.

Failure to respond to the social system change domands of
the technology does not necessarily result in a complete
rejection of the technology. In a partial and imperfect ap-
plication of the technology, the potential of the technology
might not be realized. The possibilities of controversy in-
crease. Consequently, it is difficult to know whether problems
with the technology stem from the technical quality of the.tech-
nology or its imperfect application in a social system. There is
good evidence that this has been the case in the prescription of
stimulants for hyperactive children (Robin & Bosco, 1973; Bosco
& Robin, 1976, and Robin & Bosco, 1977).

Beliefs as Context

One of the important factors in the coherence of the hyper
active child's world is the convergence and similarity of beliefs
about his condition and treatment held by the adults who control
his life. Monane's observation that social systems have unique
cultures or ethos, combined with our analyses of the differences
among the medical, educational, and familial social system and
the general resistence of social systems to change and develop
reciprocal roles leads us to question whether the beliefs among
parents, teach'rs, and doctors will not be quite different. When
a set_ of beli 3 is confined to a single system, such as surgical
techniques, then shared beliefs predominate and disagreements
are found primarily on the cutting edge of knowledge and beliefs.
Even then their resolution is advanced by common domain assump-
tions.

The nature of the discourse about stimulant technology,
however, ranges over all the questions of efficacy, need, and
morality. Is it effective? Is it needed? Is it ethical? The
locus of action for the technology is not confined to a single
social system, the medical system, but involves other systems
for its application. The implementing systems, with regard to
the use of stimulants for the treatment of hyperactive children,
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are the familial, medical, and educational systems. No one of
these systems can determine the way in which or the extent to
which this technology will be applied. If the technology requires
the active participation of the members of several systems for
full application, then the extent of divergence of beliefs among
members of these systems becomes important.

Research Questions

The concepts of social system which we have presented in the
section above served to focus our investigation of the diagnosis
and treatment of hyperactive children. The salience of beliefs
and attitudes and the important formulation of roles in the es-
tablishment of coherence among the three critical social systems
leads to the following three questions:

1. What are the beliefs and attitudes of physicians,
teachers, and parents concerning the hyperactive children?

2. How do teachers, parents; and physicians conceive of
their roles of others relative to the hyperactive chil=
dren in their care?

3. What are the modes of social systems interaction with
regard to the treatment of hyperactive children?

In addition to these questions, there were three other ques=
tions we sought to answer:

1. What is the prevalence of diagnosed hyperactivity and
the treatments for it?

Estimates for the number of children treated with stimulant
drags vary widely (Bosco & Robin, 1980). There is perhaps even
less certainty about the number of children currently diagnosed
as manifesting the hyperactive child syndrome. One logical and
highly functional basis on which to begin constructing reliable
estimates of prevalence of diagnosed hyperactivity and the ap=
proaches to treatment is by using the school system or district
as the unit of analySiS. One of the specific aims of this
research was to provide detailed descriptive information con-
cerning the proportion of the student population diagnosed as
hyperactive, the distribution of diagnosed hyperactivity by
variables such as sex, social class levels and age. Additionally,
data were gathered to indicate other characteristics of the
diagnosed children, such as SES and age of hyperactive children
receiving no treatment, treatment with various stimulant drugs,
other drug treatments, and other non=drug treatments such as
operant conditioning, nutrition therapy, mega-vitamin_ therapy,
counseling, etc. These data provide a demographic baseline
against which other findings of this research can be compared.
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The information about the prevalence of children treated with
stimulant drugs can be used in order to extrapol findings from
other segments of the research. If, for example, J_L_ is learned
that a particular outcome occurs with x number of children in
the sample, the information about the prevalence of comparable
children in the populatibn (children in the Grand Rapids School
System) can be used in order to determine the number of children
in the total population who might be similarly affected.

2. What are the events and firecedures for the diagnoses and
treatment of hyperactive children?

The "natural history" of stimulant drtigs treatment is un=
known. It is also the basis of controversy. Medical personnel
have accused teachers of "prescribing." Teachers have decried
the uncritical prescribing of stimulant drugs for their students.
Physicians and teachers have noted that parents, on the basis cf
casual information, have pushed for the prescription of stimulants
or have resisted or subverted the regimen. As a_ matter nf fact,
however, the truth of the allegations, or their frequency are not
addressed empirically in the literature. The lack of clarity
about the events and procedures of diagnoses and treatment is
grounded in the three system nature of the process. Evidence of
difficulty in social system articulation may be seen in the
differing prescriptions of how children are diagnosed and treated
as perceived by parents, teachers and physicians.

3. How do hyperactive children perceive the experience
being diagnosed and treated?

At pretent, there is little information from the child's
perspective about treatment with stimulant drugs._ This question
is salient to the treatment process for two reasons. First, the
child is the object of the treatment. Even though the cause of
hyperactivity is usually assumed to be physiological, the child's
expectations about his ability to modify his behaviors may well
influence the probability of such behavior modification occurring.
Second, the child is the only common member of all three systems.
As such, the child may be subject to stereotyping, stigmatizing,
and a variety of responses from all three systems. The child
may suffer the double burden of being viewed as "different" be-
cause of the behavior associated with the hyperkinetic syndrome
and because of the stimulant drug treatment intended as a remedy.

Since the child is a member of three systems, and consti-
tutes an irreducible point of contact, he may be in a position to
influence (particularly the older child) the initiation, monitor-
ing, and termination processes. The extent and nature of the
child's knowledge is important to these processes. Ultimately
the consequences of effective or faulty functioning and ihterac-
tIon of the parents, teachers, and pnysicians impinge on the
treated child. To neglect to obtain the perspective of the child
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would constitute_a major gap in our understanding of the social
context of the disorder and its treatment.



^HAPTER THREE

METHODS

ThP General DPsign of rhp Study

The research was conducted in the Grand Rapids, Michigan
Public School system. Grand Rapids is the second largest city
in Michigan and has a population of 200;000. At the time the
data were gathered the public school system was comprised of 50
elementary schools, nine junior high/middle schools, and four
high schools. It had a student population of 30,550 and employed
a professional staff of 1,850.

In order to gather our data, it was necessary to develop a
process for locating children who had been diagnosed by physicians
as hyperactive. Once'located, these children could be used as the
basis to identify the teachers, parents, and physicians, each
keyed to a particular hyperactive child. An Important byproduct
of this process was an estimate of the prevalence of diagnosed
hyperactivity in the public school system and the frequency of use
of alternative approaches.

In considering the hyperactive child's environment, it
seemed useful to classify subjects into three distinct treatment
phases: the initiation phase, which included hyperactive children
who had recently been placed upon a medication regimen - all
children who had been diagnosed during the 1976-1977 school year
were considered as being in the initiation phase; the monitoring
phase, which included children whose treatment predated the 1976-
1977 school year and who were still being treated; and, the
termination phase, which included hyperactive children who were
no longer being treated with stimulants.

As we began collecting data, we established a fourth
category. "type two termination" was comprised of children whose
medication had been terminated for more than two years prior
to the beginning of the 1977-1977 school year. These type two
terminations were so designated because the data would need to be
collected from that teacher in whose class the student was at the
time of initiation. The type two termination subjects presented
the double problem of retrospective data and the difficulty of',
determining and finding the appropriate teacher. Consequently,
we did not interview teachers of type two termination subjects.

The major advantage that we perceived in designating the
sample in phases was that this approach would enable us to
minimize the necessity for retrospection on the part of subjects.
We recognized that many of the, questions we would be asking
during the interview required fairly detailed information about
what happened, when; by whom. By employing an approach which
minimized the time lag between the events being recalled and the
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interview, we hoped to insure the quality of the information.
Also, divining the interviews into phases enabled us to reduce
the amount of _time required for each interview by asking the
respondent only those questions relevant to the appropriate phase.

When we began to draw the samples for the interviewing and
noted the distribution among ti-e phases, we had second thoughts
about the desirability of the phase approach. (see Chapter 4)

-In retrospect, we should have reduced the number of questions,
selected among the questions we used in each phase, and gathered
data about the total process from each subject interviewed.

In our sample of hyperactive children we found fewer children
in the initiation phase and the monitoring phase than had been
anticipated or desired. This led us to develop a second sample of
hyperactive children from whom data, particularly of the initia-
tion and monitoring phases, could be gathered. Accordingly, a
sample of diagnosed hyperactive children from Kalamazoo, Michigan;
was_obtained from the "Live Y'ers" program begun in the summer_of
1977. The program was intended to develoD behavioral control for
for the children and was sponsored by Bronson Hospital, Kalamazoo,
Michigan, and the Kalamazoo, Michigan, YMCA. Children admitted
to this program were volunteered by their parents and were
screened by_the professional staff of the program; all were taking
medication for hyperactivity. The children and their parents
enrolled in this program were intereviewed with an instrument that
combined the characteristics of the mailed questionnaire sent to
the Grand Rapids sample and the initiation and monitoring phases
of the interview schedule used for the Grand Rapids sample.

Developing Instruments_

We began our research by conducting a set of unstructured
interviews with parents of hyperactive children. We developed a
series of open-ended questions which dealt with the range of
issues and problems that we intend to examine. (See Appendix A
for the open-ended interview schedule.) We conducted four inter-
views of approximately two hours duration each We used these
interviews as one basis for generating items that could be used
in the various subsections of the interviews. These interviews
also gave us a sense of the appropriate language level. At the
same time, we began an extensive analysis of the literature as
a means of generating instruments and engaged in discussions with
medical and educational consultants. As a result of our inter-
views, our review of the literature, and our discussion with
consultants, the prototype instruments were developed. They
were reviewed by a panel of experts and following these consulta-
tions we revised the mail questionnaire and the interview
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schedules.*

In developing the instrumentation for the interviews, we
recognized the complexity of the issues that we were addressing.
We recognized the difficulty in interviewing teachers, parents,
and physicians with the same schedules. We saw the need to avoid
imposing a particular set of terms or frame of reference on those
whom we would be interviewing. Also, the questions had to be
understandable to the most naive parent or teacher and, at the
same time, not appear simpleminded to the most sophisticated
physician. We also recognized the need to isolate the central
critical issues and problems in this very diffuse and ill-formed
area

Another problem was a consequence of the need to develop
interview instruments which could be used by an interviewing
staff. Given the number of interviews that were required for
the conduct of the research, it was impossible for the principal
investigators to conduct all of them. It became necessary to_
develop questions which would capture the important and complex
issues involved in the social context of the hyperactive child's
life in a way which enabled use by persons whom we would train.

We will describe the instruments developed and used with our
case finding and prevalence stage and the five research-questions.
(Copies of all instruments used in the study are contained in
Appendix A.)

Prevalence.of Hyperactivity and Development of a Sample of
Hyperactive Children.

Two instruments provided data for this stage of the research:
a parent questionnaire and a teacher questionnaire.

Parent Questionnaire: This questionnaire was designed to be sent
to parents and was constructed so that it would refer to a speci-
fic, designated child. The first section of the questionnaire
elicited information about the general demographic characteristics
of the family, namely, the ages and sex of children in the family;
the ages of the parents -and occupations of parents. The remainder
of the questionnaire referred to a particular child. Since many
families in our sample had more than one child attending the
sample schools (or other Grand. Rapids Schools), we had to find a

*These consultants were: Dr. Mitchell Baiter, Chief, Special_

Studies Section,_Nationai Institute of Mental Health; Dr. Ronald
Lipman, Chief, Clinical Studies Section; National Institute of
Mental Health; Dr. Keith Connors, Professor of Psychiatry and Di-
rector of Research, Children's Hospital; Washington; D.C.; Dr.
Donald Waterman, St. Mary's Hospital; Grand RaDids, Michigan; and,
Dr. Edward Birch, Assistant Superintendent for Special Education;
Grand Rapids Public School System.

2p
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way to orient the respondent to the child in question. We did
this by placing a computer-produced name label for each child in
the sample on the questionnaire with the instruction that the
questions asked ali pertained to that child.

The most difficult problem faced in designing this question-
naire was that multiple terms are used as diagnostic terms for
children who comprised our sample. Also, we wanted to sort out
children whose diagnosis as hyperactive had been made by a
psychologist, social worker, or the like, rather than by a physi-
cian.

We used a three-tiered approach. The first question asked
was open-ended: "Has your child had a medical diagnosis of a
learning or behavior problem?" If the response was yes, we asked
the parent to indicate what the diagnosis was and who had made
it. The following question was closed-ended and listed eleven
of the terms which are used synonymously by some as diagnostic
terms for the hyperactive child syndrome. The questionnaire
was designed so that the respondent had to turn the page to en-
counter it, after responding to the prior open-ended question about
diagnosis. The third tier consisted of a request for the parent
to look at the label of the child's medication and indicate the
name of the medication. By examining these three questions in
juxtaposition we were able to derive information (which could
be internally validated) for the purpose of weeding out children
who either had not been medically diagnosed or had been medically
diagnosed for some condition other than hyperactivity.

The second section of the questionnaire consisted of a list
of the common treatments for the hyperactive child syndrome. It
asked parents to indicate which treatments had been used and when
they had been started and ended.

The third section of the questionnaire consisted of the
"Conners Parent Short Form." This is a frequently used screening
instrument used to determine if the child's behavior is perceived
by the parent as non-normative on ten of the symptoms associated
with hyperactivity.

This instrument was used to gather information for measuring
prevalence and was also employed to locate the sample of hyperac-
tive children who would be used in addressing the other research
questions.

Teacher Questionnaire: The teacher questionnaire was designed
to elicit data from the teacher for cross-validation of the pre-
valence information we received from parents. The teacher ques=
tionnaire paralleled the Parent questionnaire except that ethical
concerns constrained us from requesting information from the
teacher which would have identified children by name. The
teachers were first asked to indicate how many children they be-
lived exhibited the symptoms of the hyperkinetic or hyperactive
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child behavior pattern, and how many children in their classes had
been diagnosed by a physician with any of the eleven diagnostic
terms that we had used in the parent questionnaire. This juxta=
position allowed the teacher to exercise her own judgment as to
the presence or absence of hyperactivity as distinct from her
knowledge of the physician's diagnosis. _We were concerned that
the teacher not confound her knowledge of the diagnosis with her
knowledge of the children and provide us, thereby, with separate
information about each.

The second part of the questionnaire dealt with the treat
cent of children. Again, it paialleled the parent questionnaire
but used the class as the unit rather than being child specific.
we asked the teacher to tell us the number of children in her
class being treated with mega-vitamin therapy, counseling, special
diet, remedial instruction, behavior modification, psychiatric
treatment or medication for behavioral or learning problems. We
were aware that these treatments could well be used for hyperac-
tive children but the number of children specified would not be
confined to hyperactive children.

Events and Procedures _for the Dtagnosts_and Treatment of
Hyperactive Children.

To investigate this question instruments were developed to
provide a description of the sequence of events and the behaviors
of parents, teachers, and physicians who were associated with the
diagnosis and treatment of children. We developed nine instru-
ments - one for each combination of sample and phase of child's
treatment (parent tnitiation, parent monitoring, parent termina-
tion, teacher initiation, teacher monitoring, teacher termination,
physician initiation, physician monitoring, physician termination).
We developed two additional instruments. One was for children_
who had been diagnosed but were untreated, and the other for the
Kalamazoo parents (the Kalamazoo interview combined the initia-
tion and monitoring phases).

The interviews were constructed to have probes to follow
certain lead questions. For example,_when tnquiring about the
kinds of adjunctive therapies that were used in addition to
medication treatment, if the respondent indicated that some ad-
junctive therapy was used, the instrument provided a series of
Specific adjunctive therapies for the respondent to specify.

The instruments that were used for parents, teachers, and
phybicians in the initiation phase contained the following sec-
tions: problem recognition and response, diagnosis, medication
treatment and adjunctive therapy, attitudinal contexts, and psycho-
logical and social support. The monitoring instruments contained
one section on monitoring, a section on social and psychological
context, attitudinal context, adjunctive therapy,_and medica-
tion treatment. The interview schedule for termination contained
a section on termination, social and Psychological context, at-
titudinal context, adjunctive therapy, and medical treatment.
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The interview schedules for parents, teachers and physicians,
while tailored to their own unique possibilities for participation
in the child's regimen, remained as parallel in form and content_
as possible. The instruments for untreated children consisted of
sections on attitudinal context, social and psychological support.

The Beliefs and Attitudes of Physicians, Teachers_and_Parents_
Toward-the Hyperactive Children in Their Care.

Assessment of Treatment, Parents, Teachers, and Physicians:
This instrument was divided into three sections. The first sec-
tion dealt with the seriousness of the child's problem prior to
the initiation of medication treatment. Respondents were asked to
indicate the seriousness of the problem on a seven-point scale
ranging from "normal-no-problem" to "almost intolerable to live
with" for parents; "among the most serious problems I have seen in
my patients" for physicians; and, "among one of the most serious
problems I have seen in my students" for teachers.

The second section of this instrument dealt with the change
in the child's condition since the medication treatment began.
This was on a seven-point continuum ranging from "very much im-
proved" to "very much worse."

The third section of this instrument dealt with side effects
and elicited information about the existence of side effects and,
for those who reported side effects, the description of observed the
side effects. There was also a section in which the respondent
rated the seriousness of side effects on a five-point continuum
ranging from "barely noticeable" to "severe requiring discontinua-
tion of medication. These instruments were developed using as a
basis (MH9-28173 Clincial & Global Impressions, 1973).

General Attitude Toward the Use of Medication for Hyperactiv-
ity: An eight-item Guttmanscale was developed to measure the
respondents feelings about the use of medication for the treatment
of hyperactivity. The items in this scale were developed from
polemic statements found in the mass media and some points of vIPT.7
developed in the more scholarly literature. Prior versions of
this scale were used in our research about the attitudes of
teachers (Robin & Bosco, 1976; Bosco & Robin, 1977). (The pro-
cedures and details of the Guttman scaling are found in Appendix
B.)

Specific Attitudes Toward the Use of Medication for Hyper-
active Children: This instrument consisted of three items which
elicited information about the attitude toward the use of medica=
tion for the child in the care of the respondent. It described a
positive to negative continuum (from no reservation about the use
of medication for the child through ambivalence to disfavoring the
use of medication for the child in question).

Beliefs about Hyperactivity and Stimulant Drug Treatment:



This instrument was developed to identify parent, teacher, and
physicians' beliefs about hyperactivity and stimulant drug treat-
ment. It contained several sections. The first section requested
information from the respondent about their views on the nature
of hyperactivity. We also asked about their beliefs about the
causes of hyperactivity. These items were open-ended. The second
section consisted of ten items which presented alternate beliefs
about the etiology of hyperactivity. The instrument brought be-
fore the respondent the major positions expressed in the litera-
ture about factors which are posited as possible causes of hyper-
activity; the respondent was asked to indicate agreement or dis-
agreement or uncertainty about each of them. A third section con-
tained information about the consequences of medication treatment.
We asked subjects about the typical length of medication regimens,
the side effects of medication, the criticisms of the use of
medication, and the response to the criticisms of the use of medi-
cation for hyperactive children. The final section in this in-
strument consisted of five items which dealt with factual informa-
tion about medication, i.e., medication as a stimulant, medica-
tion as a tranquilizer, and so on.

The physician instrument was parallel to the parent and
teacher instrument but it requested additional information about
the proclivities of the physician in employing various terms in
diagnosing hyperactivity. In addition, it modified some of the
questions about the nature, ideology, and consequences of hyper-
activity to make them more appropriate for the physician.

The Perceptions of Hyperactive Children About BeingLDiaLznosed
and Treated.

For this question we developed an open-ended interview
schedule. In interviewing children we recognized the diverse
ages and experience levels of the subjects who would be asked
to respond. We felt that the only way to deal effectively with
this variability was to create a flexible instrument for use by
sensitive interviewers. The instrument contained lead questions
which were followed by alternate probes depending on the re-
sponse to the lead questions. We also provided alternative forms
of the lead questions so interviewers had options for restating
the question if not understood by the child. The interview schedule
was organized so that the interviewer could terminate the interview
at various stages if the child's comprehension of the subject matter
was simply not appropriate to the questions being asked.

The interview dealt with_the child's awareness of his or her
condition and.the treatment of it, their experiences as a
"hyperactive child" with parents, teachers, physicians and their
peers, and the logistics of medication treatment, i.e., where
when, and how they received medication, their attitudes toward
treatment, and their beliefs about treatment.
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The Perceptions of Teachers, Parents and-Physlclans_about
Their Roles and the Role of Others Toward the Hy eractiveChildren.
The Patterns of System-Rembers Interaction with
of Hyperactive Children.

Data fbr the examination of both of these questions were gathered
through a 35 Item role inventory. This inventory was developed
by analyzing the sequence of events for the hyperactive child
ranging from the recognition of a problem to the termination of
treatment. We wanted to provide items, for the role inventory,
which were indicative of the activities of physicians, teachers,
and parents -at all stages of the process. Further, we attempted
to exclude from this Instrument items which would constitute un-
usual and esoteric behaviors. The item pool was developed from
the unstructured interviews, the literature search, and the dis-
cussions with our consultants. The role inventory instrument
was intended for the interviewee response in the abstract. What
should be done for hyperactive children in general. Therefore,
for the theoretical purposes involved, all respondents irrespec-
tive of sample or phase responded to the same instrument.

Internally, the instrument had several dimensions. 146 first
asked the respondents whether they thought the behavior speci-
fied should be engaged in. This we_labeled the inclusion dimen-
sion. If the respondent answered affirmatively, we asked who
should be and who should not be involved relative to this be-
havior. This we labeled legitimacy. Finally, we asked the re-
spondent to indicate who has the main responSibility for the
initiation or execution of the_ behavior. This we labeled domi-
nance. The role instrument,/therefore, yielded three measures
ro-Fiach individual.

Collection Instrument Refinement,
Pretestsr Selection and Training.

In order to.refine the instruments we conducted a pre-test
using all instruments and procedures developed for the study. We
secured permission to mail questionnaires and conduct interviews
in the Kalamazoo school system. Two schools were selected by
school administrators.

One of the first procedures to be tested was the selection
and training of interviewers. The competence of our interviewing
staff was critical to the success of the project. Extreme care
was exercised in interviewer selection.

We had several criteria for interviewer selection. The
first was the requirement that the interviewers be female. Since

most of the parents interviewed would be mothers, we felt the
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need to maintain rapport, we sought to eliminate the social
strain of male interviewing female, in the interviewees' home,
about issues involving quite intense feelings. The second cri-
terion was that the interviewers be mature. We knew it would be
necessary to have interviewers who had the capacity to deal with
very difficult situations without regard to their own biases and
beliefs. We sought interviewers who had background in education
since we believed that such persons would more likely have in-
formation and skills which would make them more likely to have
or achieve the skills needed in the interviewing situations with
parents and teachers. We thought that the experience in educa-
tion would provide our interviewers with the ability to establish
and maintain rapport with both the parents and the teachers with
whom a collegial relationship might be established. The diffi-
cult job market for teachers during this time provided us with
the ability to secure interviewers who had at least a bachelor's
level teaching degree.

We were especially concerned about our ability to interview
hyperactive children. We observed interviews of hyperactive
children by personnel in the Reading Center and Clinic of Western
Michigan University. From these observations, as well as from
perusal of the literature, we developed a set of specialized
techniques that we imparted to our interviewers in the training.
These we imparted to a specially selected group of interviews
during intensive training sessions to prepare them to interview
the hyperactive children.

Since we believed that the status differential between inter-
viewers and physicians might preclude good interviews, we decided
that all interviews with physicians would be done by the princi-
pal investigators or by trained interviewers with doctoral degrees.
The interviews with physicians would contain questions that dealt
with medical judgment and conduct, and thus it seemed to us that
these questions would best be asked by someone who carried the
title of "doctor."

Prior to the pre-test, we conducted a two-day training session
with the interviewers to equip them with the skills and informa-
tion needed for the conduct of the interviewing. We used the
training session to inculcate in the interviewers a sense of the
sensitivity of the interviewing process and the need for pre-
serving the confidentiality and security of the data. We also
provided training with the instrument schedules so that the
interviewer would be able to administer the schedule in a sentd:
tive and a competent manner (see Appendix C for a description of
the interviewer training).

The interviewer training had two other functions for us.
It enabled us to try out the interviewing schedules--to run
through them as we conducted practice interviews--and as a con-
sequence we refined the instruments by smoothing out the format
and eliminating ambiguity and awkwardness in the items. We



also used the interview training session as a screening process
to 8616ct those persons most capable of handling the interviewing.
As with all other aspects of the pre-test procedure, the training
and Selection of interviewers were to be used as tests of the pro-
cedure itself in the comparable phase of the major study.

A report was provided to the Kalamazoo Public Schools after
we had collected the data. This report dealt only with the pre-
valence aspect of the study from the mail questionnaire data. We
had too few cases from the interview stage of the study to pro-
vide other useful data. (See Appendix D for a copy of the pre-
study report.)

Following the completion of the pre-study we once again re-
vised the instruments. At this stage the revision was very com-
prehensive and thorough. We found that some of the instruments
we had developed were too cumbersome.

During the Kalamazoo pre-test study we had nine different role
inventories (one for each combination of phase and sample). Each
subject was taken through three role inventories, one for him or
herself (i.e., the parent was asked to respond to the role in-
strument in terms of the expectations of parents) and one for be-
liefs about the role of the adults in the other two social systems.
We abandoned this format and developed a role inventory which
could be used for all subjects and all phases. The instrument
that we developed as a result of this review was brought once more
before our consultants and additional revisions were made.

We had decided to request permission of the subjects to tape
the interviews so that we would have a basis to verify the com-
pleted interview schedules. The tapes were also a useful means of
ensuring quality control of the interviewers. In addition,
listening to these tapes gave us a good understanc?ing of some of
the defects and problems in the instruments that we had developed.
This understanding was further enhanced by the debriefing sessions
held with the interviewers. Their perception of the areas in
which the interviewees failed to understand what was being asked
them, in which rapport dissipated, in which fatigue set in, were
invaluable in the instrument revision process.

TO-lection

At this point we began the selection process for interviewers
for the Grand Rapids study. The Western Michigan University
Employment Service; the Grand Valley College Employment Service,
the Michigan State Employment Service, the- Aquinas College Employ-
ment Service, and the Michigan Employment Securities Commission
set us names and addresses of potential interviewees who met the
criteria we had established during the pre -test in Kalamazoo.

Approximately fifty prospective interviewers were contacted
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and were interviewed by members of the research team in a pre-
liminary screening. We screened out those who were working as
substitute teachers in the Grand Rapids Public School system,
those who appeared to us to be inappropriate interviewers because
of their manner, and those who appeared to manifest strong emo-
tional responses to the subject area of the research. Thirty
candidates were selected and began our training procedure for
interviewers. The training procedure for interviewers was con-
ducted in Grand Rapids during a three-day period.

The candidates were instructed in the nature of the research,
general interviewing techniques and objectives, and the special
problems that might be encountered in this research. In the
final day of training each of the candidates conducted a practice
interview with one of the investigators and some were eliminated.
Twenty interviewers were hired.

As we developed the interviewer training sessions we took
note of the need to develop proper attitudes. We were aware of
the propensity of interviewers in large scale researches to de-
velop casual or sloppy habits because they felt "it doesn't mat-
ter anyway." We worked very hard to develop, in the interviewers,
a protective and responsible posture toward the interviewing pro-
cess. We stressed that it represented the most critical and cul
minating stage of a research process that had taken several
years. Further, we impressed upon -the candidates that the re =_
search itself was intended to benefit children and their families,
many of whom were enduring considerable difficulties. We impressed
them with the fact that the respondents in this research were
sharing with us painful, important feelings and information_ The
fidelity of their interviewing, then, was crucial not only for
the process of the research but for its human objectives._ In
essence, we strove to make the interviewers feel not as if they
were "hired hands" in the research project, but rather important
members of a research team.

The interview training session provided another test for the
interview schedules. Once again we found semantic and substantive
problems in the interview schedules as they were administered.
Many defects in the instruments were remedial.

Mailed Questionnaires: CoterminousIy with the interview_
training, the mailed questionnaires were sent to the parents of
all of the students in one haIf of the elementary, middle, and
junior high schools in Grand- Rapids. The response rate to this
mailing was 66%. We were informed that this was the highest re-
corded response rate to mail questionnaires in the history of
mailed questionnaires to parents of that school system. We had
hoped to achieve an even higher response rate, but we were satis-
fied after analyses of the non-respondents that we had an adequate
representation of our population.

Our return rate was critical since we knew that we were
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capturing a phenomenon which was; in absolute terms, quite low.
Assuming a three to five percent rate or prevalence of hyper-
active T.hildren, it was necessary for us to have a large re-
sponse to capture a sufficient number of hyperactive children for
subsequent aspects of the research.

At the same time, we mailed our questionnaire to all the
teachers in the selected Grand Rapids schools. The mailing to
the teachers encountered some unanticipated difficulty. We
discovered that the second mailing to the teachers that had gone
out that daY,which was to have contained the questionnaires had
been mailed without the questionnaires. Upon discovery of 'this,
we telephoned each principal informing them of our mistake. We
developed a second "second" mailing to the teachers which con-
tained a note of apology along with the questionnaire and we
asked the principals to inform the teachers that we had caught
the mistake, and that the first letter they received which er-
roneously referred to an included questionnaire should be dis-
regarded. A second letter, which arrived the next day, contained
the questionnaire. Subsequent to the delivery of the second
letter, we did receive some calls and notes from teachers - some
harsh, others reflecting puzzlement. We felt that we had rectified
this mistake. Our subsequent contacts with teachers and the re-
turn rate, which was 73%, reassured us that the unfortunate error
had not placed the study in any major jeopardy.

Responses to the mail questionnaire were secured through a
process developed by Robin _0964). This involves a series of
five possible mailings. All respondents received a prequestion-
naire letter in which the purpose of the study was conveyed; a
rationale for responding provided and the reader altered to the
fourth-coming questionnaire. The second letter_to the respondent
contains a cover letter, questionnaire, and self-addressed enve-
lope. The third letter, sent only to non-respondents, urges a
response. A further mailing to those not yet responding_contains
a letter, another questionnaire, and another stamped,self-addressed
envelope. Finally, those who have not yet returned their ques-
tionnairereceiveda fifth letter. These mailings were received a
week or less apart. The content of the second through fifth
letters changes gradually in emphasis the first letters stress
the importance of the research; the later ones; the importance
of the respondents.

We attempted to confine our follow-up letters to those teachers
who had not returned their questionnaires. This presented a
problem since, in addition to all data being confidential, all
of the responses were to be anonymous as well To achieve this
we used the technique developed by Clock and Stark (1966). This
involved enclosing a postcard, self-addressed and stamped, on
which the respondent wrote her or his name and indicated that she
or he had returned their questionnaire separately. This post-
card was dropped in the mail and checked against the master list
of teacher sample. This process provided, sequentially, the
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mailing lists for the third, fourth, and fifth contacts.

Obtaining the Sample: A three step process was developed
in order to secure the sample for the parental interviews. The
first step involved a screening of all returned mail questionnaires
to determine if there were any positive responses on any of the-
items indicating that the child had been medically diagnosed as
hyperactive. This was done by a staff member. The second step
involved one of the principal investigators inspecting all of
those questionnaires that had been flagged to see if there was
sufficient data on the questionnaire to warrant further investi=
gation. We excluded many children from our sample at this point
because tbe first step had been a very rough screening and thus
there were many children who were receiving treatment or had some
sort of condition reported which was in no way associated with the
hyperkinetic child syndrome.

__ If one of the principal investigators felt that there was
sufficient reason to believe that the child might be designated
as hyperactive, then this questionnaire was carried to the third
stage. The third stage involved a phone call to the parent to
verify that the child had received a medical diagnosis for
hyperactivity._ In this case an interview with the parent was
arranged. We found that our initial belief that the determina-
tion of a medical diagnosis would be an explicit phenomenon was
more problematic than anticipated.

The interviews normally took place at the home of the parents.
Occasionally they were scheduled, at the request of the respondent,
elsewhere in Grand Rapids. Interview packets with the proper
interview schedule and all other needed materials were delivered
to the Grand Rapids Public Schools - Western Michigan University
Center for Educational Studies. The interviewers, after being
informed of their interview schedule, picked up the appropriate
interview materials and left completed materials.

Quality control of the interviews was ensured by a procedure
in which the investigators listened to the taped interviews and
evaluated the interviewer's performance. (See interviewer quality
control form in Appendix E.) The interviewer was then contacted
by telephone by one of the principal investigators and the inter-
view rating discussed with the interviewer. This quality control
procedure helped us correct problems of interviewing. In some
cases interviewers received more formal retraining and a half
dozen or so were terminated after their first or second inter-
view(s). We were especially concerned that interviews which re-
flected high quality interviewer procedures -be acknowledged by us
and that we provide positive reinforcement for such interviews.
The relationship between the principal investigators and the inter-
viewing staff constitutes an important factor in the excellence of
of the interviews. We found it useful to talk with interviewers
about experiences, observations, and feelings generated by the
interviewing process. These conversations provided us with in-
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sights and understandings that enabled us to make modifications
in procedures and to alert us to findings of consequence. Also,
these conversations demonstrated to the interviewers the impor-
tance of their functioning and a realization that completed
interviews were not failing into limbo.

Several interviewers encountered difficulties and unpleasant
experiences during the conduct of the interview. One interviewer,
for example, was accused of displaying racist attitudes even
though, upon review of the tape, there was little in what was said
or one to warrant such accusation. The problem we faced during
this stage .of the research was handling the logistics, the sub-
stantive aspects of the research, and maintaining sufficient
proximity to the conduct of the interviews to ensure the quality
of data.

The interviews with the teacher, the physician, and the child
were arranged after the parental interview was completed. At
the conclusion of the parental interview, the interviewer asked
the parent if she or he would permit the research team to contact
the child's teacher, the child's physician, and the child in
order to conduct a similar interview. The majority (9270 of the
parents agreed. The parents were asked to sign a special form
(see Appendix F) which provided written consent to set up the
additional interviews.

The teachers were contacted by our office staff to schedule
their interview. The teachers were informed of the nature of
the research, of the parents' permission to contact them, and
of the public schools' permission to conduct the research by
interviewing them. The teachers were usually interviewed in the
schools, during their break or after school. The question of the
most appropriate teacher to interview posed a problem in some in-
stances. We determined which teacher to interview by examining
the case and, in some inscances, by checking back with the parent
to get more information about the child's classroom assignment
and, in other instances, by seeking advice from the central
office to enable us to determine which teacher would have the
most complete information about the child in question.

The physician interviews were secured by making contact with
their office after they had received a letter informing them
about the research and providing other information necessary to
get their cooperation. The physician interviews were usually
conducted in the offices of the physician. In several instances,
physicians who had been involved in the treatment of the child
in our sample had moved from the Grand Rapids area. We made
efforts to secure interviews with physicians whenever it was
feasible even if they had moved out of state. In most instances
we were able to secure the interviews with physicians who had
moved. In a couple instances, the physicians who had moved
felt that they had insufficient contact or recollection of the
case and that even the securing of the records of the case would
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not be of use in providing the response to the interview. When
it was necessary to get an interview from a physician who had
left the area (or in some cases the practice), we arranged with
the practice that was currently holding the records for a copy
of the records to be sent directly to the physician and returned
or destroyed following our interview. Since the physicians consti-
tuted the smallest of the four samples in the research (because
some physicians were treating a number of the children in our
sample), we were particularly anxious to get interviews with
physicians whenever possible.

The physician interviews required the most involved logiJ-
tical arrangements. It is not customary for a receptionist in a
physician's office to get phone calls arranging for interviews,
thus a good deal of time was spent in making a number of calls
and arranging the time and dates for the physician interviews.
The physicians were remunerated for the interview at the rate of
$40 for the basic interview. Multiple interviews were prorated
accordingly. In the case of a physician treating four children
in our sample, for example, we needed to go through the sections
of the interview which were child specific for each of the four
children, but it was only necessary to go through the items which
were general once.

In arranging the child interviews we had three concerns. The
first of these was that our research would not in any way con-
tribute to stigmatizing the child. We did not want the children
who were included in our sample to be set apart from their peers
by being singled out. It was important to us 'that the inter-
viewing process not contribute to the problems that we perceived
might occur for hyperactive children. A second concern was for
the safety of the children and the maintenance of control over
the children as they proceeded from their classroom to the inter-
viewing situation and back to their claSsroom. A third concern
was that the- interview not result in a loss of important instruc-
tional time for the child. We did not want the interviewing to
disrupt the child's educational program. In order to deal with
these concerns, we worked with the building principals to as-
sure that scheduled interviews did not interrupt instruction.

In a couple of instances, parents who had given their per-
mission for their children to be interviewed requested that they
be permitted to attend the interview or have an opportunity to
hear the recorded interview with their child. Reluctantly, we
allowed a few parents to sit in on the interviews (silently).
We did not allow parents access to interviews conducted in their
absence since we felt this would constitute a violation of the
confidentiality of the child. Some parents accepted this when
explained to them and permitted us to conduct the interview. In
other cases it resulted in the loss of an interview.

We selected the child interviewers by securing the best and
most appropriate interviewers on our staff. We reviewed the
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interview control form, selecting the best inerviewers and re-
viewing a sample of tapes from the candidates. We chose six of
eighteen available interviewers on our staff and provided ad-
ditional interview training during a one-day session. The child
interviews were done exclusively by this team of interviewers and
there were no instances of difficulties or complaints arising from
the child interviews.

Data Management: The coding of the interviews presented us
with _a very substantial task. We had approximately six hundred
complicated and sensitive interviews to code. Even though many
of the items were closed -ended and response categories were pro-
vided, we encountered many variations it response which required
us to develop additional coding categories. Other procedures for
coding the data had to be developed for open-ended and unusual
questions. We developed rigorous procedures for quality control
of the coding process. These procedures involved double coding
of interviews, the monitoring of all coded interviews, and
special training of personnel, coding supervisors, to adjudi-
cate ambiguities and make decisions in a consistent and rational
fashion.

All coders underwent a formal period of training prior to
being entrusted with the coding process. During the training the
principal investigators made a presentation in which they attemp-
ted to instill a sense of the importance of the coding process
in the conduct of research. New coders had special quality con-
trol checks upon their work built into the coding process.

The coding of data for projects such as this is an arduous
and monotonous task. We were concerned that sloppy work habits
might develop as the task wore on. Consequently, we developed
a quality control process for coding in which quality control
procedures were increased toward the end of the task (see Appen-
dix G). Several times we met with the coders, discussed the
coding process, and tried to do and say the things required to
maintain a high level of_morale during this cumbersome stage of
the research. On several occasions we brought the staff to a
luncheon at which time we reviewed for them the process of the
research and secured feedback from them about the coding process.
Once_again we found that the information obtained from them was
invaluable to us. Often they would express reluctance to pro-
vide criticism or comment because they felt that we were aware of
it or that it was inconsequential. In several_instances, how-
ever, these comments nrovided extremely helpful information, '

enabling us to identify and surmount problems in the coding process.

We coded the data_onto mark sense sheets as an interim stage
in the process of developing computer data files. This procedure
was chosen rather than using direct access to tape in order to
improve our ability, to_ check the data for errors and to enable us
to employ a larger work force to code the data as rapidly as
possible.
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In transferring the data to the computer we recognized that,
in some instances, the actual words of the interviewee were re-
quired to capture the flavor and full meaning of the comment.
Thus, we instituted a process called "data sweep" which consist_ld
of a review by the principal investigators of every interview to
determine which segments of the interviews should be transcribed.
The data sweep was also used for those questions in the inter-
views for which precoded answers were inappropriate and for which
a content analysis was required prior to the extraction of data
from the interviews.

After the data were "cleaned" and organized in data files,
the principal investigators reviewed the array of data case by
case in a process called "final adjudication. In this process
all cases were examined for anomalous data, and to provide the
ultimate phase classification. In some cases decisions were made
about case retention in the sample. It was at this point that
the final sample was determined and that the phase categoriza-
tion of each case made.

Researcher as Resource

In conducting this research, we sent out almost eleven thou-
sand questionnaires to parents in the Grand Rapids community to
elicit information about behavior and learning problems of their
children. Our reason for sending these questionnaires was to
secure data about those problems which would enlighten us about
the diagnosis and_treatment of hyperactive children. While this
was the intended function for the research, it_served another
purpose. The questionnaire focused attention for some parents on
conditions and problems which were causes of acute concern. The
questionnaire for these parents was seen not as a means of pro-
viding information for researchers but rather as a potential ave-
nue for getting help. The act of asking the kinds of questions
in the questionnaire led some to perceive us as a resource.

As the parents returned_their questionnaires, we noted on
many of them requests for information or assistance for problems
that they described in greater detail than called for by the
questionnaire. It was impossible to cast these aside as
tangential or irrelevant to the research. We had intruded our-
selves into their lives and felt responsibility for the
consequences of this intrusion. At the same time we recognized
that our first obligation was to achieve the goals of the project.
We were aware that the limitations of our resources and capaci-
ties posed limitations in our ability to respond. Our resolution
of this was to serve as a broker. We , ttempted to steer in-
dividuals in a direction where they might receive help from the
resources within the community and the school system.
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Many of the parents experience great difficulty in navigating
the organization of schools and agencies when they are seeking
help for chronic problems. We had not counted on spending time
channeling persons to places where they might receive help yet,
indeed, felt an obligation to do so. We had become a resource
within the school system and community and we tried to provide
help - not by giving primary care - but by providing responsive
and compassionate assista.ice to those who contacted us by letter
and phone during the course of the research. Research in a sen-
sitive human area, we were vividly reminded, should generate a
sense of obligation that must be carefully discharged by the re-
searchers.

These experiences alerted us to another related problem in
the research. It occurred to us that, in the process of inter-
viewing, parents and teachers might see the interviewer as a
resource for information on hyperactivity. Our task was to pro-
vide a procedure for dealing with questions from interviewees,
(i.e. "Is the Finegold diet effective?" "Will Ritalin retard my
child's growth?") so that our interviewers could respond in an
ethical manner that would preserve the rapport needed for effective
interviewing.

We dealt with this by setting up a series of meetings for
parents and teachers who had identical and educational questions
about hyperactivity and its treatment. Parent and teacher respon=
dents were informed of these sessions when they raised substantive
questions 'with the researchers. They were invited to attend by
the interviewers. The first session was held for parents and
teachers in the Kalamazoo area as a result of our pre-test data
gathering activities. Two other sessions were held in Grand
Rapids at the termination of the data-gathering activities there.
Parents and teachers who attended these sessions were able to
discuss their questions with experts.*

Dealing with Sensitive Issues

One of the members of the NIMH site visitation team involved
in our professional review had been involved in an episode in
Massachusetts which led to the passage of state legislation pro=
hibiting research dealing with psychoactive medication for
children. He informed us again and again that research of the
type that we were proposing was difficult if not impossible to
conduct. It was his belief that the climate was such that re=
search dealing with the treatment of psychoactive medication for
school children generated such controversial and volatile issues
and problems that the conduct of our research was infeasible.

vWe wish to thank the participants in these sessions for their
time and help. They are: Samuel Stauffer, M.D., Edward Birch,_
E.D.D., Mark Hinshaw, M.D. , Donald Waterman, M.D., William Reeves,
and Garret Vander Lugt, E.D.D.
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This experience sensitized us further to what we had recognized- -
that this research could indeed be aborted because of controversy;
thus, it was necessary for us to develop procedures and techniques
to guard against this_possibility. Tie recognized that, even with
careful development of procedures to_offset the sensitive nature
of the :research, it was possible that the study could be disrupted.
But we were convinced that we, through our actions, could have
an impact on the probability of this occurring The most impor-
tant set of actions, we felt, were preventive in nature;

Throughout this research, we kept reminding ourselves of the
need for candor and complete public disclosure about what we were
doing, what we intended to do, and why we were doing it. We felt
that this was the best insurance for the successful completion of
the research. We avoided the temptation to be coy and secretive
about our activities. If the research were to be disrupted, we
preferred it to be because of a response to accurate information
from us rather than rumor and conjecture.

In implementing this policy, our communications with parents;
teachers or physicians included the invitation to contact us by
phone with any questions or concerns that they had about the
research_ We set up an incoming, toll-free WATS line so that
persons from Grand Rapids could easily avail themselves of our
invitation_ During the course of the research we received hun-
dreds of phone calls on this toll-free line. Many of these calls
dealt with fairly routine matters. Perhaps the most common was
the belief of some parents who received the questionnaire that we
had reason to believe that their child had some behavior learning
problem. Although the sampling procedure was explained clearly
in the letter to them, many parents were anxious enough to want
to double check this point.

Our staff was given instructions on how to deal with this
and other such routine questions (e.g., information about where
to send the questionnaire, request for another questionnaire to
replace one that had been lost, and so on)_. The staff was further
instructed to channel any_non-routine calls to one of the princi-
pal investigators. At all times during the course of the data
gathering process. one of us was available to take calls. These
precautions also extended to contacts the staff initiated with
the respondents (e.g, checking out information; setting up
interviews, times and schedules; and so on.) If-they encountered
any problematic interactions or any expressions of anxiety,
hostility, or need for information beyond their knowledge, we
handled the call. As a result of these precautions, there were
extremely few irate, unmollified responses by parents and teachers

In research of this nature it is important that interviewers
realize how seriously the investigation considered their pledge
of anonymity and confidentiality. No agency had access to iden-
tifiable data or the names of the respondents. In an attempt to
provide maximum security, we established a procedure whereby no
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more than one member of a set (parents, teachers, physicians or
child) would be interviewed by a given interviewer. The schedu-
ling had punctilious surveillance to make sure that no inter-
viewer would be in a position to provide one member of a set with
information given that same person by another member of the same
set. We wanted to eliminate deliberate or accidental breach of
confidentiality by removing the interviewer from the possibility
of becoming a conduit between parent, teacher, physician or child.

During the course of interview training, it became evident
to us that some means of dramatizing the seriousness of the con-
fidentiality was necessary. One of the prospective interviewers
during our training session was quite concerned about the require-
ments of state Iaw upon teachers to provide information pertain-
ing to child interviews. Michigan had recently enacted legisla-
tion providing that individuals in certain occupations, among them
teachers, are required to furnish information about child abuse
to authorities. This interviewer trainee anticipated a situation
which could possibly leave her with the obligation to furnish
such information to the authorities. It was our belief, verified
by checking with legal counsel at our disposal, that our primary
responsibility was to protect and preserve the confidentiality of
the data and the anonymity of the respondents. As a result of
this experience, we recognized the need to ensure the confiden-
tiality of the data by requiring all interviewers to sign a
pledge of confidentiality (see Appendix H).

Access to data was another concern stemming from our under-
standing of the sensitive and volatile nature of the research.
We established very elaborate procedures to guard the integrity
of the data. All data were stored in locked cabinets, and ac-
cess to these cabinets was limited to the principal investiga-
tors, the administrative assistant, and our three data supervisors.
No data coder was permitted to access data other than the data
being coded: All coding was done in a room wherein access also
was limited. The first step in the process of making the data
computer sensible involved the removal of all identifying infor-
mation from the interview. No accessing of computer files or
data banks can result in the identification of any of the respon-
dents.

These procedures were designed to meet problems of the pro-
ject respondents and research staff. A set of similar activi=
ties were undertaken to attempt to head off potential problems
at points where the research would intersect with the larger
community and with the involved medical and educational communi-
ties. In anticipation, we attempted, well before the data
gathering phase of the research, to acquaint all who might be con-
cerned and alert to this research with the fullest possible in-
formation about the research and about their possible partici-
pation in it. We requested and received permission -to speak to
the principals' meeting of the Grand Rapids Public School system.
At this meeting, we explained the nature and intention of the
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research. We explained the proposed participation of teachers
and students. We talked about the interview schedule and the
mailed questionnaire in detail. We attempted to defuse hostility
or anxiety on the part of the principals.

There was some concern expressed by principals about the re
search. Principals are involved in many different programs and
they feel ti-at there are many "lay ons" imposed on them. As
this meeting progressed, we found an increasing level of hosti-
lity toward our activities. At a very critical point in the
meeting, one of the key administrators of the school system made
a very strong statement of endorsement for the research explain
ing that he had a_hyperactive child and that he, as a parent, was
aware of the problems that we were seeking to address (The inves=
tigators were unaware of this to this point.) and that the co-
operation of the school system was highly desirable. This comment
by a person who was respected and powerful turned the tide.
Throughout the research we enjoyed a positive relationship with
principals.

We also contacted other key administrators in the school
system. We met with them and explained what we were attempting to
achieve through the research and how it would proceed. Since the
conduct of the research required the cooperation of the teachers,
we met with the chief administrator of the Grand Rapids Public
Schools Educational Association and-informed him about the re=
search. He brought a description of the research before the Ex=
ecutive Board of the GREA and this organization authorized
teachers to participate if they so chose._ The amount of coopera-
tion required for successful completion of this research from
school administration, from the individual school building per-
sonnel, and from the individual teachers was enormous. It is our
Strong belief that, given the apprehension about this topic, it
would have been impossible without these measures to gather the
data needed to conduct the research.

Of equal importance were contacts with the medical community
of Grand RapidS. We met with the pediatric sections of the two
major hospitals in Grand Rapids. Jointly they accounted for the
majority of practicing pediatricians. At these sessions we de-
scribed the nature of the research and explained the participa-
tion that we needed to obtain from the medical community of Grand
Rapids. We also contacted persons connected with family practiz
tioners in Grand Rapids to assure that communication with this
group of practitioners would take place. Shortly before beginning
the interviews, we had a description of the research published in
the Kent County Medical Bulletin (see Appendix I).

In instances where there were questions about the credentials
of the investigators to conduct the research or other matters
that involved sensitive issues for the medical community,'we
were able to get the assistance of a prominent Giand Rapids physi-
cian who answered questions and concerns from his colleagues,
In essence, this person served as a hotline for us to the medical
community of Grand Rapids.
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During_the most active period of data gathering, in spite of
our best efforts, two untoward events did occur that had the
potential to threaten the success and continuation of the research
Shortly after the questionnaire had been mailed we received a call
from a person who was concerned about the research and requested
more information. He told us that he had heard we were working
with the school system to identify children who had undiagnosed
minimal brain dysfunction. It was his understanding that we would
tell the school system who ought to be diagnosed as minimally
brain damaged. We informed him that such was not the case. We
told him that while we hoped to provide information that would
lead to an improvement of procedures and policies in the Grand
Rapids school system at no time could we nor would we supply in-
formation pertaining to specific children; moreover, no diagnostic
or screening activities were a part of the research.

The caller then requested more information about steps which
would follow the mail interview stage of the research. We de-
scribed in detail each of the procedures that we followed after
the questionnaires had been processed and after we had identified
the children who had been diagnosed as hyperactive. At this point
he expressed concern that we had misled our subjects. He told us
that none of the letters which accompanied the questionnaire de-
scribed in sufficient detail the interview stage of the research.
Our response was that we had made the decision concerning level
of detail in the questionnaire based on the fact that the inter-
viewing would involve a very small percentage of those who were
recipients of the mail questionnaire. We informed him that we
planned to recontact those whom we would interview and, if for
any reason, those parents were unwilling to grant us an inter-
view, the request would be dropped without any questions asked.
We did not see this as a breach of ethics.

Two days later we received a'call from a reporter at Channel
13 in Grand Rapids about our research. She told us that she had
been contacted by a representative of the American Civil Liberties
Union (ACLU). The ACLU was concerned about the violation of con-
stitutional rights of our respondents. Given the content of her
remarks it seemed highly probable that our previous caller was
the representative of the ACLU.

The reporter wanted to send a news team to interview us. We
realized that adverse exposure on television could jeopardize or
even cause termination of our research. We informed the reporter
that we would be available for an interview but asked that in
addition to us that there be some representation from the school
system. Many of the concerns that the person from ACLU had raised
nvolved the school system's posture and use of the research; it

was our belief that a school system representative should speak
to these issue's. We were prepared to deal with all aspects of
the research, but could not provide first-hand information about
the school system's involvement and use of the research.
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_A television interview, under these conditions was conducted.
We and the school officials responded to the questions and de-
scribed what we were doing. The story was presented as the first
news item of the local Grand Rapids news on the 6 o'clock news.
The handling of the story, however, was very positive and suppor-
tive of our research. The reporter was convinced that we indeed
were not planning on identifying minimal brain damaged children
for the school system unbeknownst to the parents of the children
and that what we were trying to do_was not improper. The news
story concluded by advising that if parents were willing to take
the -time to fill in questionnaires this infromation could well be
useful to the school system. The incident coincided with an in-
creased wave of mail auestionnaire responses contributing_sub-
stantially, we think, to the total response rate. The ACLU wrote

a letter to the school system informing them that they were
troubled by the research but they took no further action.

The final incident had its genesis prior to the initiation
of the research. In 1975, the popular author Vance Packard con-
tacted us Ly mail about early research we_had published about the
attitude of teachers in the Grand Rapids Public Schools to the
use of Ritalin. We had responded to Mr. Packard by se.-.ding him

copies of work, by corresponding with him in detail and by re-
viewing not only his presentation of our -work but the entire
section relevant in his publication The People Shapers. For this

we were given special mention and thanks.

As the data collection phase was concluding in the late
spring of 1977, Vance Packard went to Grand Rapids to give a

public lecture. In a television interview he indicated that the

school system was avidly pursuing the medication of hyperactive
children and he cited our research - incorrectly - to support his

contention.

Upon being alerted to Mr. Packard's presentation on Channel
8, we contacted the show host and were invited to appear on his

program. During our presentation we corrected the misinformation.
We also used the occasion to discuss other aspects of the research

and to express our appreciation for the collaboration of the Grand

Rapids Public School system, the parents, physicians, and children.

There were no untoward incidents as a result of this television

exposure and no repercussions that we were aware of.



CHAPTER FOUR

NATURE OF THE SAMPLE AND PREVALENCE OF HYPERACTIVITY

The purpose of the mailed questionnaire as described in
Chapter Three was twofold: one purpose was to provide some indi-
cation of the prevalence of hyperactiVity and a measure of the
ways in which hyperactivity was being treated in the Grand Rapids_
Public School system; the second purpose was to secure a sample of
hyperactive children in order to interview their parents, their
teachers, their physician and the children themselves, In order
to do this, we sent the questionnaire (as described in Chapter
Three) to all parents of the children in half of the elementary;
middle and junior high schools of Grand Rapids; Michigan. A
total of 10,803 questionnaires were mailed. We secured 7,235
usable responses or 67'.

At the same time we sent the teachers of the same schools
their questionnaires as a check on the prevalence rate. Of the
570 questionnaires mailed, 417 (73%) were returned.

An analysis of the questionnaire from the parents yielded
5,827 "negative" returns, that is, children with no sign of diag-
nosed hyperactivity; 1,186 "false positives," those questionnaires
about children who appeared possibly to have been diagnosed as
hyperactive and required further follow up and verification; and,
ultimately, 229 "positive," those children who appeared to have
been diagnosed as hyperactive. The analysis of prevalence and
treatment was made on the 229 children, though some small refine-
ments were later made in the interview sample.

We have noted in our discussion of the controversy surrounding
hyperactivity and its treatment that there are medical, technical,
political, and moral questions that have not been answered. One
such "technical" question, and an important one is: What is the
prevalence of hyperactivity? Related to this question is the issue
of the frequency of various types of treatments for hyperactivity.
Since much controversy has involved allegations of promiscuous
diagnosis of hyperactivity (or related diagnoses) and treatment
with stimulants; the nature and quality of the data about preva-
lence are extremely important. Further, reliable information on
prevalence could be useful in addressing questions about the eti-
ology, epidemiology, and needed scope and nature of medical and
educational programs and policies for the welfare of hyperactive
children.

One of the first major public confrontations on the issue of
prevalence of hyperactivity occurred eight years ago before the
House Subcommittee of the Committee on Government Operations
(Gallagher, 1970). At that .ime, essential information was unavail-
able to expert witnesses_ The transcript of the testimony before
the House Subcommittee illustrates how inexact was the information
on prevalence in 1970:

49
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Mr. Rosenthal. Could anyone tell us what is the pro-
fessional estimate; as to the number of children in_the
United States that may be affected by MBD disorders?

Dr. Lipman. Based on the percentage figures that we
have seen; which have ranged from roughly 3 to 10 percent
of the school age population, we would estimate somewhere
between about lk to 3 or 4 million children. Based on
surveys.

At another point in the hearing a related issue was considered:
the extensiveness of the use of stimulant medications for the treat-
ment of hyperactive children.

Mr. Gallagher. How many children would you say today
are being treated - we have seen quoted a figure of some
200,000 to 300,000 children. Would that be correct?
More? Less?

Dr. Lipman. Well if you restrict it to amphetamine
and to Ritalin, I would say that figure is probably high.
It would probably be closer to about 150,000 to 200,000.
That is just a rough estimate, Mr. Gallagher.

Mr. Gallagher. Now, further, the man who gives that
figure, Dr. Lipman, who_we are speaking to here, you
said that perhaps 300,000 children are now on the --

Dr. Lipman. This is incorrect. The figure I pre-
sented had 200,000 as an upper limit.

Mr. Gallagher. Then further you state, "I think the
re8C.t8 of the last few years of research will soon reach
the Nation's doctors. The_pediatricians will begin using
them." In effect, what will happen is it will zoom as
word of its success spreads throughout the Nation's
medical community.

Where do you think it will zoom to 5 years from now?

Dr, Lipman._ I didn't use the term "zoom." I said
it would probably increase.

Mr. Gallagher. I think your enthusiasm led to the
word "zoom."

Dr. Lipman. I guess really some evidence that we
have indicates that child psychiatrists tend to be using
more of the stimulant drugs than pediatricians, I think
the more recent studies that are well controlled and
meet scientific standards have strengthened the earlier
clinical reports and I think as the scientific validity
of the treatment of children with hyperkinesis with the
stimulant drugs as part of their total treatment program
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becomes better known and better accepted by the medical
community, that there probably will be some increase.
Now, where it will go, I don't know.

Mr. Gallagher. Do you think it should be allowed
to increase or zoom or whatever word we want to use, on
the basis of the follow-up studies which involve, as I
recall, some 250 children out of 200,000 or 150,000 or
300,000, whatever is the correct figure? Are we justi=
fied at this point in further funding the use of amphe-
tamines for children?

Dr. Lipman. Well, I think there are many gaps in
our present knowledge. (Gallagher, p. 16)

Previous Research on the Prevalence of Hyperactivity

An examination of the research literature on the prevalence
of hyperactivity reveals why the expert witnesses had difficulty
testifying in 1970. _Unfortunately, the research conducted subse-
quently provides no firmer basis for our understanding of
prevalence.

Huessy (1967, 1974),_Hnessy and Gendron (1970), and Huessy,
Marshall, and Gendron (1973), in research using teachers' ratings,
found the rate to be between 10% and_20%. Werner, Bierman, French,
Simonian, Connor, Smith, and Campbell (1968) reported 8-9% of the
boys and 2-3% of the girls manifested "hyperactive symptoms,"_
while Miller, PaIkes, and Stewart (1973) concluded that 9.3% of
the boys and 1.5% of the girls were hyperactive on the basis of_a_
study of teachers in St. Louis. Cantwell (1975b) and Wender (1971)
generalizing from a series of studies, placed the rate between 5
and 20%, Stewart, Pitts, Craig, and Dieruf (1966) placed the_rate
at 47w, Renshaw (1974) at 7%, Office of Child Development (1971) at
3%, and the Staff Report of the Education Committee of the Cali-
fornia State Senate (1974) at 15%.

The lowest reported prevalence of which we are aware comes
from Lambert, Sandoval, and Sassone (1978) who conducted a stu.',37
of 5,000 school children, grades K-5, in 146 schools in two
crlunties of California. The researchers gathered data from the
home, physician, and sChool, and after a process of integrating
these data sources concluded that the prevalence rate was 1.19%.
(Whalen and Henker, 1980)

Some of the confusion in estimates results from misinterpre-
tation of the literature. Even though Lapouse and Monk (1958),
for example, do not draw a one-to-one relationship between maternal
reports of the symptom of overactivity and the diagnosis of hyper-
activity, such misinterpretation occurs. Adding to this type of
confusion are difficulties resulting from several methodological
or conceptual problems.
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Methodological Prol-I.ems in Prevalence Studies

One of the most critical problems thatbesets_attempts to
estimate prevalence is the population/sample problem. Lambert et
al. (197$) -used a two-county area from which to solicit cooperation
from school districts. Other researchers have used counties or
individual schools as samples or have relied upon convenience or
ad hoc samples. In studies with such samples, the problem of de-
termining what the prevalence estimate reveals is severe since a
discrete; meaningful population may not have been defined. Since
there is reason to believe that differences in the prevalence of
hyperactivity may be associated with demographic characteristics,
this shortcoming may be critical.

Other sampling problems center around the definition of popu-
lation at risk. AImost.aII researchers gather data about school
children, but some studies are confined to elementary schools while
others stop at relatively arbitrary points such as the 5th grade
or age 11. It is essential, therefore, to define the population
to which rates are being generalized. If the definition r'f the
population is unrealistic in terms Jf the population at risk, then
the limitations of the research are evident and the risks of im-
proper generalization clear.

In counting hyperactive children, we are engaged in an acti-
vity which is quite different from the calculation of other rates
such as deaths, highway accidents, or even many other types of
medical diagnoses (e.g., cancer, heart disease, etc.). In reality,
there is not a single population of hyperactive children but many
populations. Each population is an artifact of the criteria used
to consider a child within the category. There is no standard
definition of the pathology, and various types of persons (physi-
cians, teachers, social workers, psychologists) may categorize
children as hyperactive using a variety of procedures or approaches.
Unfortunately, much of the previous research in this area has been
conducted without explicit consideration of the alternatives in-
volved in placing children in the category of "hyperactive." In
counting hyperactive children, some researchers leave the impres-
sion that their approach is the only viable one or accounts for
the "real" hyperactive children.

Even if we are explicit in our definition of who is placed in
the category and recognize it as a stipulative rather than a real
definition, there is another problem in counting hyperactive chil-
dren.. Should a 14-year-old, diagnosed as hyperactive at age 6, be
counted as hyperactive? Should he be so categorized if treatment
has been discontinued for two years - tour years? No single pre-
valence rate is sufficient since medical procedures for pronouncing
the child no longer hyperactive are often vague, invisible, or non-
existent. Thus, what is reauired are several rates describing the
different social and medical meanings of the condition.

Given decisions about the criteria for inclusion within the
category, it is still necessary to determine which reporting
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Table 4.1

Various Estimates of Prevalence of Physician-Diagnosed
and Treated Children in the Grand Rapids School System

Parent Source Teacher Source

Group

(7,248) (9,293)

Ever Diagnosed

Unverified 229 3.16 314 3.38

Verified 212 2.92 - -

Treated within past 5 years 130 1.79 - -

Currently being treated
with stimulants 52 .72 75 .81

Ritalin 46 .63 70 .75

Dexedrine 1 .01 1 .01

Cylert 5 .07 4 .04

For reasons previously discussed, no single prevalence- rate
is adequate. 04r first estimate of "ever diagnosed (unverified)"
is calculated from information derived from the parent and teacher
questionnaires. The estimate from teachers is .2% higher than
that from parents. This estimate refers to all children who have
ever been diagnosed by a physician as hyperactive. Children re=
cently diagnosed and currently treated, children diagnosed many
years prior to the collection of data and no longer being treated,
and children with long-standing diagnoses- and still being treated.
The rates of 3.16% and 3.38% represent the highest possible pre-
valence rates obtainable from our data, and we feel they are over=
estimates of the functional prevalence of diagnosed hyperactivity
in school systems.

AS a result of our telephone calls to the parents of 229
children, 17 were found not to have been diagnosed by a physician.
The_verified prevalence, therefore, is based on 212-cnildren -

(2.92%). We were unable to produce the same type of estimate for
teachers because of ethical restrictions.

Parent and teacher estimates of "ever diagnosed"_prevalence
were similar, Initially we were concerned about parental under-
reporting and teacher over - reporting and, thus, the need to rectify
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disparate rates. Given the data, these concerns appear to have
been unwarranted.

Table 4.1 also contains data about the number of children who
were treated for hyperactivity sometime within the last five years.
This rate was calculated to provide an estimate of a functional -'
prevalence - a somewhat more useful picture of the number of chil-
dren in the school system who could be considered hyperactive.
One might reasonably propose that a child who has not been treated
in five years might no longer be considered part of the hyperactive
child population. We found that 130 children; or 1.79% of the
school population, had been treated within the last five years.

Since treatment with stimulant medication has been of special
concern, Table 4.1 concludes with the prevalence of school system
children being treated with stimulants for hyperactivity. Teacher
and parent estimates were virtually identical. Based on these
figures, between .7% and .8% of the children in the school system
are being treated with stimulant medication. Ritalin accounts
for almost all of the stimulants prescribed. Of interest is the
fact that the newest stimulant medication, Cylert, has not been
used as the treatment of choice to any appreciable extent.

In addition to the estimates presented in Table 4.1, we esti-
mated the number of children in school, up to age 11, who were
medically diagnosed as hyperactive. The number of children so
identified is 94, which is 1.29% of the parent source sample. It
is of interest to note that his number compares quite closely with
the 1.19% rate produced by Sandoval, Lambert and Sassone (1980)
for grades K=5.

In response to the question which asked teachers how many
children they believed displayed the symptoms of hyperactivity,
340 children (3.65%) were indicated. These children were exclu-
sive of the 212 identified as physician-diagnosed. In order to
produce a comparable estimate from parents, we examined data from
the Connors (1973) "Parent-Teacher Questionnaire" (10-item symptom
check list) completed by parents in the sample. Two hundred eighty-
seven children (4.96%), excluding those diagnosed as hyperactive,
were rated two or more standard deviations above the mean (mean =
15,55; standard_deviation = 5.40; score values 1 to 4; possible
range 10-40). Thus, there is a tendency for both parents and
teachers to identify a larger proportion of children manifesting
the symptoms of hyperactivity than have actually been diagnosed
medically.

Table 4.2 is a summary of the treatments for the physician-
diagnosed children as reported by parents in our sample. This
table shows that the most common treatment for hyperactivity was
Ritalin.
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Table 4.2

Summary of the Frecuency and Percent of Children
Ever Treated (Verified) for Hyperactivity

Treatment f

% of
Hyperactive

Children
(212)

% of
Total School
Population

(7,248)

Megavitamin Therapy 4 1.89 ;06

Counseling 68 32.08 ;94

Special diet 14 6.60 ;19

Behavior Modification 22 10.38 30

Psychiatric treatment 9 4.25 12

Dextroamphetamine 17 8.02 .23

Mellaril 14 6.60 ;19

Dilantin 7 3.30 .10

Cylert 8 3.77 11

Phenobarbital 18 8.49 .25

Ritalin 158 74.53 2.18

Benadryl 10 4.72 ;14

Valium 2.36 .07

Imipramine 7 3.30 .10

Coffee or tea 19 8.96 .26

Other 4.25 .12

Note- Since some children received more than one treatment,
the totals and percentages for this table will not sum to the num-
ber of diagnosed hyperactive children or 100%.

Almost 3/4 of the physician-diagnosed hyperactive children
were treated with RitaIin at some time; About 1/3 of the hyper-
active children received counseling._ Other treatments were com-
paratively infrequent; behavior modification was used for about
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source(s) should be used to calculate a prevalence rate. There
is reason to believe that multiple-Fource reporting of hyperacti-
vity may be advantageous. In a situation in which we suspect that
the prevalence rate is an artifact of the source of the .ata,
independent sources, using common criteria for hyperactivity,
provide a more complete description of the prevalence.

Previous Research-on the Prevalence of Stimulant Treatment

Although the controversy about hyperactivity turns strongly
on the use of stimulant medication, there is little known about
the prevalence of stimulant treatment among school children diag-
nosed as hyperactive. A recent summary of_this literature is
found in Sprague and Gadow (1977). Much of the data is indirect.
In the testimony presented above, Lipman speculated that between
150,000 and 200,000 children were receiving medication for hyper-
activity (Gallagher, 1970). Greenberg and Lipman (1971) reported
91% of the physicians surveyed in the Washington, D.C. area pre-
scribed psychotropic medication for hyperactivity. One-third of
a sample of teachers in a Midwest urban area reported having one
or more children in their classes, past or present, taking Ritalin
(Robin and Bosco, 1973; Bosco and Robin, 1976). Scoville (1974),
on the basis of 671,000 prescriptions written, estimated that
56,000 children were being treated kin 1973) with stimulant medi-
cation.

More directly, Sprague and Sleator (1973) calculated that
2-4% of the children in the Chicago School System received drug
therapy for hyperactivity during the 1970-71 school year. Conway
(1976) reports the percentage of children on medication for the
treatment of hyperactivity ranged from .37 to 6.5% in 43 schools
in seven counties_of New York_ Data from Krager and Safer (1974)
indicated a prevalence rate of 1.07% of children in Baltimore
County, Maryland, being treated with drugs for hyperactivity in
1971 and 1.73% in 1973. These data are not confined to stimulant
medication. To our knowledge, the only research which provides
information on alternate treatments and untreated diagnosed chil-
dren is that done by Sandoval, Lambert, and Sassone (1980) (in
Whalen and Henker,Chapter 5). Clearly, such data are needed to
address questions about and charges concerning the misuse of med-
ical diagnoses and medical treatments (particularly stimulant
medication) and of inappropriate treatment and pressures from
teachers and school systems.

Res_ul_t_s

The data from parents and teachers constitute a report on the
same population of children. The 8% difference in response rate,
however, results in a larger number (9,293) of children reported
by the teachers than by the parents (7,248). Table 4.1 contains
information on the prevalence of physician=diagnosed and treated
children.
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10% of the children and over 8% had Phenobarbital prescribed at
some time. From another perspective; however; these figures show
how few children in the school population have ever been treated
for hyperactivity by any of the methods: 2;5% have ever been
treated withany stimulant medication, which is 3 1/2 times the
proportionof those currently being treated (see.TabIe 4.1). With
the exception of counseling_ (.94'), no other treatment had been
experienced by more than .5% of the total school population;

Table 4.3 ,:thows the comparison_of the hyperactive and non-
hyperactive children with regard to personal and family character-
istics._ This- table supports findings in other .research that the
preponderance of_hyperactive children are male. Males outnumber
females by almost 4 to .1 for our sample. This cable reveals that
there were significantly more hyperactive children (48%) thannon-
hyperactive children (367) who were oldest or. only children in
their families; X2 = 12.03; p < .001. However, if we compare the
proportions of only children who were hyperactive and non-
hyperactive; we sc,?. that they are very similar. Within the multi-
child families; the proportion of oldest children whowere hyper-
active (36%)_ is significantly_greater_than the proportion of
oldest_children_who were not hyperactive (27%) , X2-=_8.82, p < .003.
A significant- difference was also observed_betWeen_the 15t of the
hyperactive children who were fourth_or later_in their families_
and the_24% of the non7-_hyperactive who were_alsofow.th or later,
X? = 9;74; p c ;002. We_conclude_that the best family_predictor
of hyperacti'(rity_in our data is the child's place within a multi-
child family; being the firstborn_child is associated with
rates of diagnosed hyperactivity while being born fourth or later
is associated with lower prevalence.

One of the issues that has surrounded the question of hyper-_
activity has_been the extent to which the diagnosis has been used
as a_means of suppressing lower socio-economic children. These
children; the_argument goes; display culturally differing patterns
of behavior which become interpreted as deviant behavior and then
as "sick" behavior to be diagnosed and treated medically _(Conrad,

1975); There is additional support for the relationship_ between
social class and_the diagnosis and treatment of hyperactivity from
an extensive coIlection'of theoretical and empirical papers in the
medical literature; Various conditions (e.g,i malnutrition,
inferior prenatal care; premature births; and so forth)_ have been
linked_to the presence of hyperactivity. - (See Ross and Ross,
1976; for an excellent summary); _Thus; there are several reasons
to consider whether there is a relationship between hyperactivity
and social class;
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Comparison of Personal and Family Characteristics of
Physician-Diagnosed Hyperactive and Non-Hyperactive Children

Characteristics
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Sex
Male

Female

Missing Data

Family size

One child

Two children

Three children

Four - six children

Seven or more children

Missing data

Mean family size

Oldest and Youngest children

Oldest child

Youngest childb

Place of object _child in
multiple-child familiesa

Oldest child

Second child

Third child

Fourth or later child

Youngest childb

Hyperactive
Children
(n=212)

Non-Hyperactive
Children
(n=7,(36)

167 78.77 3,513 49.93

45 21.23 3,518 50.00

- 5 .07

25 11.79 641 9.11

51 24.06 1,642 23.34

66 31:13 1,762 25.04

62 29.25 2,454 34.88

5 2 :36 529 7.52

3 1.42 8 .11

3 :17 3.59

102 48 :11 2,553 36.28

56 26.42 2,203 31.32

77 36.32 1,911 27.16

54 25.47 1,705 24.23

25 11 :79 1,109 15.76

31 14.52 1,669 23.72

56 26.42 2;203 31:30

aSince "only children" are excluded, the totals and percentages
for this table will not sum to the number of children in the sample
or 100%.

bYoungest children are reported separately since this category
is not exclusive of second child, third child, etc.

,0
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Using the Duncan (1961) measure of socio-economic status, we
compared various subsamples of children. Table 4.4 presents these
comparisons Eoth mothers' and fathers' SES scores are shown.

Table 4.4

Means and Standard Deviations for
Socio-Economic Status (SES) Scores by
Treatment of Hyperactive Children

Group of Children n*

Fathers

Mean

SES (SD) n*

Mothers

Mean

SES (SD)

Hyperactive (N=212) 162 35.03 (22.94) 198 20.56 (22.47)

Stimulant treated
(11=168) 131 35.85 (22.53) 159 21.83 (23.04)

Diagnosed/never
treated (N=9) 3 .19.67 ( 2.08) 6 13.83 ( 9.24)

Non-hyperactive
(N=7,036) 5,462 37.74 (25.35). 6,508 20.13 (23.54)

'The number used for calculation (n) reduced from the
number in grcup (N) due to single parent families and
missing data.

As Table 4.4 reveals there are only very small SES differences
among hyperactive children, non-hyperactive children, and hyper-
active children treated with stimulant medication. While there
are additional indicators of social class not used here, occupa
tion, the single strongest social class indicator, does not reflect
SES differences in the diagnosis and treatment of hyperactivity.

Table 4.5 contains a frequency distribution for the prevalence
of the currently treated children by school.
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Frequency Distribution of Physician-Stimulant-Treated
Hyperactive Children
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Prevalence of
Currently Treated

Children in Percentage Number of Schools

.0 = .29 6

:30 = .59 5

.60 = .89 5

:90 = 1,19 5

1:20 - 1:49 5

1;50 - 1.79 3

1.80 - 2;09 0

2.10 - 2;39 0

2.40 - 2.69 1

Table 4,5 showifor example, that six schools in the sample fell
within the 0% to .29' range: Table 4.5 indicates that there is_an
appreciable amount of variability with regard to the'extent of
stimulant treatment. Four schools have a rate of treatment with
stimulant mediation roughly double that of the school system pre
valence rate for treatment with stimulants. It can be seen that _

information about a school system in general may obscure substantial
variations among schools within the system. An individual who in-
sists on a finding of "a lot" or "very little" hyperactivity and
stimulant drug treatment may be quite correct for that part of a
school system to which-the ccess- However, that
person may be quite wrong for the system as a whole and may reach
a different conclusion than an individual viewing another part of
the same school system. While we cannot explain the reason for the
variation among the school rates of prevalence of currently treated
children, one factor, the mean SES of all children's fathers by
school, is not significantly associated with the variation in pre-
valence rates. In other words, schools with low SES levels do not
have greater prevalence than schools with higher SES levels.
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Samples for the Interviews

The parents of the 229 children (i.e., positive cases deter-
mined by prevalen::e analysis) were contacted for an interview.
After the initial contact by telephone all of the 229 potential
sets (parent, teacher,_physician, child) were reviewed (this is
the adjudication process referred to in Chapter Three). On the
basis of the review of the mLiled questionnaire data and the data
gathered from the parents (ov guardians) by telephone, 17 cases
were reclassified as "false positive." These children, we deter-
mined, were not considered h;peractive by their physician, by
their parents, or by the school 8y8tem. Some of them clearly
Suffered from ether behavior disorders but could not be consid-
ered as hyperactive. This reduced the number of potential inter-
viewees to 212.

Three parents of these 212 could not be located to arrange
interviews. Of the remaining 209 parents we had an 8.6% interview
refusl rate. (Eighteen parents refused to be interviewed.) Of
these 18_ refusals, nine of the children had stimulant medication
and had been terminated, four were in the monitoring phase and
the remainder were either untreated or_were not being treated by
medication. The refusals were also well distributed among the
schoolS in -the sample. Four schOOls in the Grand Rapids system
accounted for more than one refusal. The two schools that accounted
for-three refusals contained -the largest percentage of hyperactive
children in our sample of schoo4.s and -thus the proportion of refu-
sals f6und among parents of children in those schools could have
been by chc,nce

Of the 191 parents interviewed, 6 parents (3%) refused to_
allow us to approach any ether- member of -the set for additional
interviews. Sixteen of the -191 parents interviewed) or 8.4%,
refused us permission to allow to contact_their child's teacher.
Seventeen of the 191 parents; or 8_9%, refused us permission to
contact their child's physician. The most numerous refusals were
for permission to interview the child. Thirty -six parents, or
18.8 cf the 191 parents interviewed refUsed us permission to
irter.view their child.

In tonductin, the toache intarview_the decision_ was made not
to attempt to interview -tee teaches of liyperadtive children whose
course of medication r,ld_been diorcinued more than two years
prior to the beginning_of the 1977 year, It was thought
that the logistics of locating tth. teacher, Added to the uncer-
::ainties of retrospective data;_l,iould make this unproductiVe.
Forty-nin.: children in our sample were_"post_termination (or
second - order :) stimulant- medication children" _Thus, no attempt_
was made interview their teachers;_ One hundred and twenty -six
teacher in,crviews were thus aLtempLedi Of those_i ten teachers
could nct b:2 Located: they had either left the_school system_or
the geographiL' area or simply were not___ traceable.- Of the 116 re7
maining teachers; nine teachers or 7.7% refused the interview. A
total of 167 teachers were interviewed.

61)
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The physicians of 16 of the children in our sample whose
parents had given us permission to interview the physician were
not locatable. In several instances the physicians had moved but
we were able to contact them and arrange an interview. One hun-
dred and fifty-eight children's physicians, therefore, were
approached for an interview. The physicians of 26 of those chil=
dren refused to be interviewed. This, however, did not constitute
26 physicians, since a refusal by a single_physician constituted
a refusal for all the children in the sample -that physician was
treating. Of 79 physicians treating the children in our sample
who were locatable; 13 or 16.5% refused to be interviewed. This
accounted for 26 children or 14.9% of the children for whom parents
gave permission to contact for their physician for a physician
interview.

Of the 155 children whom we were given permission to Inter-
view, we were unable to interview four children. These were
children who were either chronically absent from school (where the
interviews were conducted) or whose parents had moved between the
time that permission to interview them was secured and the inter-
view itself was attempted. Of the remaining 151 children, two
children or 1% refused to be interviewed.

Of the 191 sets for whom we had at least one interview; 51
or 27% were children who were not on stimulant medication or had
never been on stimulant medication. These included those that had
been treated with other sorts of medication (barbituates, major or
minor tranquilizers, etc.), who had not received any medication
at all for their condition, who had been diagnosed but not treated
in any way, and the like. Of the remaining 140 cases, 12 or 8k%
were in the initiation phase, 40 or 28.6% were in the monitoring
phase and the remainder in the termination phase.

This configuration of interviews provided 72 "complete sets"
consisting of parents, teacher and physician interviews. "Complete
sets" yielded three dyads, parent/teacher, parent/physician, and
teacher physician. Sixty-five other sets consisted of two inter-
views. Sixteen of these 65 consisted of the parent/teacher inter-
view and 49 consisted of the parent/physician interview. In each
of these 65 sets one dyad, either parent/teacher or parent/physician
was available for analysis.

The Kalamazoo sample of children and parents was derived
from the 1978 Kalamazoo Live Y'er program described in Chapter
Three. Forty-seven children attend the Live Y'ers program. Forty-
three parents were interviewed. Four parents, or 9%, refused to
be interviewed. Of the 43 interviews with parents completed, five
parents refused permission to interview their children (11.6%).
One child was not available for interviews because of other cir-
cumstances_ Thirty-seven children were interviewed from the
Kalamazoo Live Y'er program.

70
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In the third chapter we commented on the enthusiasm with
which parents greeted this research. At the outset of this under-
taking, we were concerned that this sensitive topic_would result
in reluctance to be interviewed. Moreover, the subject require-
ments were such that the chances of losing interviews were in-
creased by the necessity of having to receive permission to
contact the_interviewees, other than parents, and then receive
permission from these interviewees. With the exception of
physicians, for whom the refusal rates and the rates of refused
consent to contact were somewhat higher than we-had hoped for,
the proportion of refusals were quite comparable to other studies.
The refusal rates, usually 7 or 8%, seemed to us tolerable.



CHAPTER FIVE

PARENTS;_TEACHERS'AND PHYSICIANS'PERCEPTIONS ABOUT THE
DIAGNOSIS AND TREATMENT OF HYPERACTIVE CHILDREN

One of the -major objectives of_our research was the produc-
tion of better descriptive information about the_diagnosis and
treatment of hyperactive children. Anecdotes -and horror stories
have frequently been used as the informational basis fOrevalua-
ting the status of medication and recommending policy. Medical
personnel have accused teachers of "prescribing." Teathers_have
decried the uncritical prescribing of stimulant -drugs for their
students. Physicians and teachers have noted_that_parentsi_on_
the basis of casual information; have pushed:for the prescription
of stimulants or have resisted or subverted the regimen.

We devoted a portion of the interviews with teach-el-di parents
and physicians to obtaining the story of the treatment of the
child from the perspective of these three -ley parties. Ih this
chapter we will construct a description of the ways in which cri-
tical decisions were made and important events have transpired
in the sequence of activities from the recognition of the problem
to the termination of medical treatment.

As described in Chapter Three, we developed different inter-
views depending on the duration of time the child had been
treated.*

Diagnosis and Initiation of Treatment

Our smallest_graup of subjects was that designated as initi7
ation phase_(n = 12). We augmented the information on -the question
pertaining to initiation by developing another set. of data for a
second group of subjects (Kalamazoo Live Y'ers). The data on
the Live Y'ers group will be presented later in this chapter.

The first_questiop to consider in the description of the
diagnosis arid_ treatment of children as hyperactive is -: -who recog-
nizes_the_problem and how is it determined that the child _

experiencing difficulties_ which go beyond the problems of children?
MUth of vhat_omerges in the child's treatment may be shaped by the
way the problem:is_recognized. The extent to which parents4
teatherSatd_physicians function effectively in the first_leVel
of screening for problems_of _children is obviously critical to
the ultimate success of the delivery of any helping services.

Ttatbert_play an important part in the recognition of prOb-
lems that_lead to the diagnosis of children. as hyperactive.
Seven of 11 parents (64%), 6 of 12 teachers (50%), and 5 of 10

*All tables for this chapter are contained in Appendix J.
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physicians (5070 said that the teacher was the first person or
one of the first persons (i.e., teacher together with someone
else) to recognize the child's problem and that this led to the
diagnosis of hyperactivity.

The close agreement of the three_sample8 with regard to the
function of teachers in recognition of the problem is not mirrored
in agreement about the parent role. Parents are reported to be
the first or one of the first persons to recognize the child's
problem by 3 of the 12* (2570) parents, 2 of the 12 (17%) teachers,
and 8 of the 10 (80%) physicians. The differences in the physi-
cians' perceptions may be a result of the tendency of physicians
to come in contact with the problem through the parent. A8 a re-
sult, physicians may perceive the specification of the complaint
by the parent as a recognition of the problem by the parent.

Of considerable interest is the fact that none of the respon-
dents see the physician as the person who initially recognized
the problem which led to the diagnosis. The condition_is appar-
ently not picked up by the physician in routine medical care of
the child or when the child is being treated for other ailments.

In examining what parents, teachers, and physicians had to
say about the nature of the problem that caused their concern, we
find a variety of descriptions of the problem. Descriptive terms
used were: "slow learner," "poor coordination of hands," "very
violent," "irrational," "irresponsible," "problems getting along
with other children," "short attention span," "not sitting still
in the classroom," "emotional problems," "frustrated," "unhappy."
These terms give an indication of the considerable range of be=
haviors that were identified in children by pa-rents, teachers,
and physicians which ultimately led to their being treated for
hyperactivity. The most common concern on the part of parents
was the problem of attention span and the child's high activity
levels.

Another aspect of the reports of problems is the parents'
sense of gravity of the situation. In some instances the parent
indicated little difficulty at home but was informed of problems
at schoo. In other instances parents reported that the child's
behavior was extremely disruptive within the family unit. For
example, one parent said, "He'd break things on purpose and I

needed help. All of uS. I'd get so upset, I'd just sit down and

cry. I couldn't do nothing with him." There seems to be little
pattern with regard to the agreement among parents, teachers, and
physicians concerning the nature of the problem.

Not infrequently, there was quite a bit of diffeence among
the three as to the nature of the child's problem. For example,

changes for the three groups becaUSe of missing data on
particular questions.
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in one case, the parent reports the problem as follows: "He was
a slow learner, and had astigmatisM, needed glasses; and poor
coordination of his hands." The teacher reported for the same
child, "Many behavior problems, not serious, just silly things,
tried to get attention and make others Laugh." And the physician,
referring to the same child said, "The child was hyperactive,
(had a) short attention span, wouldn't sit still." This contrasts
with an instance where there is considerable agreement among the
three samples. The parent said, "very violent, irrational, irre-
sponsible." The teacher said, "family problems, defends himself
with knife." The physician reported, "uncontrolled agressive
behavior." There appears to be a greater propensity for similar-
ity of assessment of behavior in those instances where there are
acute problems which have an episodic character. The variation
in the description of the child's initial problem among the in-
volved adults leads us to suspect that differences among respon-
sible adults may originate in the very beginnings of the percep-
tions of the child's problem.

Another aspect of the teacher's participation at the er...7.1y
stage of problem identification is the involvement in the decision
to seek medical help. Most of the'teachers (9 of 11, or 82%)
indicated that they took no part in the decision to seek help for
the child. The majority of teachers in the initiation sample, 11
of 12 (92%), indicated that they did not make the decision to
contact the physician. Only one teacher in the sample said that
she Was the first person to bring up the idea that the child
needed help.

The children in our initiation sample, therefore, showed a
pattern of having their problem first recognized by the teacher
and having the subsequent steps for professional and medical help
being initiated by their parent. Noteworthy is the fact that the
social, behavior, and learning problems occasioned by hyperacti-
viti; arenot picked up spontaneously by the physician. One further
observation abbut problem recognition. The examination of the
detailed table (Table 5.1, Appendix J ) shows that few of the
salient decisions occur through the concerted effort of parents
and teachers and physicians.

One of the concerns that we had in examining the problems
associated with the diagnosis of children was the extent of com-
munication among the involved parties relative to the child's
diagnosis. As might be expected, the parents report that they
have had the diagnosis of the condiLicl. given to them by
the phyr;ician in most cases (7 of 12). In three other cases the
diagnoss came from the social workers or other professionals.
Most teachers, however, were infc7:mea of the child's diagnosis
by parents; various other sources, ^uch as school psychologists,
social workers, school nurse, etc., also provided the information
to the teacher about the child's diagnosis. There i$ little di-
rect communication between physicians rnd teachers about the
child's diagnosis.
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Another important aspect in communication is communication
with the child about the details and meanings of his or her con=
dition. Seven of the parents reported that they did discuss the
meaning and detailS of the child's diagnosis with the child,_four
did not. Six of the teachers did so and six did not; five of the
physicians did so, four did not; and one did not remember. Since
the question as stated enabled us to collect an affirmative answer
even if tLe discussion is of the most fleeting, ephemeral kind,
we might hive expected to see much higher percentages -of response
to this question. This response to this question suggests some
thinness with regard to ditcuttion between adults and children on
the nature of the children's condition.

Since the way -in which the child fares in the school system
is not simply the function of any one teacher but is a consequence
of the child's involvement with various teachers in the school,
the issue of interschool communication relative to the child's
condition is of interest. If the child's homeroom teacher is
informed but other teachers and school per.'nnel with whom the
child will come in contact -are not informed, it is conceivable
that they will not have information which may be helpful to them
in their interactions with the child. While one perspective is
that the fewer the people who know about the child's condition,
the better, the school system in which thi8 study was conducted
took the first posture and required that the information about a
diagnosis of hyperactivity be recorded on school records. This
was formal school policy; nevertheless, 10 of the 11 teachers
reported that they did not provide this in the cumulative records.
Since the data were not recorded by the end of the school year
(April), we might conclude that the information would probably
not get on the cumulative records. In addition, 5 of the 12 (4270
teachers reported that they did not communicate the child's
medical diagnosis to others in the school system. Thus, we see
that the prevailing posture is to provide for a limited amount
of communication within the school system relative to the child's
diagnosis. In the diagnosis of hyperactivity, communication
within the school system and between school system members and
physicians is largely a hit-and-miss, uncoordinated, phenomenon.

Medication Treatment

One of the most volatile aspects of the treatment of hyper-
active children is the use of medication. In the popular liter-
ature on hyperactivity, it is often asserted that improper,
unethical, or illegal acts occur in the_decision to use medication.
Thus, questions concerning the nature of the process for deciding
about medication provides data that can be used to reexamine
argument8 of critics about the use of medication for hyperactive
children... The extent to which the decision about medication use
is made in a reasoned, careful way may go a long way toward
determining the extent to which the child's treatment will have
a positive consequence.
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A minority of the parents (4 of 11, or 36%) reported recom-
mending the use of medication. Of the four, two reported that
they suggested a specific medication. An even smaller proportion
of teachers (2 of 12, or 17%) reported recommending the use of
medication, and of the two teachers who did recommend that medi-
cation be used, one of them reported suggesting a specific medi-
cation. Thus, from the reports of teachers and parents; to sug-
gest a medication or even that medication ;e used in dealing with
the child's problem is not a common approach.

One interpretation of these data is that the parents and
teachers are not telling the truth. Teachers have been charged
with bringing pressure on parents to seek medication treatment.
The teachers in our sample all denied that they had recommended
medication for the hyperactive children. When asked about this,two
(18%) parents designated the teacher as a decisionmaker in the use
of medication and one of these two parents has the teacher as a
joint decisionmaker with the doctor and the parent. Both parents
and teachers in roughly the same proportion (55%) designate the
physician alone, or in combination with the parent or the °teacher,
as the decision -maker to use medication. Five of 11 (45%) of the
parents indicate that they were the ones to make the decision to
use the medication treatment; five of 12 (42%) of the teachers
report that the parents were the rlecision-makers in the decision
to use medication for the child.

- In our interview we asked several questions about the paren-
tal discussions with others about medication. All parents reported
having told the teacher that the child was being treated with
medication. Since medication often is administered at lunchtime
in school, involvement of the teacher is not infrequent. Thus,
some measure of communication is probably inevitable when medica-
tion is used as a treatment approach. Also, all parents reported
that they talked with the child about how medication would help.*

A good part of the concern about the treatment of hyperactive
children with medication for children centers about the possible
misuse of medication: When questioned, 8 of the 11 parents (73%)
reported giving the child one or two_pills to take to School each
day. Eighty-two percent (3. of II) of the parentS reported that
they personally gave the child a pill each time it is taken at
home. In school, medication is stored in a variety of places.

*rhe critical question is, of course, how extensive are
these discussions and what is being communicated? While we did
not ask detailed questions about the nature of the discussion
betw-en parents and children, or between teachers and children
about the nature of their condition or the nature or reasons for
taking medication, we shall be able to examine the consequences
of these discussions when we examine the data from the child
interviews. This will tell us what the child understands about
the nature of his or her condition and the medication that is
being provided for it.
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Some of the medication is kept in the child's classroom or the
school office, some in the nurse's office. In some cases (2 of
11), the child keeps it with him. Twenty-seven percent of the
teachers (3 of 11) report they do not know where the medication
for the hyperactive children in their charge is kept at school.

The circumstances under which changes in the medication regi-
men were made was also investigated in the research. Forty-two
percent of the parents (5 of 12) report that they changed the
dosage or the time when the child takes_his or her medication
depending upon their perceived needs. One of the teachers when
questioned about this; reported doing it.

Monitoring the Hyperactive Child

The monitoring_group was comprised of intervi,tws _with 42 parents;
37 teachers and 37 physicians _Federal law requires_the_monitor-
ing of children being treated with stimulant medication (medica-
tion can only be provided for a_thirty-day duration; therefore,
monitoring is required for children who are taking medication on
a continuing basis); In our interview we asked a series of ques-
tions about monitoring;

One of the questions in this section of the interview dealt
with the.regularity of medical check-ups;_ When we compare the
responses of parents and physicians; we find that there was a ten-
dencT for parents to report more frequent visits to the physician
than were reported by the physicians: Twenty-three of the 42
parents (56%) reported going to the doctor more than once_a year.
Thirty -three percent (10 of 30) of the doctors reported that _

their patients came to them more than once a year_for monitoring.-
The distribution of reported visits (see Table 5;2; Appendix_] )
shows this--discrepancy between parentai_and_physician_reporting
in detail.

A similar difference is noted when we asked parent_and phy-
sician who takes responsibility for the medical monitoring of
the child via scheduling check -ups by a physician. Sixty-five___
percent of the physicians (17 of 37) say that they are responsible
for and do schedule such periodic examinations;' Sixty-three _

percent of the parents (26 of 41); however; say they take such__
responsibility - either through requesting a prescription refill
or scheduling visits when the parent thinks it is necessary.
With regard to the monitoring of the hyperactive child receiving
medication, parent and physician have different views of what is
going on. Their disagreements are substantial. It is important
to note that two- thirds (20 of 30) of the physicians reported
that the visits with the child for a check-up for medication
occurred once a year or less frequently;

With regard to the frequency of parent-teacher conferences;
We find that there is a tendency for teachers and parents of
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hyperactive children to meet with greater frequency than is re-
ported for other children in the class. Teachers report the norm
for meeting with parents of children in their class is two times
per year. (Sixty percent, 20 of 33, of the teachers reported
that they meet with parents twice in one year.) For_parents of
hyperaCtive children, however, the frequency of meetings is greater.
Only 37% of the parents (15 of 41)_report meetings of two_or fewer
times with teachers. The mean number of meetings reported by _

parents is 3_.2 per year._ The teachers report that they met with
parents on the average of 4.9 times per year. One_consequence

.. for teachers of_having hyperactive_ children in their classroom
is the increased amount of time and energy which is spent in
parent/teacher conferences.

A critical aspect of the monitoring of a child's regimen is
the evaluation of the effectiveness of medication_ treatment. We
asked parents, teachers, and physicians-about their attivities_in
monitoring the_side effects, the dosage adjustment and the effi=
cacy of the medication _treatment children _were getting. _ Nearly_
all physicians reported that they received_ information from either
parent or teacher to help_them decide_if the_medication has_re-
suited in harmful side effects (94%, 29 of 31); _Eighty-eight _

percent of the parents (36 of 41) reported_providing the physician
with this information; but only 19% (7 of 36) of the teachers
interviewed maintained that they had ever provided this informa7
tion: The information provided about the side effects evident in
school is transmitted to the physician via the parent; ThiS _

observation is buttressed by the fact that 76% (31 of 41) of the
parents indicate that they serve as a channel of information
during this monitoring process between teacher and physician.

The data on dosage level is similar; Virtually all physi-
cians (over 907) report getting information from parents and
teachers. Eighty-three percent (34 of 41) of the parents report
giving such information but only 17% -(6 of 35) of the teachers
report giving this information to the doctor directly; .

Another important problem is the relationship between teacher
and physician in the effect of the child's medication treatment on
school performance. As previously noted; a gr:?_at deal of the _

hyperactive child's difficulty occurs in school and with school-
work. The majority of children, being treated with stimulant_
medication, notably Ritalin; take their medication in school for
this purpose. When asked whether the teacher provides information
directly to the physician in order to evaluate the efficacy of the
medication treatment, 19% (7 of 36) of the teachers said they did:
The physicians' perception of this communication is considerably
different. Fifty percent (16 of 32) of the physicians said they
had received information directly from the teacher. Of the 16
physicians who indicated °that they received direct information,
however, only two reported that they received written information
of any kind.



Finally, we were concerned with the attempts of parents or
teachers to suggest that medication be suspended in the case of
children in their care on a trial basis, or the request of the
parent or teacher that medication be ended. Thirty-one percent
of the parents (13 of 42) report suggesting to the' physician a
trial discontinuation of the medication and 147 of the teachers
(5 of 37) suggested that the medication be discontinued on a trial
basis for their students.

Adjunctive ItiErapy

The literature on hyperactive children stresses the impor-
tance of adjunctive therapy. Even promotional literature provided
by manufacturers of the commonly used medications indicates that
the medication by itself is not sufficient to remedy the problems
that the child is experiencing. It makes both common and medical
sense to understand that the medication by itself cannot correct
many of the important educational, behavioral,problems that have
led the parents to seek help for their child. It was for this
reason that we included a section during the interviews to exam-
ine the extent and nature of adjunctive therapy.

The most striking finding (see Table 5.3, Appendix J ) is
the paucity of other approaches which would either supplement the
medication or begin to deal with the more fundamental problems
involved in the child's treatment. Treatments such as megavitamin
treatment, special diet, psychiatric, special education, counsel-
ing and behavioral modification are employed quite infrequently.

It is also of interest that the reports across samples are
fairly consistent. There are no large differences among the
parents, teachers, and physicians as to the extensiveness of these
treatments. It is perhaps of even greater concern that some of
the treatments which are more easily claimed are in no instance
repL,rted for more than 50% of the children, i.e., "changes in the
manner of relating to the child." The benefits that may accrue
from the medication can provide the basis for insuring the success
of these changes. These data, thus, point fairly clearly to an
important consideration relative to the treatment of hyperactive
children: the use of medication tends to be perceived as a more
complete, omnibus soluf:ion to the child's problem than the medical
or educational literature would seem to warrant.

Social Psychological Context

The literature on hyperactivity has paid special attention
to problems Of_ stereotyping and stigmatizing_ the children. .Diag-
nosis of the children as_hyperactive and their treatment with
medication could_be an additional_problem_for them. If the chil
dren are teased because_ they are hyperactive or because they -are
taking medication, if they are treated unfairly; or if they have
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bad feelings about their diagnosis or treatment; lc coui disrupt
the effectiveness of the treatment.

We inquired about these kinds of considerations in our inter-
views and generally found a few reports on the part of parents,
teachers and physicians that there were, negatiye psychological or
social conditions in the life of the child. The majority of par-
ents, teachers and physicians indicated: (1) the child had not
been treated unfairly because of his or her diagnosis; (2) the
child's chance for success in school would not have been better
if school personnel did not know of the diagnosis; (3) the child
did benefit at school because other personnel knew of his or her
diagnosis and treatment as hyperactive; (4) the child had not been
teased at home because of his or her treatment; and (5) the child
had not been teased at school because of treatment.

While it would be inappropriate to define any of these prob-
lems as being generally the case for the hyperactive children we
studied, there was some evidence that problems related to the
stereotyping, stigmatizing, and other adversive psychological
conditions did exist for some children. Physicians tended to
report these problems less frequently than teachers who reported
them le8s frequently than did parents. This is quite reasonable
given the differences in contact with the child. The most fre-
quently cited problem was that the shiid was teased at school
because of his or her condition. Thirty-one percent (54 of 177)
of the parents reported that the child had been teased in school.

Our aata point to a_phenomenon tnat we ha.--s observed in other
situations which we might characterize as the "proximity = sensi-

tivity relationship." When we examine the question of.differences
between parental attitudes toward treatment, we find that there
is a greater inclination for the mothers to be favorable to the
treatment than fathers. In other research we have seen a tendency
for practicing teachers to be more positive toward treatment than
prospective teachers and for superintendents to be less favorable
than tea-thers (Robin and Bosco, 1974). Since mothers generally
spend more time with the children, it is quite likely that the
more favorable attitude is _a consequence of their own more exten-
sive interaction with the child's problems prior to treatment and
with the alleviation of the problems after treatment. Perhap8
fathers, who are generally in less contact with the child, have
a greater propensity to consider theethicall moral, and philo-
sophic aspects thaa do mothers who are more frequently confronted
with the reality of the behavior.

In summary, what these data indicate is that parents, teach-
ers, and physicians generally report a positive psychological and
social environment. It must be remembered that the samples we
are using are not general population samples but, reher, those
who have accepted treatment or are part of a treatment program.
It would be erroneous to generalize these attitudes to a general

population.
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The natural history and social context of hyperactive chil-
dren, the agreement and disagreement among adult populations about
the course of treatment and what has happened and_sholald be done
with such chilCren, may hinge upon the severity of the condition
and the agreement among the sample about that severity. Previously,
we have discussed that parents, teachers and physicians, each be
longing to separate social systems with different perspectives,
may very well see the child and the disorder of the child in a
different light. In this section, we examire the assessment by
the parents, teachers'and physicians about the severity of the
condition of our sample of children.

Parents, teachers)and physicians all saw the children in our
sample as having considerable or severe problems prior to treat-
ment. Modal categories for parents and physicians were "consid-
erable problems" and for teachers. "severe problems." The majority
of parents, teachers; and physicians saw the child as having con-
siderable or severe or even most severe problems. More physicians
tended to see the children as having only mild or moderate, or
borderline, problems than did the teachers. More teachers in turn
saw the children as having borderline, mild or moderate problems
than did parents, but all agreed that the majority of the children
had more severe problems. A very small proportion of all three
samples assessed their children, their students, and their patients
as naving no or only borderline problems. While there were a few
parentF, teachers, and physicians who maintained that the children
had no problems or only a borderline problem, the important find-
ing is that the majority agreed that the children had considerable
or greater problems.

Asflessment of Parents, Teachers,,and Physicians-of a Cha- -4a in

Child's Condition since Medication Began

No less essential to understanching the natural history of
hyperactivity, its diagnosis and treatment, or its severity, is
the assessment of the adults about the success of the medication
treatment. The agreement among the three samples about the change
in the child's condition is strong. For all three samples, the
modal category is "much improved' - the second highest categor;
available to our respondentA, A majority of parents, teachers,
and physicians say that thecnild iS either "very much improvec"
or "much improved." Teachers tend to be a little more conserva-
tive than parents or physicians in their assessment of the child's
improvement, and parents are the only respondents who categorize
any of the children as being_ worse, "much worse,- "very much
worse" since the beginning of the treatment. Essentially,
however, parents, teachers., and physicians see the child as getting
better since treatment and agree among themselves to the extent to
which that is so when the sample is considered as a whole.

Q
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Assessment of Parents- Teachersl_and Physicians about Side-Effects
of Medication

There are sharp differences among physicians, parents)and
teachers in their estimates of the severity of side-effects of
medication treatment. Physicians tend to report the least amount_
of severe side-effects of medication treatment (87%, 80 of 115, of
the physicians said there were no side-effects). Of the three
groups, parents reported side-effects with the greatest frequency.
Still, 58% (97 of 167) reported no side-effects. Teachers fall
in between with a percentage of 70% (52 of 80). Parents, teachers)

. and physicians were all quite comparable in their_reporting of
moderate side-effects. However, there were considerable differ-
ences among parents and teachers and physicians. Parents and
teachers reported more severe and more serious side-effects than
did the physicians, and parents somewhat more than teachers. It
is understandable that parents would be somewhat more aware of
the side=effects than would teachers since some of the side-effects,
such as sleeplessness, interruption, or changes in eating habits
may be more conspicuous to parents than to teachers. It is. some-
what Surprising, however, that the individuals who monitor the
side=effectS, the physicians, tender the fewest reports of side-
effects. There is clearly disagreement among the three groups
as to the extensiveness of severe side-effects. Some of this may
be interpreted in the obvious differences and standards of whet
constitutes a severe side-effect. The differences among teachers
and parents, therefore, in the perception of the presence or ab-
sence of side-effects may be either because parents do not tell
physicians about their perceptio. or the physicians do not credit
the parent's account as being acc;.rate or sufficiently important
to enter into the child's records. Even if one believes that the
differences are accounted for by the differente in standards for
judging what constitutes a severe side-effect, these data point
to the_fact that the communication between physicians and parents
is faulty in evaluating the success of the drug regimens.

Termination of Treatment

There is no segment of treatment which appears .co be as
unplanned and as happenstance as the termination of treatment.
One might conceive of the termination of treatment as being the
logical and explicitly anticipated conclusion of a sequence of
actions that have ensued from the initial decision to treat. An
examination of the data from parents, teachers, and physicians
on this stage of the process indicates an ending without a con-
clusion. Our subject, groups for these interviews were 113
parents; 31 teachers, and 68 physicians.

For the most part, the decision to end medication treatment
seems to b most frequently -by the parent, less frequently
by the phy In 20% (6 of 30) of the cases , the teachers
reported was at their suggestion that medication treatment
be termini

p9
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Termination of treatment is typically tat a planned phase
in the process. Very few physicians (3 df 53, or 6%) made any
special plans_for terminating medication. A somewhat_ larger per=
tentage of parents, -about one-third Of theM;_indicated_that they
did make special plans for the termination df the child's medi-
cation. Half of the parents and physicians reported that they
tried a trial discontinuation of the medication to see the con-
sequences of ending treatment.

Consistent with the finding relative to the monitoring of _

treatment, physicians report little contact with teachers 4elative
the termination of medication: Two-thirds of_the physicians

(37 of 54) repotted that they_did not collect information from
:he teacher. Half of the parents, however, did.report collecting
information from teachers.

Physicians generally did not decide to end the treatment _

gided by a physical examination of the child; Three-fourths of
the physicians, (36 of 49) report that they_did not provide a
physical examination at the termination of treatment: In inatar-_,

ces where there is a cleat organic pathology it is to be expected
that an examination useful to determine whether the
treatment- has -been effective. If the condition is more elusive
and less likely to be diagnosed using an examination, then we
should expect an accordingly low usage of any examination in
order to determine if the treatment should be terminated; This
seems to be the case with hyperactivity.

With regard topost-treatment aspects. by and large_;_ 3 of

41 physicians provided parents with informationabout ways of
disposing of medicatibh when the treatment was ended. Since the
stimulant medications are considered -to pytd be a type of schoactive
chemicals which can be abused it would_ seem reasonable for physi-
cians to inquire -about the_aMOUnt of pills that were left over
-and to provide clear and adequate information about the ways to
'dispose of those which were remaining,- In several_instances; as
we conducted interviews, we-realized that while the parent_had
ended the treatment this had_hbt been communicated to the physi-
cian and had not been communicated -to anyone until our interview
took place. In other instances, the physician assumed the child
had discontinued medicatibh only because -as he checked records
during the interview it was clear that the prescription had not
been refilled; Clearly, in the-se cases, the physician's ability
to advise the parent about post -medication treatment of the child,
disposal of unused medication; And Similar matters, is severely
limited.

The picture that emerges frOM thiS_Settion of the interview
is the termination of treatment as a telatiVely spontaneous and
undeliberate aspect of he process. It typically does not entail
high degrees cf structure nor any extensive interaction among the
participants in the process: Treatment for chiidren just seems
to fade away rather than end with any careful consideration of
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subsequent procedures_or_processes that are_useful to the
maintenance of the child's health or education.



CHAPTER SIX

BELIEFS ABOUT AND ATTITUDES TOWARD HYPERACTIVITY AND ITS
TREATMEY- '4ITH STIMULANT MEDICATION

Earlier in this- report the question of systematic difference
in perception; belief, and attitude among members of the three
social systems dealing with hyperactive children was discussed.
In this chapter we present data concerning the beliefs about and
attitudes toward the nature of hyperactivity and its treatment_
as held by parents, teachers, an physicianS. This is done via
a scale developed to measure general attides toward medication
for hyperactive children. We then examill specific attitude
items that were asked of parc7Its, teachers, and physicians, some
of which comprised the scale. Finally, we examined the beliefs
about hyperactivity: its nature and its origin, as held by these
three groups in the children's lives.

General Attitude toward Medication for Hyperactive Children

Parents, teachers, and physicians all hold generally favor-
able attitudes toward the treatment of hyperactive children with
medication. Very few are strongly opposed to the use cf medica-
tion. In each of the the groups, three- quarters of our

regL dents are in favor of the use medication ror hyperactive
chi (See Table 6.1, Appendix K.) The major difference
am, t.he groups is that physicians are more strongly in favo.- of

me ca_ _NI for hyperactive children than are_either of the other
two groups. Over half of _he physicians fall in the most favor-
able scale s.ore attitude soup concerning the use of medication.

Less than one-fovrth of_th teach::: and physicians and pnrents
have scale scores in that most fa,ora'ola category. A8 groups,
the pareLts and the teachers present very similar pictures on the
Guttman Scale. The physicians are considerably Stronger in

endorsement of medication.

We have also analyzed each group searately by the three
phases of treatment. (SeeTable 6.2, Appendix K.)
Tr ere is not a great deal of variability a7ong t%e three treat-
men- phaSe_ fir any c: the three samples. parents, teachers, and
physicians ail tend to be strongly in favor of the 1180 of medica-
tion for hyperactive childrenno matter which phase of' treatment
the child in their care happens to be in Examination of the
differences in attitudes toward medicatiol_ use by hyperactive
children by phase of treatment within each sample indicate8 iio
significant differences for any of the samples acro8c the phases.
n each_sample'there is some slight variation in the pronortion
Lvorable, but these differnces are not significant.

The distribution of the Kalamazoo sample on the Guttman Scale,
measuring the general attitude toward mediation for hyperactive
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Children; is very similar that of the -Grand Rapids_ parental
sample. The Kalamazoo parents -were slightly more in favor -of
7.edication for hyperactive children; None of the parents had
scale sores in the category of greatest oposition to the use of
medication for hyperactive children; Slight-1; higher proportions
(on the order of 5-9%) were in the second and third most favorable
categories; (See Table 6 :3; in Appendi: K;

FIcamintion of Gener_al_Attitudeareal-t-s-iT-e-a-chers, and
Physf_ciaas

A somewhat different picture emerges when the individual
items of the general attitude scale are examined; Approximately
95% of the parents; teachers; and physicians agree that "medica-
tion is not the total solution for the hyperactive child, but it
is a useful and important part of the solution:" Yifty-six_per7
cent of parents and teachers agree with the statement ..hat "while
the use of medication may be necessary for a -small percentav of
children, its use has become too widespread:" More physicians
than i?arents and teachers agreed with this statement (34 of 51;
or 68%) . The phy:;icians are more critical of the current 1:,a2=_
of medication for hyperactivity than either the parents or
teachers.

Two-thirds of all parents and teachers agree that "there is
so much_confusion about what hyperattivity is, that the use of
the medication is questionable." Less than 40% of the physi-inns
agreed to this item. Fifty percent of teachers and 60% of phy-
sicians_agree that "most doctors are careful -n orescrihing
medication and they work well for hyperactive children." Far
more, almost 80% of the parents expressed this belief in the
carefulness of the prescribing physician. Whether this greater
trust in physicians on the part of parents is reflective of the
naivety of the "non-expert" or whether it reflects the reality
of living with a child for whom such medication has been pre-
scribed is not known.

When questioned about agreement with the statement "Not
enough.is_known about the dangers of medication to make it a safe
approach;" the three samples responded in much the se.JLe fashion
that they did to the_iten_concerning confusion about hyperactivity
making the use of_ medication questionable_ Although a smaller
proportion of each sample agree71 to ttlis thLn to tt., former ques-
tion; nearly 50% of the parent expressed Bout abc t the state
Of know'.edge of the dangers of medication, as compared to only
one-third _of the_teachers, and_less than one-fourth of_the physi7
cians. The physicians in_pa,:ticular tend to minimize the dangers
in the use of medication for hyperactivity while the other groups
are not quite as sanguine.

Two items w _-e constructed to from rle_gi-ov.ps,
responses to extreme statements; Dositive and negative, abc"it the
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use of medication for hyperactiVe Children. One item: "it is
never proper to use medication -to tamper with the minds of chil-
dren in school" evokes very different responses from the three
samples. In none of the sampIesdid a majority of our respondents
agree to this item. However; over 35% of the parents agreed with
this statement, contrasted with just a little over one fifth of
the teachers, and one-tenth of the_physicians. When the groups
were asked to_ respond to the item "it's a shame to let_children
suffer when there are medicines _like these that can help them,"
each of the samples overwhelmingly agreed with thiS item._ Ninety
percent of the parents, and approximately 80% of the physici,
and teachers agreed with this statement These groups; then.
were quite different in the extent of rejection of -the i-egd-
tive_end of the belief continuum; but agreed on their endorsement
Of the positive position.

Examination of the constituent parts of what we_ measured as
a_ general attitude toward the use of medication for hyperactivity
shows that, even though these items scaled as unldimentional by
Giattman_standard8i there -is considerable variation-in the coupo-
nent belief by sample. As with the general attitude score_;
parents and teachers_ tend -to agree with -one anc lr more than
either agrees with physicians. Physicianstend t more posi-
tive on items that call for thbte specialized knot-:Iedge.__And
parents seem to feel more strongly about ite. j whch broader,
ideoIegical; or ethical questions into play.

Fewer KalamaZOO than_ Grand Rapids parents (slightly more
than two-fifths) agreed that the use of medication has become too
widespread. Grand Rapids atd Kalamazoo parents_agreed very _

closely: -more than three quarters of each sample; that physicians
are ca;_zfuI in preStt:Hing_tedicatiot. The two samples agreed
quite closely; over tWdthirdS, that the useof_ medication may be
questionable because -of- confusion over the nature of hyperactivity.
Somewhat more Gra-d Rapidb oatett.5.., about 46%;_feel that not
enough is known aboUt the dangers: medication to make it a safe
approach than do Kalamazoo 'Jat,4tt8, 35%. Sf_ilrly; more Gr
Rapids parents; 4.out 36%, as -compar,2d with just- over one -fl
of the Kalamazoo parents_; agreed that it is never proper to

medication to tamper with the _minds of children in school._
all of the Kaiamazob parents (all but believed that for L,ii1=
dren cr110 need them; teditites for treptmen of hyperactivity are
almost a miracle. This compares with four-fifths_of_the Grand
Rapids sample who felt the same way. A vast majority; 9O of the
Grand Rapids pareyts;_and all but one 0: the Kalamazoo_parcnts;
LhLLgLt: that it's a 8haMO to suffer then there are
medi!ines like these that can help ti-.em. The same.)roportion of
Kalamazo) and Grand Rapids parents LL.Jught that medication was
not the :,:ota1 elution but a useful and important ?art of the

solution.

It is important to note tho_strong convergence of opinion
1),-:z.:wecn these two samIeS - samples that differed in the manner
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in which they were selected. The generalizatic-Is made above
about the Grand Rapids sample; the major parental_ sample in this
research, can be extended without difficult:, to the Kalamazoo
sample, and the general attitude about_medication is theref.pre
homogeneous among the two major sets of parents in this research.

Attitudes of Parents, Teachers, and Physicians toward the Use of
Medication for Children_ln_TheIreare

In addition to questions about the use of med_cation for
hyperactive children in general, we examined the attitudes of
parents, teachers, and physicians concerning the use of medica-
tion for the child, the student; the patient, in their care.
Literature previously cited indicates that endorsement of psycho-
active medication in general populations increases when the
respondent i8 coacernc2. with a situational or personal circum-
stance as opposed to an abstract, general circumstance. In addi-
tion, our sample is comprised of th,._ parents, teachers, and
physicianS of children for whom meci_ation has been prescribed,
and/or who, for some period of time, have been taking medication.
Negative attitudes toward medication for these children may indi-
cate that the reSponsiblt. adult thought that an error had been
made in the prescription and the taking of the medication.

When comparing the attitudes of parents, teachers, and
physicians toward the use of medication for children in th-dr
care (see Table 6.4, Apperix we note that, unlike tL,_

expression of attitudes iT. 3enral, there is a convergence between
the feelings -)f physicians parents, while teachers are marked-
ly different Erom both of the other groups. For parents -1d
physicians, more than two=fifchs of each sample elected the posi-
tive, unambivalent statement about medication and their child
"1 strongly favor the treatment of this child with medication.
These responses were the model responses for both parents and

pnysicians. Just over one=quarter of the teachers agreed with
this statement. Almost one=third of the parents and physicians
chose the item which read "I have some misgivings about the use
of medication but am inclined to favor it for this child." Close

to two-fifths of tree_ teachers selected item. The comparable
ambivalent item which leaned toward a negative posir4_on, "While
I see something in its favor, I am inclined to disiavor it for
this child," was selected by approximately one -fifth of the_par-
eats, and almost one-quarter of the physicians. Only 16% of the
teachers selected this_category. The unambiguous disapprDval of
medication for the child was indicated by 6' and 87 of parents
and teachers respectively, but by n^n° of the physicians.

The salient findings al,out this a:titude are tt., mach greater
ambivalence of teachers about medication for the chJ_Idren in their

carp. -,d the relatively low, unqualified endorsement given 1)17

ali th samples talking -bout (-hildren in th ir care who have
been o-, ore currently on a .edication regimen. For eample,
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almost half of the parents, over half of the teachers, and half
of the physicians selected an ambivalent attitudinal response._
Qualifications, whether leading to a positive or negative assess-
ment, occur for most of the respondents in each sample. Even if
there are some differences among the three samples, none of the
three samples displayed the overwhelming (indeed mindless) endorse-
ment of medicating the children in their care that has often
been portrayed in the media.

17,alamazoo Sample - Attitudes toward Medication for Children in
Their Care

The Kalathattio group_Of parents displayed somewhat different
attitudes toward medication frr their children than did the Grand
Rapids sample_ One-third_of tl:_e sample endorsed the medication
without qualification; while 55% Of the_sample_are_ambival_enti
leaning toward favoring its use for -their child. Virtually all
responses were_in these two_favorable categories. The ambivalence
noted in the three samples in Grand Rapids is -also to be found in
the Kalamazoo parent sample. The positive ambivalent category
is the model category for the Kalamazoo parent i-sponse___The
general attitudes of Kalamazoo parents of hypera, tive children
art:: quite similar to those or Grand Rapids parenLs though slightly
more favorable:

The_iefs_of Parents; Teachers, and Physicians about Hyper-
artivity and ItsEtioIagy

considerable importance to the coherence cf the_ child's
envirnment and the ability of parents; teachers;_and_physicians
ED c;)mmunicat-,i and work in organized fashion in thn diagnosis a,lo
treatment the hvperacti,ie child is the convergence of -their
beliefs about hyperactivity; There are many different views on
the nature and etiology of hypel:activity_in_ttie popular and tech-
nical lit.,:rature: Parents; teachers; and physicians ila; secure
information about hyperactivity from ur-Iversity in-
service trairing; distussion; magazines; television, newspapers
and the like. Whatever the sources of information, _the conver-
gsnce of the members of the three social systems and their_ views
about this disorder is c-;f considerable importance to the child,
and his treatment.

We examit the genera' beliefs about hyperactivity.
When asked to respond to the ste.temen::: "tIle term hy,..7,.c-tive
used to characterize children who are energetic; active; r.eativt-;

or merely restless," a majority of each sample tended to agree.
Just over ri,A: of th-- physic:fans_and teachers agreed with that-
ststemet, but over 70% of parents agreed_ (See Table c;i,
Appet-:d1:=: -.;.) More of the mts, th--2refore; tended to view

.'-;:peractive, with sot .enign denotlf:ion. The moreperson,-
aL irivemerit witr. tie hyperactive chi'd on the part of tr
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parent may well serve as motivation for this view. A sharp rever-
sal of these beliefs was seen when the thtee groups were rertp)nd-

ing to the statement: "In some iriStances_it may- be a good thing
for a child to be hyperactive_;" Over half Of_the physicians and
teachers agreed to that statement; bUt only 32%_of the parents
agreed with the statement. AppreciabIe_prbportions of the physi-
cians, parents, and. teachers agreed with the statement that: 'The

term hyperactive is used bo.; people to make it possible to control
or _to suppress children." In each group the- plurality agreed
(43% for parents, 44% for teachers; and 54% for physicians).

We asked tespwdents whether the term hyperactive is a legi=
tirate diagnosis -of a real problemforsome children. Overwhelm-
ingly; parents (93 %, of them) agreed that it was; Almost as many
teachers agreed, but only three-quarters of the_ physicians agreed
to this statemCiAt. In the realm of medical diagnosis and_medical
entity, therefore, the physicians F2-0W the least amount of agree-
tiierit a...long the three Ltamples.

The meaning of the sampi.?s' responses to_tnese four items
cnara,:.terizing_hypera.ctiVity is that they agree that hyperactivity

-s a real problem and a teal medical encityi___When asked specifit
questions each_Of the samples has a ia:Te proportion qualying
the pathological ittipliCatibt of t_he labelhyperactive;__ In three
of these four items; the S-- -7espond_iumanners differing_
signirLcantly ftOM ani TZe perception of hyperactivity
among parents; teacherSi is _not homogeneous. They
differ from one another they believe the label is and
mens;*

When examining the parents', !-.eetets', and physicians no-

tions about the etiology of_hyperac.civity,__we alsc rote- consider-
able difference among the thtee samples. Of the six questions

*One of the things that caught our e-e was that 26% of th,1
_

cians (13) said th -t "Thethey disagreed With the statement: The term
'hyperactive' is a legititate diagto:jis of a real problem for some

cnildren;" We reviewed the tapes of the interviews with those
physicians; to audit their responsett this item._ One physician
Said, "I don't know if a_tegititate diagnosis. I'd have to

say hyperactive is I dont like td_tall it a diagnosis I guess:'
Other physicians refer to hypetaCtiitY as a syndrome -or a
description rather than a diagnosis; buttressing our concern '-hat

the argument was'with terminology rather than with medical entity;
One dis,6reeino- physician said "NO_ It'S just a symptom, not a
diagnosis." A'riother comment was "1 think it should be che_hyper-
active child syndrome; Just to a child is hyperactive without
the ,,yadrome, there is no point. If you to just saying he, is
hyperactive that's not a di;agnosis;"__ AtOthet
"I wouldn't call it hyperaCCV6; SO I tOtie say 'o because I
just use the word syndrome:"
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asked wrE. significant differences among
the trrL: --;amplos Lou': :A' these questions: On two questions,_
at leas me aso uf are caused by psychological
or emotional prlems" and 'at Least some_z:ases of hyperactivity
ate cat:Sed by it7,A.J poisoning" there were no differences among the
samples. Overwhelming proportions of all three samples agreed
that cases_of hyperactivity are caused by psychological or emo-
t:_onal problets. CIO :7;e tbi or over 90% of each of the samples_
agreed to thiS._ Ih the case of load poisoningheing_a_cause Of
hyperactivity, i,jrge proportions of both samples simply said_they
did not kno:7. These ranged from about one7quarter of the physi-
cian sample to 70% and 90% of- parents and teachers respectively.
Of particular interst hete,__hOweVer,de_the responses of the
physicians. Fifty percent of the physicians agreed that lead
poisoning could cause hyperactivity.- The other 50% were divided
equally between disagreeing and not knowing.

Teachers and physicians agree in_ptoportions far greater than
parents that some cases of _hyperactivity are caused by p'Aysiolog-
.cal or neurological disorders. Three-quarters of the parents
agreed that this may be the -case, hilt greater proportions of tea-
chers (88%) and physicians (9276) agree. This may reflect the
mdencv on the part of some parents to deny either the reality

or the physical reality of their Child'S disorder. Parents also
agreed .less than teachers and physicians that some cases of hyper7
activity are caused by poor nutrition. A majority of the teachers
and over two-fifths of the physicians agreed with this statement,
but only 37% of the parents did.

Even more dramatic; and in the:same direction, 1- Ae_dis-
tribution of opinion about poor social conditions as a cause of

hyperactivity One-third of the parents denied poor social con-
ditions as a basis for hyperactivity as Opposed to one-firth of
the physicians and less than one-tentii of tr., teachers. Over
thYee--quarters of the physicians felt that_the etiology of hyper-
activity _could be tied to poor social ConditIons. More than
two7thirds of the teachers felt this way, but just cvel' two-fifths
of the parents felt this was a possibility _Finally, continuing
the pattern, more physicians and teachers felt that poor schools
could be a cause of hyperactivity than did_parenta. About half
Of the teachers and physicians felt -that this might--be the cause,
compared with just over one-third of the parents. Half of the
parents disagreed thLt this might be a cause; COmpated with just
over ono7third of the teachers and two - fifths of the physicians.
It is incLresting to note the strong proclivity_of the teachers
to ascribe causality of hyperactivity to bac schools. More
teachers agreed that bad schools might be the cause of hyper:-
activity than oil.:Ier the parents or the physiciana,

asked whether food additives might be a cause of hyper-
activity, the physicians were -least likely of the thtee samples
to -credit_ this as a cause. Less than one-fourth of the physicians
thought that this was a Posible cause, compared with twO=thitda
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of the teachers and altbSt M0-fifths of the parents. Over hall
of the physicians indidated that they did not know; and slightly
over half of the parents were Ancertain.

These data show_a difference in opinion about_the etiology
of_hyperactivity: Physicians, no less than teachers and parents;
show themselves divided over other possible explanations such as
social_conditions; food additiVeS, schools, and lead.poisoning.
Parents manifest different belief pat-terns than the phySicians.
The difference between parentS, teaChetS, and physicians about
the etiology is striking.

Summazkiy_

The data support the positing of systematic differences in
perception, belif, and attitude among the paren,:s, teachers, and
physicians responsible for the ayperactive children in our sample.
The differences among the three groups seem to reflect the pre-
viously discussed differences among tneir social systems. Those
differences, it was predicted, would generate among system mem-
bers systematically different perspectives on hype-ractivity and
its treatment.

The differences among involved system members, turn, were
seen to produce not only a lack of articulation among the system
1_11 general but an incoherence in the hyperactive child's envir-
onment in particular. The reaction to hyperactivity creates an
environment which unprcHictable for the child. The incoher-
ence of the environment, resulting from tne differing
beliefs and perspectives za the part of the significant adults
in his environment, provides yet another source of- difficulty

for the h.y-Lactive child: There is a double penalt:/:. the social
difficulties unner the chid is laboring are increased and
these difficulties ar,. organized an.,und attomr.ts to deal with
the child's condizion.



CHAPTER SEVEN

THE CHILDREN: THEIR ATTITUDES, PERCEPTIONS
AND EXPERIENCES

No issue pertaining to the of stimulant medication is
more important than the conseq-,-!. ..: of stimulant medication on the
children being treated. There `Ls._ been much research abdoput the
effect of medication on various scholastic and cognitive variables,
and there rcz.S been some speculation (and assumptions) about the
conseque.-. pf stimulant medicat-ion on attitudes and other kinds
of perce7. . ,-- formed by the child. When we began this research,
we could ' ao research on the impact of medication treatment on
hyperact., iildren from the perspective of the children. Infor-
mation_about the perceptions, beliefs and attitudes of the children
themselves was lacking. This struck us as a particularly critical
gap in knowledge of the social, psychological, and educational
effects of the diagnosis and treatment of hyperactive children.
Although parents, teachers and physicians intersect the hyperactive
child's life most significantly. it is the reaction of the child
that is the product of continuous, intimate living with the prob-
lem. Ultimately the reactions of the_child are the gauge of the
impact of this condition upon the child and the success or failure
of the treatment.

One of the problems we encountered, as_ we made plans to
interview the children; was the exteat of their awareness of the
diagnosis and treatment. _Some of_our consulta:nts_told_u, hat t.4e

ought not to expect that hypeiactive_children would_make cr1

research subjects: We were cautioned to be modest in our -pcc7

ta:ions of ou-,- interviews with children. Not only,_we were to d,
would we have the prob.,m of interviewing young children bul-, in
addition; we would encounter the problem_of.interviewing hyper-
active children; who would be particularly non-reflective and
oblivious to those aspects of their environment pertaining to
their diagnosis anc:, treatment.

Thus; it was with some trepidation that we began the inter-
views with children. We were uncertain about 'pow much information
wr could obtain from -the interviews; we were even more_concerned
about the potential for trauma from the 'interviews. __Ifi indeed,
the children were oblivious and unmindful of their diagnosis and
treatment; an interview which focused questions on these concerns
could potentially raise new and additional issues and_problems for
the children. Both for reasons of avoiding trauma and testing_
how accurately the extent of the children's obliviousness_had been
predictee, we began the interviews with a series of questions that
exam:.ned the extent o' their awareness to their diagnosis and
medication treatment.

We found that most children were aware of their_di,agnosis as
hyperactive. When asked questions about the knowledge about
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the tediction that was taken to help them in school or at home;
most of the thildten in both the Grand Rapids-and Kalamazoo samples
demonstrated awareness (83% in Grand Rap4A2 L.108 of 130 and 94%
in KalaMaZOO n4 of VC:), When Lee!, t,ne medication and pills
were being taken the most common were "because Iam_
hyperactive" or "to calt me &Own; or 8-0! variation on responses
such as these.

Our interviewers_were carefully trained to ask the open-
ended questions;_to lis;en to the_tesponses made by the children;
and to watch their reactions to the qtiestions in order to deter-
mine whether the issues_ and questions_that were being presented
to them were uncomfortable or unfamiliar ones. _If they perceived
this to be the case; they were instructed to skip the rest of

i

the
questions that pertained to the diagnosis and_treatment and to end
the interview with the self-esteem scale._ ,This procedure was only
required in 17% of the cases in Grand Rapids and 3% in Kalamazoo.
Our i.mtervicwers were also trained to assess the extent to which
it apeared the child understands the role of medication in the
treatment of his conditi n: A substantial_percentage of both
sai;doles (68% in Grand Rapids and 79% in Kalamazoo) were judged
understanding of the medication'and the use to which it was being
put: (See Table 7:1; Appendix Lj The conclusion this leads us
to is that children in both samples were_generally cognizant of
their condition and had linked the use of medication to that con-
dition. This is particularly impressive since 40% Of the_children
(36 in Grand Rapids; 537 in Kalamazoo) reported reriembering_no_
communication explaining the medication (see Table 7.2, Appendix L):

As might be expected; given the variety of positions which
exist c)7' part of parents; teachers; and physicians concerning
the functiLn of the medication; there was variation _among children
about she reason for the medication but; to_a considerable extent,
the children in bz..;th samples ;:emonstra-ed_that they were not
oblivious to their ;:tat(:; as a diagnosed hyperactive child, that
they did parLeive themselves as having a behavioial or _learning
problem, and that the mcdication they were taking was in some way
intended to help them gar1-h that condition.

Even thr,Igh most children were aware their diagnosis and
tteatment.-, there was m-Ldh murkiness about how and wh!_treacment
began. boubtless, some of this murkiness was cacsed by '.he time

whip i had elapsed from he commencement of the _medication -eat-

ment to the tinv,, of the interviews; About half of each S.F171P1C: Of
Children could not rr,rall a ;:ritical incident that I(--d
decision to medicate 7,:a tile 7.3; Appendix L) : lib-7u a of
the children cited prrYclems in school or learning or 1-,_ha
problems as a critical incident, This indicates that the
perception of the proble-it does not appear generally J.o_be Linked
to a crisis . When is linked ro a crisis; the school is the
Site Of the incident.
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Along the same lines; -even though some bf the literature
(particularly the popular literature) atttibutas the use of medi
cation to Leachers; the children in our sample tend not to see_
teachers as involved in the decisibn to initiate medication, The
pezception of the children is more convergent With the perception
of the adults in their environment that the decision to begin
medication lies within the domain of physicians and parents,

.Eighty -six percent of the children in our samples reported
that their physicians or parents initiated the idea of_ medication.
About half the children in both ,pampIes reported_the_physician_as
initiator; slightly more than one-third (38% in Grand Rapids, _24%

in Kalamazoo) cited their parents as medication initiators, (See
Table 7.4,-Appendix Only 6% of our Grand Rapid§ sample and_
3% of the Kalamazoo Pinple report that the teacher was the decisive
person in the decisib-4 to begin medication; Three children in
our_Grand Rapids sathpve4ndicated that the decision to begin Medi=
cation was made by tmselves.

One of the for: points of the interviews with children was
their perceptiOt d± ,.he communication of parents,.-doctors, and
teachers with them. During the parent, teacher; and physician
interviews_i_We ask k-ct a number of questions about communication
With the child,_ We also asked these questions of the children
themselves. Thirc.yseven percent of the Grand Rapids children
and 56% of the KaJcit,d2bb children indicated that there were no
conversations With them. We find this a particularly troublesbffie
finding. Even if the teivetsatiots did occur with some childrdii
who did-rot report them, the usefulness of those conversations is

in con5iderab4e me asure i--flected in the recollection of them.
However, it ia_nbt_intonteivable that conversations may 1-aye been
very beneficial and had at impact on the child's life e-v though
they are no longer remembered.

About two-thirds of che Grand Rapids sample and one-half of
the Kalamazoo sample reported conversations with people who ex-

MediCatibt_tb the child. When these conversations
occurreo, they typically -occurred with the doctor (21%) or the
parent (44%). In only one instance, in both samples combined;
was there a report of a cdtvrsation with a teacher pertaining
to the medication treatment. (See Table 7.2, Appendix L.)

The children generally perceived the nature of -the medication
to be tied to the need to calm or slow them down, to treat their
hyperactive theth with school work_or because
of misbehavior. The firs t two of these explanations are provided
by roughly one-third of the ,_hildten and the second twoby_around
30% of the rc.lmorting sempleS. Their own beliefs were quite similar
to the explanations they were perceiy:.tig.

It is oz in'elest that teacher involvement in conversations
pertaining to the riledicatibn are reported only to a very limited
extent by the child. rhere may be some underreporting of conver-
sations, but this substantiate§ the finding in other data tndi-
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!.a..2ing that teachers are generally cautious about discussions p
to stimulant medication,

One of the important questions that we asked the children
was about their own evaluation of the effectiveness of the medi-
cation. Almost a third of thechildren (24% in Grand Rapids and
38% in Kalamazoo) had no opinion about the medication they were
(or had) taken. But a plurality of the children, 46% (49% in
Grand Rapids and 35% in Kalamazoo) assessed their medication posi-
tively. One fifth of the sample was ambivalent. Only 6% in Grand
Rapids and 3% in Kalamazoo thought it was bad to be taking the
medication, Sim larly 87% of the children perceive that their
medication hei,:s much" (57%) or "some (30%). (See Table
7.5, Apr,_, "iN.- Large majorities (about 60%) report that taking
their m atiLa mak:-tS their school work ciasier and makes it easier
to be friends (Table 7.6, Appendix L,)

Seventeen percent of the combined samples said that me(4ica-
Lion made their work more difficult. A comparable question was
asked pertaining to the effect of medication on the ability to be
with friends; the percentage responding that medication made it
easier to be with friends was similrlr to those reporting the effi-
cacious effect_on school work.. There was a higher percentage of
children in Kalamazoo (about one-third of the group) reporting
that the medication made it more d_ifficult to be with their friends.
Generally, the greatest benefits _he children perceive from taking
medication is that they are calmed down, exhibit improved behavior,
and ara helpea in school performance. (See Table 7.7, Appendix
L) The child's perception of the unpleasant aspects of medica-
tion was predominantly focused on the tes_e and on the taxing of
pills. Thesc, two explanations were the p-..-edominant responses by
those who diu perceive unpleasarkt aspect, of taking medication.

Although a sizable group of the children (about 40%) repo.i..ted
that they felt no different when they did not cake their medica-
tion; over two-thirds reported that others could tell, mostly
their pare -s and teachers (See Table 7.8, Appendix L.)

The pattern of med:
roveaIs the importance
the children indicate tir,
tc,school, two7thirds al
Lunch time ,3chool. Rel
tion at any outer time (se

aking reported by the children
procedures. While almost all
r:1-ti,- medication prior to going
-,3_they took their medication at

atIvely few children take their medica-
e Table 7.9, Appendix L).

Data from the children -indicate a divez._sity of_places_in
which their medication is administered at_schJol._ No _single place
characterizes this activity in spite of the relative frequency of
medication at school.

While it would be incorrect to characterize the children in
general as being teased; or treated unfairly because of medica-
tion,-there is an appreciable perception on the part or children
that they were either teased or treated unfairly as a reaction of
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others to their medication. (See Table 7.10, Appendix L.) This
appeared to be more prevalent in the Kalamazoo sample than in the
Grand Rapids sample, probably because more Kalamazoo subjects were
in medication treatment at the time of the interviews. Both sam-
ples reported the least amount of teasing from siblings and higher
percentages from peers._ While the data indicated the benefits of
medication in getting along with friends, we also found that chil-
dren believed medication caused them to be picked on or teased by
their frienas. These data are not intrinsically incompatible.
They could well point to differences in the social situation which,
in some instances, have caused beneficial outcomes and, in others,
harmful outcomes.

In sum, then, children recognized some negative consequences
of being on medication and displayed some resistance to it. How-
ever, their assessment of the medication was positive and their
understanding of its purpose, accurate. The social arrangements
of treatments for hyperactivity and communication about it is seen
as uncertain and reflects, in the experiences of the children, the
uncertainty seen in our analysis of parents, teachers and physi-
cians.

Since we used a large number of open-ended questions, we
gathered many comments in the children's own words. These com-
ments augment the data reported on this chapter. Appendix _M
presents a selection of children's observations organized by
topics which are discussed in this chapter. Understanding of
the child's world is advanced by leavening the statistical analy-
sis with the words of the children selected not for their typi-
cality but for their presentation of the intensity and flavor of

their experience.



CHAPTER EIGHT

PARENT,i_ TEACHER, AND PHYSICIAN ROLES IN
CARING FOR HYPERACTIVE CHILDREN

One of the major organizing concepts for this study is that
of role. The concept of role provides a way of identifying ex-
pected behaviors on the part of individuals who are involved in
the diagnosis and treatment of hyperactivity. Our use of role is
as expected behaviors rather than actual behaviors. In other
words, role means what a person believes ought to be done rather
than what is actually done. The focus on expected behaviors pro-
vides a way of identifying the more regularized and less idosyn-
cratic aspects of the care of hyperactive children as perceived
by the relevant parties. In our interviews with parents, teachers,
and physicians about role, we shifted the focus from their on
child, pupil, or patient to the perceptions_of what ought to hap-
pen for effective diagnosis and treatment of hyperactive children
in general.

Three dimensions of role were constructed for the analysis.
The first; we termed inclusion (breadth of role). This refers to
the extensiveness of behaviors which are deemed to be a part of
the role. How many of>the 35 behaviors comprising our sample of
possible role behaviors are believed to be necessary in caring for
hyperactive children? The second dimension we have termed legiti-
macy. Which persons ought to be involved and which person ought
not to be involved in specified behaviors in the diagnosis and
treatment of hyperactive children? This refers to the perceived
right of various individuals to be involved in the behaviors.
The third dimension we have termed dominance, which refers to the
perception of who should be the major actor with regard to the
particular behavior in question.

In developing the role instrument; we tried to include items
which were generally reasonable and which reflected either ongoing
practice in the diagnosis and the termination of treatment of
hyperactive children or practices which; in pre-tests, in pre-_
study interviews with parents, teachers, physicians, and consul-
tants would be highly desirable and appropriate. We did not nom-
inate outlandish or esoteric behaviors. Thus, it was not surpri-
sing that the mean percentages of agreement on the inclusion
dimension were high. Parents endorsed 86.2% of the 35 items;
teachers, 88.5%; and physicians, 85.6%. The standard deviation
for parents was 20.0%; for teachers, 20.3%; and for physicians,
24.4%. These figures show that the central tendency among the _

three samples was quite similar and that there was endorsement of
most of the items in the role behavior as useful behaviors in the
treatment of hyperactive children.

Another way of examining the nature of agreement about inclu-
sion is to consider those items which were agreed to by less than
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90% of any of the samples. In the case of iiaents, 22 or 62.8%

had less than 90% agreement. For teachers, 26 or 74.3% fell

into this category. For physicians, the number was 23 or 65.7%.
This demonstrates a quite high level of agreement among all three
samples with regard to the desirability of the behavior sampled
by the instrument.

Even though the agreement on inclusion tended to be fairly
consistent across samples, we wanted to examine role items for
which there were differences among the samples. To do this we
noted items which yielded 10% or more disagreement.

Table 8.1 shows that the major source discrepancies were
between parents and physicians. On each of the items in Table
8.1, parents and physicians were contested. In those instances
when discrepancies involved teachers they were as many times
joined with parents as with physicians. Some of the items which
yielded discrepancies are of particular interest.

(Table 8 1, following page)



Table 8,1

Items Yielding Discrepancies Among Samples

on the Dominance Dimensions

Percent. of Agreement

Reins Parent(s) Teacher(s) Physicians(s

Description

of Contest

In addition to child's doctor, another doctor

or specialist should be consulted.
85% 89% 51% PIT Ph

The diagnosis of hyperactivity and use of medi-

ce.ion should be put into official school records, 65% 79% 81% P vs, T/Ph

Somecge other than the doctor should suggest a ,

possilde diagnosis of hyperactivity for a child, 72% 76% 86% P vs. Ph

The use of medication should be recommended for a

child who is diagnosed as hyperactive. 84% 74% 72% P vs; T/Ph

When a hyperactive child is treated with medica-

tion, the use of meEcation should be explained

to other members of the household who are old

enough to understand. 94% 95% 84% P/T vs. Ph

Students it the class of a hyperactive child be-

ing treater with medication should have an expla-

nation of tne medication treatment. 17% 20% 4% PIT , Ph

A hyperactive child being treated with medication

should have an explanation of that medication

treatment.
96% 98% 84% PIT vs, Ph

In addition to medication, other changes should

be made in the life of the hyperactive child

such as other treatment_and approaches or changes

in the home or school situation. 747, 91% 94% P vs; T/Ph

A program of regular visits to the doctor should

be set up for the hyperactive child being treated

with medication, 90% 98% 100% P vs. Ph

There should be a channel of information between_

the teacher and _physician of the hyperactive child

being treated with medication. 78 % 95% 98% I P vS, T/Ph
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Item 22 is of interest because it has been a major theme in
the literature. Our data indicate one-fourth of the parents dis-
agreed that it should be a part of the treatment of the hyperac-
tive child. Even though the notion of adjunctive therapy is
strongly supported in the literature produced by the medical and
educational experts, we find a surprisingly high percentage of
parents saying that this should not be done.

It has been suggested to us that physicians and teachers are
at fault in failing to provide adjunctive therapy. These data,
however, suggest that the explanation that physicians and teachers
are prone to take the "easiest way around the problem" should be
sc-mewhat qualified. Parents had the lowest level (74%) of agree -
ment with this item (physicians- 94%; teachers - 91%); Some of
the disinclination to employ adjunctive therapies may well be the
result of resistance from parents. It is worth noting that many
of the changes and adjunctive therapies are much more costly and
time consuming for parents than the use of medication.

There were two items which did not have at least 65% agree-
ment among all three samples. These two items were item 11 and
item 17. Item 11 reads: "Diagnosis should be told to other
children in the child's class." Item 17 reads: "Students in the
class of a hyperactive child should have an explanation of the
medical treatment." Both of these items yielded low percentages
of agreement. There is very strong feeling on the part of all
participants in -the process that neither the diagnosis nor the
medication should be explained to the children in the classroom.

These items _raise intriguing questions. Data that we will
present later indicates that some hyperactive children are sub-
jected to teasing and verbal abuse and that the medication and
the condition is discussed. Clearly, however, for the subjects,
both medication and diagnosis are Somewhat taboo subjects in class
discussion. Parents, teachers, and physicians seem to feel that
the hyperactive child's diagnosis and treatment is his own busi-
ness and not the concern of other children. Discussion of hyper-
activity and its treatment could be interpreted as stigmatizing
of the child by the teacher or other school personnel. On the
other hand, data from the children indicate that their classmates
do ask questions or refer to the matter of their condition and
treatment. This is sometimes done in criel fashion. There is a
question whether an attempt at the education of the child's peers
in school should be considered.

Apart from the two items which registered less than 20% agree-
ment, there were two items on which physicians fell below the 65%
agreement, teachers and parents exceeding 657 on these items.
These items we "In addition to the child's own doctor another
doctor or specialist should be consulted," and 1A. physical exam-
ination should be required to determine if medication treatment
can be ended." Teachers and parents endorsed these behaviors with
fi',.Lrly high percentages. The percentage of physicians endorsing
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this is substantially less, Physicians are somewhat readier to
rely on their own expertise than are parents or teachers.

When we examine the beliefs of parents, teachers, and physi-
cians about the dominance dimension of the role item (or the belief
about who ought to be responsible for the particular behavior) we
find that the sort of inter-sample consensus found about role
breadth is missing for dominance, There was disagreement among
the samples relative to the person who had major responsibility
in implementing or initiating the behaviors which are expected.

Table 8.2

Parents, Teachers, and Physicians
Nomination of Role Dominance

Sample Responding _ _ Sample Designated
Teacher PhysicianParent

Parent 54.74%

Teacher 41.84%

Physician 36.90%

17.74% 26.98%

26.70% 30.40%

19.90% 41.75%

Table 8.2 shows how each sample designated dominance for role
inventory. For example, parents indicated that parents ought to
be dominant in 55% of all cf the role items. The most striking
differences are displayed by parents and physicians with regard
to the beliefs of the dominance of the physicians. The physicians
nominated physicians as dominant in 42% of the behaviors. Parents
nominated physicians in 27% of the behavior items. There was a
corresponding difference in the designation of parent dominance,
with the parents seeing parents as more dominant than did physi-
cians. The teachers fell between parents and physicians in view-
ing the dominance of the parent and the physician role. Teachers
were least frequently specified as dominant by parents, teachers,
and physicians. Though teachers saw themselves as dominant more
frequently than did parents and physicians, nonetheless they
designated themselves as dominant for only slightly more than
one-fourth of the role items.

A more substantive examination of role dominance can be pro-
vided. We conducted an analysis to look at dominance relative to
the particular role items. This procedure parallels the process
which we used in the analysis in the inclusion dimension. We set
a 66% level as being the level at which a sample would be consid-
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eted to_reflect consensus about dominante._ We found nine items
where all samples agreed on the dominant figure:

2 = Medical help should be sought for a child who seems to be
hyperactive. (dominant figure: parents)

5 =_Parents should understand the details and meaning of the med-
ical diagnosis of their child. (dominant figure: physicians)

11 = The diagnosis_of a child who is hyperactiVe should be told
to other children in the child's class; (dominant figure: teacher)

12 -7
IhforMation about_the child's behavior at hothe should be part

of diagnosing hyperactivity. (dominant figure: parents)

14 -7 The use of medication should be recommended for_a_child who
is diagnosed as hyperactive. (dominant figure: physicians)

15 - Wheh a hyperactive child is treated with medication; the use
of medicatibh should be explained to other memberS_Of the.house7-
hold Whd are old enough to understand. (dominant figure: parents)

20 - Reports of the child_at home should be used to adjust the
medication_Ahd thetimes in which the medication ShOuld be taken.

(dominant figure: parents)

24 - Information from home should be used to judge the effective-
ness of medication treatment. (dominant figure: parents)

26 - Information from the homes should be used to find out if the
medication is resulting in harmful side effects. (dominant

figure: parents)

These items constitute the core items with regard to agree-
ment about the two dimensionS of the role inventory.* ;It is of

interest to note that for six of these nine (and six of the seven
items about which inclusion consensus also occurred) which seem
to constitute the core of consensus about dominance, the dominant
person designated is the parent. This indicates that those role
behaviors in which teachers and physicians are nominated as dom-

inant are more contested than those in which the parent is so
designated.

A second set of items are examined. These are the items
where there was the least amount of consensus about dominance.
For these 11 items, none of the three reporting_groups achieved
the 66% level of consensus. These items were as followS:

4 - Information about the child's school performance should be a

*Exceptions to this are items 11 and 14 in which consensus
about dominance is high but consensus about inclusion is low.

Ind
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a part of diagnosjng hyperactivity.

6 - The teacher should understand the meaning and diagnosis of
her student.

8 =Tests or other diagnostic procedures should be conducted
evaluate the child's condition.

10 = The diagnosis of hyperactivity and use of medication should
be put into official school records,

13 - Someone other than the doctor should suggest a possible diag-
nosis of hyperactivity for a child.

16 _Teachers of a hyperactive child being treated with medication
should have an explanation of that medication.

22 - In addition to medication, other changes should be made in
the life of the hyperactive child, such as other treatments and
approaches or changes in the home or school situation.

25 - Information from the school should be used to judge the
effectiveness of medication treatment.

28 - There should be a channel of information between the teacher
and the physician of the hyperactive child being treated with
medication.

32 - Information from the school should be used to decide whether
or not medication should be ended.

35 - A routine follow-up examination and other special assistance
should be provided after medication treatment has been ended.

In examining these items we can see that 8 of the 11 items
pertain to the school and, indeed, to aspects of the treatment
which are particular and unique given the nature of the child's
hyperactivity. This sec of items suggests that agreement about
who should be the major figure in the treatment of the hyperactive
child declines in those behaviors that do not constitute routine
medical treatment, even if all concerned agree that the behaviors
should take place.

Another aspect of decisions about who has the major respon-
sibility to ensure that the needed behaviors occur is depicted in
Table 8.3. This table shows a "collaboration index" of two types
and "set breaker" index. Type 1 collaboration indicates the
designation of shared responsibility involving the person who is
reporting, i.e., parents saying that the responsibility should be
shared on a particular item between parents and physicians or
parents and teachers. Type 2 indicates collaboration on domin-
ance which does not involve the reporting person, i.e., parents
saying the collaborative dominance should be shared by teachers
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and physicians. The set breaker index indicates the propensity
to name persons other than physician, teacher, and parent such
as psychologist, social worker; or others, as being dominant on
a particular behavior.

Ta-hle 8 1

Percentage Response of Parents, Teachers and
Physicians to Two Types of Collaboration and to

Underrating of Other Persons as Dominant

Respondents

Collaboration Collaboration Other person
in Dominance in Dominance Dominant
with Self without Self (set-breaker)

Parent 9.96% 1.64% 4.54%

Teacher 12.97% 5.58% 8.15%

Physician 19.25% 8.52% 13.24%

Turning to the items themselves we found that for only one
item did more than 20% of the samples specify that "others should
be involved." That was item 8: "Teats and other diagnostic pro-
cedures should be conducted to evaluate the child's condition."
We think this represents an understanding on the part of the
respondents that others, both inside and outside of the three
systems involved, have the specialties and techniques to conduct
these diagnostic procedures. For the parents and teachers, there
were no other items in which "others" were nominated by more than
20% of the samples.

In addition to item 8, more than 20% of the physicians indi-
cated three other items in which "others" should be involved.
These items were:

6 - Should the teacher understand the details and meaning of the
medical diagnosis of her student?

10 - Should the diagnosis of hyperactivity and the use of medica-
tion be put into official school records?

22 - In addition to medication, should any other changes be made
in the life of the hyperactive child, such as other treatments
and approaches or changes in the home and school situation?

None of these three items involved the medical care of the child.
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Turning to the collaboration index we found two items on
which all three groups agreed, exceeding the 20% criterion level,
that cdmbinations of persons should be responsible. The items to
which all three samples agreed were "In addition to medication
other changes should be made in the life of the hyperactive child,
such as treatments, approaches and changes in home and school
situation," and "A hyperactive child taking medication should be
given each dose by an adult." Both of these items require atten-
ding to the child in more than one system setting and situation.
All the items on which teachers and parents exceed the 20% criter-
ion.level for shared responsibility are items involved with treat-
ment (item 34), or termination (the remaining four items). Each
of these items reflects the notion that treatment or termination
cannot be initiated or major responsibility taken by only one
party; all require some combination of actions and behaviors on
the part of the parent and the physician, The role item (item
number 1) that parents, teachers, physicians and others should be
responsible for finding out if the child might have_behavior and
learning problems, by_its structure involves several people sim=
ultaneously. The eighth item, proposing that another diagnostic
procedure be used to evaluate a child's condition, has been dis=
cussed in another context and involves the use of other members
of both the educational and medical social systems to conduct
these tests. The final item, 13, "Someone other than a doctor
should suggest possible diagnosis of hyperactivity for a child,"
apparently is seen by physician and teacher as a joint recommen-
dation that a combination of people should suggest this to a
physician.

Worthy of note are the items that a high proportion of
teachers alone see as requiring a combination of others. Forty-
six percent of the teachers indicated that they thought a combin-
ation of persons should be involved when "parents of a hyperactive
child should be provided with support and reassurance about their
child and the treatment given their child." While neither parents
nor physicians saw a combination of people involved in this, the
teachers seemed to feel that this is not the responsibility of
any one person (themselves, or the physician), but requires a
multitude of skills and a multitude of reassurances.

The third dimension of the role instrument pertains to legi-
timacy of involvement. As Table 8.4 indicates, each reporting
sample accorded the highest level of legitimacy for itself, i.e.,
the highest perception of legitimacy in the parent column was the
report of parents, the highest for teachers was the teacher sam-
ple, and so on In absolute percentages, however, teachers rated
physician and parents higher than teachers. Parents and physicians
had lower ratings for the legitimacy of teachers than did teachers.

In order to specify items which indicated particular concern
about the illegitimacy of involvement of system members, we used
a 50% criterion level as a useful cutoff point. With regard to
physicians reporting on the parent role, there are two items which
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exceed the 50% level (i.e., 50% or more physicians considered
parents illegitimate in_relation to the behavior), These behaviors
were: "The diagnosis of hyperactivity and the use of medication
should be put into official school records" (51%); "The use of
medication should be recommended for a child diagnosed as hyper-
active" (58%).

It is not surprising that the physicians consider the entry
of materials into the child's school record as illegitimate for
the parents. The other item is of more interest. A majority of
physicians felt that parents should not be involved in the recom-
mendation of a medication. This item was phrased to provide a
conservative form of involvement, "recommend" rather than "request"
or "demand." Nevertheless, parental involvement was not considered
legitimate by the majority of physicians.

Parent, Teacher, and Physician
Designations of Legitimacy*

Respondents Parent Teacher Physician

Parent

Teacher

Physician

69.79%

59.16%

52.76%

27.40%

40.84%

29.83%

41;13%

47;99%

57.52%

*RespondentS could indicate more than one actor as legitimate:
percentages therefore exceed 100.

One item emerges when examining what behaviors 50% or more
of the parents think the physician is illegitimate in. This item
states: "When the hyperactive child is treated with medication,
the use_of medication should be explained to other members of the
household who are old enough to understand." In a way, it may not
seem unusual that a high percentage of parents would view the phy-
sician as illegitimate, since in most instances the way in which
medical care is delivered would preclude such a procedure. Typi-
cally, a child is brought in for medical care and the physician
dispenses such care in ways which would make the providing of in-
formation and counseling to other members of the family not fea-
sible.

It should be pointed out, however, that in the days of the
"old family doctor" a more holistic approach to medical services
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to family (an attempt is being made to revitalize this by family
practitioners) would have made this behavior on the part of phy-
sicians feasible and perhaps, accordingly, more normative than the
respondents indicate that it is It's also worth noting that,
with the concern in the literature about the attaching of stig-
mata to hyperactivity, the behavior that stems form hyperactivity,
and the treatment of hyperactivity particularly by extended fam-
ily, the parents' disposition on this attitude would exclude the
most knowledgeable and practiced explanation of the child's con-
dition to other members of the family--even if the physician were
disposed to provide this service.

Once again, the tendency to proscribe teachers from involve-
ment i8 evident. There Are 13 items on which 50% or more illegiti-
macy designations are specified by parents, teachers, and physi-
cianS as with regard to teachers. This coincides with the infor-
mation presented in Table 8.4.

By way of summary, we find that there is comparability with
regard to the beliefs about the inclusion of behavior in the role
of treatment of hyperactive children. Thirty of the items were
endorsed by_parents with either high (90% to 100%) agreement or
moderate (75%to 89%). Thirty-one of the items were endorsed by
teachers with high or moderate consensus, and 30 of the items were
endorsed by physicians with the same degrees of consensus. Rela=
tively few of the items resulted in low levels of consensus or
were rejected. Only 2 of the 35 items received more of a "should
not" response than a "should be done" response on the part of
teachers. Only three items were so responded to by teachers and
physicians. This is not surprising since the items that were
selected for inclusion in the role instrument were not selected
in order to represent a wide spectrum of beliefs about behaviors,
but rather constituted a sampling of behaviors commonly engaged
in while contemplated by those who had the care of hyperactive
children.

With regard to the question of who should be dominant in
implementing these behaviors, we find that each sub-sample tended
to ,nominate itself more frequently than it nominated any of tht
other sub-samples. Parents nominated themselves as being the
dominant person with regard -to -role behaviors on 13 of the items;
they nominated teachers on 5 of the items and- physicians on _5 of
the items. Teachers nominated parents on 9 of the items; they
nominated teachers on 7 of the items and physicians on 3 of the
items.

Physicians nominated parents as being the dominant actors on
8 of the items; they did not nominate teachers on any of the items
and they nominated physicians on 12 of the items, There was a
sharp disagreement among physicians, teachers, and parents as
to the dominance of physicians. Physicians nominated themselves
on about one-third of the items as the dominant_actors; teachers
nominated them on 3 items and parents on 5. It is worth
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noting that parents saw themselves, as we have noted, as being
dominant on 13_of_the items. They saw teachers and physicians
dominant on the same number (5) of_items, Together these data
Suggest that there is a considerable difference among the three
samples with regard to the persons who are accountable for carry-
ing out the major responsibility for the behaviors that were
indicated as being desirable or expected.

With regard to legitimacy and illegitill_cy, all samples
regarded the teacher as having the role wv7_h highest levels of

illegitimacy. Teachers were nominated as illegitimate on_22 of
the role items by parents (63%) and on .13 of the items (51%) by
teachers and physicians. Parents were nominated more often by
teachers as being illegitimate (10 times, or'19%) than they were
nominated by any of the other two samples. One other general
index which provides an insight into these data is the number of
times when there is an open cell with regard to the dominance,
This would indicate uncertainty and high degree of difference
among the three samples indicating internal disagreement about
who was responsible for the behavior. The least amount of this
is evidenced by the parent_sampld. Only 6 cells out of a pos-
sible 35 (17%) were left blank, indicating that no actor was nom-
inated for at least 50% of the parents for those 6 items, For
teachers the number of open cells was 12, or 34 %, and for physi-

cians it was 11, or 31%.

Summarizing this overview, we make the following observations.
First, there tends to be considerable agreement among all three
samples about the inclusion of behaviors in the treatment of hyper-
active children. The samples, as groups, do not seem to show much
variability with regard' to the extent of the breadth of the role
as pertains to hyperactive children. There does seem to be some-
what greater disagreement with regard to the domination of legi-
timate and the reciprocal concept of illegitimate actors in regard

to the behaviors. This category is of potential importance since

it is one that leads to considerable disagreement among_people of
different social systems and is, in a sense, a direct conflict
among members of social systems.

There is, perhaps, even more disagreement on an issue which

may be even more important--the question of who has the major
responsibility for seeing to it that the behavior is carried out.
Here we observe occasions of sharp ditagreement among the three

samples in some instances, with one group viewing it asprerogative
of one of the groups and another group nominating a different ac-

tor. And in other instances we find that the percentage of
response is split over a series of various nominated actors.

The best single index of the_extent of argument may be found
in the observation that, on only 8 (22%) of the 35 items, there

was reasonably close agreement among the three samples about whether

or not the behaviors should be carried out, who was responsible
for seeing to it that it was carried out, and who were the legiti-
mate and illegitimate actors vis-a-vis the item.

1;0



CHAPTER NINE

THE MODES OF SOCIAL SYSTEM INTERACTION
IN THE TREATMENT OF HYPERACTIVE CHILDREN

In Chapter Eight we examined the beliefs of parents, teachers
and physicians about their roles. A fundamental aspect of this
research is that the extent to which roles fit together constitutes
an important element in the provision of care for hyperactive chil-
dren. In essence, a role analysis provides a way of examining
specifics of articulation, or lack of articulation, between the
salient persons responsible for the care of hyperactive children.

Unlike the analyses of the role instrument (presented in
Chapter 8), which focused on the expected behaviors of parents,
teachers,_and physicians as the relevant adults in the treatment
process of the hyperactive child, this analysis focuses on the
patterns and the degree -of agreement -among the members of the three
social systems (familial, educational, and medical), parents, tea-
chers and physicians; as aggregated by the -set of adults surround-
ing each hyperactive child. We will therefore analyze the social
system relationships by comparing the parent, teacher, and physi-
cian role expectations for each child in the sample.

As with our prior analysis, we break role into three compo-
nents so that the relevant adults representing the three social
systems can be seen to agree or disagree with each other about the
treatment of hyperactive children in three ways: inclusion, dom-
inance; and legitimacy. Inclusion refers to the belief that a
behavior toward the hyperactive child should be engaged in; domin-
ance refers to the expectation of who should take responsibility
for initiating the behavior and legitimacy refers to the expecta-
tion of who should be involved in the enacting of the behavior._
For example; one of the items on the role inventory reads "Should
a hyperactive child being treated with medication have an explan-
ation of the medication?" The interview inventory was conducted
in order to ascertain whether the respondents believed that such
behavior should be carried out (inclusion), who they thought should
have prime responsibility for carrying out this behavior it it were
to be carried out (dominance) and to obtain an indication by re-
spondents of all of the persons perceived to be legitimate in re-
gard to the enacting of the behavior (legitimacy). Agreement
among the dyads for each hyperactive child on each of these three
role dimensions will be analyzed;

There are consequences in the treatment of the hyperactive
child if individuals responsible for the treatment disagree or
agree on inclusion, dominancy, and legitimacy. If the adults in
the child's world disagree on inclusion when cooperation is re-
quired, then the likelihood that behavior will be enacted to treat
or cope with the child's hyperactivity is strongly reduced. These
situations may create a chaotic environment for the child who is

102

111



103

already suffering from a socially disabling disorder. If the
adults in the child's environment fail to agree on dominance, it
may mean that behaviors mutually agreeable may not be undertaken
because there is no consensus about who is responsible for initi=
ating and carrying through the behavior. It may also mean that
if one person initiates a behavior their right to do so may be
challenged by otherS in the child's environment, thus causthng a
tug-of-war in the attempt to cope with the child's disorder.
Disagreements regarding legitimacy mean that the adults disagree
about who should be involved in the behavior. Conflict and abor-
tive behavior can result from this sort of disagreement. Lack of
agreement on any of the dimensions of the role reduces the proba-
bility of concerted behavior, but each dimension does so differ-
ently.

Our respondents, when being questioned about expected beha-
viors toward the hyperactive child in the role inventory section,
were asked to base their answers on the treatment of or their ex-
pectations about their child. The instructions they received now
were "Before we were talking about (child's name), but now we will
be talking in al about children who have been treated for
hyperactivity. T e next questions will deal with your view of
what parents, teachers, and doctors should or should not do for
hyperactive children and whose job it should be to do it. I would
like to find out what you think should happen rather than what
actually happened."* In avoiding EHreference to the individual
child, we are explicitly exploring the world of general expectation
as reflected through the adults who do care for hyperactive chil-
dren.

The analysis by dyads of individual children (their parents/
teachers, parents/physicians, teachers /physicians), when aggre-
gated over cases of hyperactive children, provides us with a pic-
ture of the extent of agreement that exists in the three social
systems as they have impinged upon hyperactive children. In a
sense, it provides a sampling of the convergence of the systems
and the amount of agreement that is to be found when the three
systems converge around hyperactive children.

*While_we are certain that there was some contamination of
the general views expressed,_ by the experiences of the respon-
dents, the attempt to keep the comments general and generic was
made by our interviewers. It is our feeling that the responses
to the role items did constitute an abstract view in distinction
to the responses on the earlier part of the interview which were
explicitly directed toward the child under consideration.
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nyad Anal-yR±s

The proportion of agreement about role inclusion, dominance,
and legitimacy for the dyads of adults caring for hyperactive chil-
dren is recorded in Table 9.1, By agreement in the inclusion di-
mension, we mean when both members of the dyad agree that a role
behavior was appropriate or both members of the dyad agreed that
a role behavior was inappropriate. Agreement for dominance meant
that both members of the dyad agreed about the person who should
initiate and/or be responsible for the behavior. This was opposed
to explicit disagreement where one member of the dyad stated that
a given person should be-dominant in the behavior while another
member of the dyad explicitly stated that a different person should
be the dominant figure in the behavior.* Dyadic agreement for
legitimacy occurred when both members of the dyad agreed that the
same person was legitimately involved in behavior or when they
agreed that the same person was not legitimately involved in the
behavior.

Table 9.1 shows the amount of dyadic agreement -in the sets by
dyad and by role dimension. Inspection of this table shows that
there is uniformly high agreement, approximately_85%, across all
three dyads in the inclusion dimension. This reflects, in part,
the nature of the items. The role inventory was comprised of
items which were conventional and reasonable in the recognition,
diagnosis, and treatment of hyperactivity. Parents and teachers,
parents and physicians, teachers and physicians--all tended to
agree strongly on what items should be included and what items
should be excluded in the care of the hyperactive child.

The dominance dimension is quite different. There is only
about 40% agreement among all three dyads. As with inclusion, the
three types of dyads are very similar. Unlike inclusion, however,
there is substantial disagreement, more disagreement than agree-
ment, about who should be dominant in enactment of behaviors about
hyperactive children.

The third dimension, legitimacy, indicates an even greater
amount of disagreement. There is approximately 20% agreement
among all three dyads about who should be involved in these be-
haviors, and who should not. The amount of disagreement about
legitimacy indicates a great deal of incoherence in the expecta-
tions of the adults in the light to hyperactive children. The
extent of disagreement for dominance and legitimacy does not nec-
essarily mean that the behavior will not occur, but it may mean
that it will occur in a disjointed, inconsistent, or conflict-
ridden fashion, with the participants pulling and tugging for

*In those instances where one utember of the dyad mentioned
several people and another dyad member mentioned others with some
overlapping of personnel, these responses were set aside and not
made part of the analysis.



Table 9,1

Agreement Among Dyads of Parents, Teachers, and Physicians
About Behaviors Toward the Hyperactive Child

Role Dimension

Parent/Teacher Parent/Physician Teacher/Physiciar
Dyad Agreement Dyad Agreement Dyad Agreement

Inclusion of

proposed behavior
in regimen of
child

(INCLUSION) 2580 85.26 3542 85,23 2102 84.18

Specification of
person respon-

gible for proposed
behavior

(DOMINANCE) 1014 41.19 1377 41,85 732 37,18

Specification of
persons legiti-

mate to be
involved in

proposed behavior
(LEGITIMACY) 332 21,63 391 18,70 221 18,00
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"proper" expression of the behavior according to their own beliefs.
This is not inconsistent with the expression of conflict in the
literature and is a powerful commentary on the need to understand
the full social aspects of the diagnosis and treatment of hyper-
activity in children.

The distribution of dyadic agreement by dyad (Table 9.2,Appendix
N) indicates that there is a normal distribution of the amount
of agreement among the three types of dyads (parent/teacher,
parent/physician, teacher/physician) for all three of the role
dimensions. For the very high agreements on the- dimension of
inclusion, all three dyads have means of about 85 and standard
deviations of 7.7. All are in the same range of 62% to 100% agree-
ment in distribution. This constitutes extremely high consensus
and a similarity among all three of the dyads in their proclivity
to agree on inclusion. Analysis of the three dyads for dominance
shows an essential similarity also. Though at much lower levels
of agreement, their means are all ranged between 37% and 42% with
standard deviations ranging from 10 to 14. Slightly lower mean
and standard deviations (37 and 10) are seen in the teacher/physi-
cian dyad. The ranges of the distribution run from 12% to approx-
imately 70% for the parent/teacher, parent/physician dyads and a
little lower, 10% to 64%, for the teacher/physician dyad. Lower
means, larger standard deviations and a greater range of scores
characterize the three dyads in distribution of agreement of legi-
timacy. The means range from 17% to 21% agreement; standard
deviations range from 12 to 13. The range of agreement is 0 to 60
for the dyad of parent/teacher, from 0 to 77 for the dyad of
parent/physician and from 0 to 50 for the dyad of teacher/physi-
cian. The major variation is by component of rola element rather
than by the type of dyad. Among the social systems that deal with
hyperactive children, .the difficulty on deciding dominance and
inclusion is found to a relatively equal extent among the three
dyads investigated, and the relative proclivity to agree on inclu-
sion is also found to the same extent among the three dyads.

An examination of the dyadic agreement by role item is also
illuminating. Our analysis indicates that there are several role
items that have particularly low scores on dominance and legiti-
macy By particularly low scores we mean that less than 20% of
the dyads agree about dominance and less than ln agree on legi-
timacy. If we pay attention to those items that appear to have
little agreement across all three dyads, a pattern emerges. These
are items_that are essentially inter- system, informational, or
behavioral items which call for behaviors requiring cross-system
communication or activity. In these cases, the members of the
dyad disagree with one another in determining who should be dom-
inant and who is legitimate in this process. This seems to be_
particularly the case when the school and the medical system are
involved simultaneously. Some of the items that are low in both
dominance and legitimacy are: "Should information about the child's
school performance be a part of diagnosing hyperactivity?"; and
"Should the teacher understand the details and meaning of a

1
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medical diagnosis of her student?"; and, "Should the child under-
stand the details and meanings and medical diagnosis of his/her
condition?" (The lack of agreement on thiS is particularly notable
in the teacher/physician). In the two dyads in which the physician
is a part, the role item, "Should someone other than the doctor
suggest to the doctor a possible diagnosis of hyperactivity for a
child?" is one with extremely low dyadic agreement. If we turn
our attention more exclusively to legitimacy,-we note that three
role items are extremely low on'Iegitimacy: "Should information
from the home be used to find out if medication has resulted in
harmful side effects"; "Should there be a channel for information
between the teacher and physician of a hyperactive child being
treated with medication ? "; and, "Should a routine follow-up exam-
ination and other special assistance be provided after medical
treatment has ended?" These behavioral expectations, all of which
have dyadic agreement in inclusion, are not inconsequential in the
treatment regimen of the hyperactive child. They do seem to be
representative of the "falling in the _racks," between systems
that we have noticed in the interviews and in our other analyses.

Set Characteristics

The first step in characterizing the sets was to develop an
Index of Agreement. The Index of Agreement for each dyad was
calculated by adding the percentages of agreement across the three
role dimensions: inclusion, dominance, and legitimacy. Therefore,
if the parent/teacher dyad of a given set had 85% agreement in
inclusion, 427 agreement in dominance, and 23% agreement in Iegi-
timacy,_the index score for that set would be 149. Since the
Index of Agreement score was created by adding three percentages,
the. Iowest_possible score was zero and the highest possible score
was 300. The distribution of the index of agreement by dyad is
to be found in Table 9.2 in Appendix N.

The three types of dyads are quite similar in their index
of agreement. The parent/teacher dyads have a mean index score
of 148, the parent/physician dyads 146, and the teacher/physician
dyads 140. All of these means are below the theoretical midpoint
of 150. The index of agreement for all three dyads, therefore,
reflects more disagreement than agreement on behavior, The stan-
dard deviations of all three dyads are also very similar. They
are 22.8 for the parent/teacher and teacher/physician dyads and
22.0 for the parent/physician dyads. The distribution of the In-
dex of Agreement scores for all three dyads is normal, Plus and
minus one standard deviation accounts for 60% of the parent/phy-
sician dyads and 71% and 72%, respectively, of the parent/teacher
and teacher/physician dyads.

Although the distribution of the index of agreement shows
the amount of agreement by dyad to be quite low in absolute_terms
on two of the three components, we can investigate the character-
istics of those sets relative to the distribution. In order to
do this, we calculated the scores one standard below and one stan-



Table 9.3

Set Classification by Dyad Designation on the Index of Agreement*

Set Type by

Index of Agreement

Total

f % f

--^i
Parent/Teacher

High Moderate Low

%

=r

Parent/Physician

High Moderate

f %

Low

Teacher/Physician

High Moderate Low

High, High, High 1 1 1 100 - - 1 100 .= - - - 1 100 - -

High, High, MOderate 3 4 2 67 1 33 2 67 1 33 - 2 67 1 33 -

High, Moderate, MOderate 19 26 7 37 12 67, - - 4 21 15 79 - 8 42 11 58 - -

Moderate; Mdderate, Moderate 21 29' = 21 100 = 21 100 - - 21 100 - -

Moderate, Moderate, Low 16 22 = = 11 69 5 31 = = 10 62 6 38 11 69 5 31

Moderate, Low, Low 7 10 = = 0 0 7 100 = 3 43 4 57 5 71 2 29

Low, Low, Low 1 1 - 1 100 - = = 1 100 = =. = = 1 100

High, Moderate, Low 3 4 0 0 2 67 1 33 0 0 1 33 2 67 3 100 01 0 0 0

High; Low; Low

TOTALS

1

72

1 1 100 - - 0 0 0 0 - = 1 100 0 0 = ., 1 100

qhis analysis is confined to those sets in which

role data from three dyads were available;
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dard deviation_ above the mean for the distributions of each dyad

on the Index of Agreement. The parent/teacher dyad agreement
scores above 171 were considered high, the low 125 considered low

and those in the middle considered moderate. The cut-off point
for the teacher/physician was: 163 and above were high, 117 was
the low for low and those in- between were moderate. We then di-
vided our sets into those that consisted of one dyad, where only
two of the interviews could be completed, and those with three
dyads.*

Seventy-nine percent of the sets were one-dyad sets. Of

these, 11 were high agreement sets, 46 moderate agreement sets,
and 12 low agreement sets. (See Table 9.3) Two of the high
agreement sets consisted of the parent/teacher dyad, and 9 con-
Sisted of the parent/physician dyad. Of the moderate agreement
sets, 13 were parent/teacher dyads and 33 parent/physician dyads.

Of the low agreement sets, 3 were parent/teacher dyads and 9_
parent/physician dyads. In all of the one=dyad sets, 26% were
parent/teacher dyads, and 73% parent/physician dyads. There is

no indication from these data that there are any differences be-

tween the high, moderate, and low agreement sets in terms of the

sort of dyad that comprised these sets.

There are 72 three-dyad sets. Of these 72 sets, only 1 con-

sists of 3 dyads with high agreement. Three sets are comprised

of 2 dyads with high agreement and 1 dyad with moderate agreement.
There are 19 sets in which there is 1 dyad with high agreement
and 2 withmoderate, The modal category (traceable _to- our method

of categorizing dyads) contains 21 sets camprised of all moderate

dyads. Sixteen sets are comprised of 2 moderate and 1 low agree-
ment dyad and 7 sets are comprised of 1 moderate and 2 low dyads.

There is 1 set in which all 3 dyads are of low agreement. There

are 3 sets in which there is 1 dyad each with high, moderate, and

low agreement and 1 set in which there are 2 tow agreement dyads

and 1 high agreement dyad.

Even among these "relatively" high and low agreement sets,

we findrelatively_few sets comprised of two or more high agree-

ment dyads. Only 50% of our three-dyad sets fall into this cate-

gory. The proportion of children in our sample who live in an
environment in which the three adults, representing the three so-

*Some of these were onezdyad sets because we were not per-
mitted by the parent to interview the teacher or the physician.

In other one-dyad sets, the teacher or the physician declined to
be interviewed although the parent gave us permission to approach

these professionals for the interview. Other one-dyad sets occurred
because the child fell into the categories we labeled as "second

order termination." Children of this category had terminated

stimulant medication more than two years before the collection of

the data. For children in this category interviews with the tea-

cher at the time of the stimulant termination were not attempted.

The logistics of locating these teachers plus the nature of such

retrospective data seemed to impede the collettion of these data.

112
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cial systems providing the_medical and educational treatment for
the condition of hyperactivity, agree with one another is few,
very few. This is even more striking when we remember the absolute
dittribution of the Index of Agreement scores and note that even
the high agreement dyads are so categorized in the distribution
by having only slightly more agreement among the members of the
dyad than disagreement.

The other data in Table 9,2 provide an analysis of the level
of agreement by type of dyad when considered by type of set. We
see that_among the sets characterized by 2 high_and_l moderate
dyad, 67% of the parent/teacher dyads are high agreement, 67% of
the parent/physician dyads are high agreement, and 67% of the
teacheriphysician dyads are high agreement, Since this set con-
sists of 2 high and I moderate agreement dyad, this distribution
is precisely what probability would indicate. The situation is
different, however, when we consider the 19 sets with 2 moderate
and 1 high agreement dyad.

If the high dyads were distributed evenly among the three
types of dyads, one would expect 33% high agreement in each of the
three dyads. This is not the case. A disproportionately low num-
ber of parent/physician dyads are high agreement (21%) and recipro-
cally a higher pronortion of parent/teacher dyads of moderate
agreement (79%). A disproportionately high number of teacher/
physician dyads (42%), however, have high agreement. The same
pattern is reflected in the sets consisting of_2 moderate and 1
low dyad. There is a somewhat greater proportion of low agreement
dyad among the parent/physician dyads in this category of sets
(38%). In the moderate, low, low, 100% of the parent/teacher
dyads are low agreement dyads (where probability would dictate
.only 67%) while 57% and 29% resPectively are low agreement dyads
among parent/physician and teacher/physician dyads.

The point of this analysis is to underscore the idea that the
amount of agreement found in each set will have a different meaning
depending where, in which dyad of the set, that agreement is found.
The tensions indicated in the data for question three between
parent and physician are also reflected, to some extent, in this
analysis. It is difficult, perhaps even pointless, to attempt to
characterize one set of dyadic disagreements -as more important or
disabling than another. Nevertheless, a child who is in a situa-
tion where there is disagreement between the parent and the phyti=
cian will have different kinds of difficulties and incapacitiet
than a child in a situation where the disagreement is between the
teacher and physician. Different aspects of the proc688 of iden-
tification, diagnosis, treatment, and termination will be affected.

These analyses of dyads and sets reflect the potential for
agreement in behavioral expectation among persons of different
systems in which the hyperactive child lives. The data indicate
8t,.ongly that there is relatively little agreement, , This picture
of an incoherent and fractured environment for children whose dis-
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order already severely limits their ability to function in their
social and physical world has yet other overtones.

In asking parents; teachers, and physicians to respond to a
general set of behavioral prescriptions for the hyperactive child,
we removed them from their own experiences and their predilections
concerning the child whose welfare was directly in their hands.
In so doing, we tried to evoke the most general patterns of beha-
vioral prescription for hyperactive children in samples of adults
who have some first-hand knowledge of the condition, We set the
stage, perhaps, for the greatest possible agreement, Our analyses
of attitudes and beliefs about hyperactivity and the treatment of
the child in their keeping, stress (or left room for) disagreements
among the parents, teachers,and physicians about their own charge
to emerge. In this analysis of dyadic and set agreement, we at-

tempted to develop a "best of all possible worlds" chance of agree-
ment among the members of the three social systems, This report
of the incoherence among the three social systems as analyzed by
dyad and set indicates that the integration potsible is relatively
small across the dimensions of dominance and legitimacy, Although
there is high agreement about what should or should not be done,
there are marked tensions among all three dyads with some tpecial
tensions among parents and physicians about who should initiate
these behaviors and who should be included in them. The disagree-
ment about who should be responsible for the behaviort and further
disagreement about who should or who should not be involved de-
fines the specifics of the incoherence of the social context of
the diagnosis and treatment of hyperactive children.



CHAPTER TEN

CONCLUSIONS AND IMPLICATIONS

Introduction

The data that we have presented in Chapters four through nineare compelling, but do not quite speak for themselves, The resultsof this research inform us about the lives of the hyperactive chil=dren and the nature of the society in which theylive. The datapoint to the need for policy and to directions in which policy maybe developed. This concluding chapter is devoted to these contid=erations.

Prevalence

The prevalence data we examined contained surprises for us.We did not expect a prevalence rate as low as that which we found
for the medical diagnosis of hyperactivity or for treatment with
stimulants. Our findings for diagnosis and treatment were sub=
stantially lower than almost any comparable figures in the liter=ature.

We do not know why the estimate is so much lower than previous
estimates and guesses made by others. One possibility is that the
previous beliefs about the prevalence of the diagnosis and treat-
ment of hyperactivity were accurate, but that there has been _a
turning away from the propensity to diagnose and treat. We have
seen some indication of this in our study, but it is impossible todocument the magnitude of this phenomenon. It is also poss.ible,
for the reasons advanced earlier, that the prior estimates for theprevalence of hyperactivity were simply incorrect. While expres-sions of an "epidemic" of hyperactivity seem unwarranted, the pre-valence of the condition is high enough to necessitate concernfrom medical and educational authorities.

The concept of _a multiple treatment approach seems to be sel-
dom implemented. If stimulant medications are intended as adjunc-
tive to other therapies (as the manufacturers state), medications
are not being used in that fashion. Few children receive more
than one treatment and many potential treatments for hyperactivity
are rarely applied.

As we saw in chapter four, the proportion of children in the
school system diagnosed as hyperactive was small and the proportion
of currently treated children was even smaller. If, however, We
were to use information about diagnosed or treated children as an
index of the amount of concern about this problem within the school
system, we would probably underestimate the amount of concern. -
Based on the data from the teachers and the parents, the pool of
candidates within the school system for possible diagnosis as hy-
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peractive was estimated at between 3.65% and 4.96%--in spite ofthe relatively small proportion of children diagnosed by a physi-cian as hyperactive and the smaller proportion of currently treatedchildren. For some policy or procedural considerations, it is
reasonable to expect that parents and teachers of children in thisundiagnosed pool, in addition to parents and teacher8 of diagnosed
and treated children, may be concerned and involved.

We have no reason to assume that the data gathered from GrandRapids, Michigan, are_very different from other 8imilar communities.More studies of prevalence, however, are needed in order to assessthe size of the problem, to plan policy, prevention, and treatment,and finally to free ourselves from the tyranny of myths about thenature of hyperactivity and its treatment.

Controversy and Context

The fundamental question embodied in the controversy overhyperactivity is: Is the diagnosis of children as hyperactive,
and their treatment with stimulants, a beneficial or a harmfulactivity? Few would be categorical in their endorsement or con-demnation. Both critics and proponents recognize that the diag-
nosis and treatment of hyperactive children is fraught with prob-lems. Both camps acknowledge that there are problems in casefinding. Both recognize that there is a failure, at times, to
employ approaches which address the.range of problems encounteredby the hyperactive child. Both recognize problems in the manage-ment of the monitoring and the maintenance -of the regimen. Bothacknowledge some possibility (though to different extents) thattreatment may lead to labeling that works to the detriment of thechild.

This research was conducted because we believed that the
queStion_posed above could not be answered solely by additional
pharmacological or medical research. We believed that an under-
standing was required of how the people who are involved in
decision-making relative to these questions function and interact.Our approach was to conceptualize a social_perspective which was
articulated and elaborated as a framework for our empirical re-search. The fundamental premise of our research was that the
diagnosis and treatment of hyperactivity is a social act involvingmedical and educational aspects; for, if hyperactivity is confinedto the technical perspectives of medicine or education, the prob-lems which have been perceived can never be resolved.

Our data illuminate what is involved when we recognize the
scope and nature of the social aspects of the treatment of hyper=
active children. In the course of our interviews, we have spoken
gith parents who have told us of the years in which their chit=
iren's problems have gone unrecognized by the school system. We
lave evidence of the battles between physicians and teachers in
qhich the child becomes the unwitting victim. We have been in-
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formed, in painful detail, about the children placed on stimulant
medicatton by the physician whose regimen is strongly opposed by
the teacher, with the result that the child and parents are caught
in a tug_of-war between experts. We have seen bewildered, unhappy,
and frighteutd teachers equipped with too little information about
the condition and treatment of the children in their care, and who
feel hoeIessly isolated from the physicians and the medical treat-
ment be tng given these children. We have seen these and what
strikes us as just about all other conceivable consequences of the
lack of coordination.

When our respondents speak of their experiences with hyper=
activity, they speak of it in terms of the social, interpersonal,
and educational factors that comprise their reality. _Neither the
condition nor the treatment is confined to the medical aspects.
The merging of the various aspects into a single life experience
is evident. There is a sense of frustration, anger, and sometimes
fear that runs through many of the interviews. Yet, in the same
interviews, there is often an expressed belief that the diagnosis
and treatment of the child was correct and helpful.

In contrast to this holistic perception of the effects of the
disorde and the application of medical and social treatments, our
data specify the fragmentation of the experiences of hyperactive
childretl, their families, and others involved with them. The data
indicate that parents and physicians each nominate themselves as
legitimate and dominant. A contest for legitimacy and dominance
is evident between the parents and the physicians. Both Parents
and Physicians see the teacher as rarely dominant and often not
legitimate, and teacher8 concur. Teachers also tend to agree with
the perent8 in their definition of who should be dominant and who
should be legitimate.

Physicians, who have great power, do seem to be "odd man out."
This is certainly more debilitating to coherent action in social
systems organization than if, for example, the teachers, who have
least salience in the situation, differed significantly from the
par6nta andJor the physicians. Our analysis indicates extremely
strong tflooherence because of the nature of the responses of these
competing adults.

HOW must the world appear to a hyperactive child whose physi-
cian believes that he is the person who should be explaining the
details of the condition to the child but whose parents believe
that it is their prerogative to do so, and that it is not the
physician's businett to explain this to the child? How must the
world appear to A hyperactive child whose teacher believes that
the teacher should not be involvEd in the diagnosis and whose par-
ents believe that it's the teacher's job to provide needed informa-
tion to the physician.

As we have been involved in this research, some have said to
us that hyperactive children are totally unaware of these factors
in the treatment. We know this not to be true. It seems clear
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to us that the confusea, disjointed, and conflicting pattern of
expectations can be of little value in providing a beneficial
treatment program. The education and medical treatment of the
hyperactive child is being carried on in an incoherent environs
ment.

How can we understand the failures, difficulties, and prob=
lems that are encountered in the diagnosis and treatment of hyper=
activity? If one uses the medical model, conceiving of hyperacti=
vity as an organic pathology and of the treatment as a_response
to that pathology falling within the exclusive realm of physicians,
there is the likelihood that the problems encountered are seen as
random, idiosyncratic, uncontrollable, and only marginally the
responsibility of the treating physician. Teachers, parents, or
physicians who view the situation in this way will tend to explain
the difficulties as the consequences of a "crazy teacher_," an
"uncooperative parent," or an "incompetent physician." The social
systems approach provides us with concepts which explain why the
problems of role articulation occur. To explain all of the inco-
herence we have observed as "craziness or incompetence" is to
enter a conceptual cul=de=Sac which is unlikely to provide explan-
atory power or corrective behavior.

The issue that is uppermost in the minds of many who are con-
cerned with the diagnosis and treatment of hyperactivity_is the
resolution of these problem8. We believe that the approach we
have taken is useful for several reasons. From our framework, it
is possible to remove many of the attributions of blame and guilt
which compound the problems of achieving a solution. Those of us
who are concerned about finding ways to increase communication_
recognize that we cannot get physicians to incorporate educational
factors by castigating them for their arrogance and rigidity.
What these data do is substitute the notion of social systems
inadequacy for the notion of evil. Explanations of callousness,
laziness, evil, and the like are not required to understand the
difficulty besetting our ability to deal with hyperactivity.

Along these lines, a word of advice: Those who seek to write
compelling muckraking books and articles about the situation are
best advised to not do as we have done, not to sit down and talk
at length with the involved persons. When one does this, it be-
comes more difficult to see villains. One is more impressed by
the general desire on the part of all parties to do a decent job
and to do what is right for the child, even though one sees short-
comings, errors, mistakes, and problems. We uncovered dedicated,
but incapable saviors working in flawed systems.

The approach that we have taken has another important con-
sequence. It equips -us with concepts that are helpful in imple-
menting suggestions found in the literature. This is best illus-
trated by the often cited recommendations by physicians and edu-
cators concerning the need to make a place for parents and teachers
in diagnosing and treating hyperactive children. If one is obli-
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vious to the structural deficiencies which are responsible for

generating problems, then one tends to feel that one can "talk

a place" for these other participants. We say that participation
is desired and welcomed and then expect that participation will

follow. It seems clear that it is not until one understands the
full meaning of the word "make" in the expression "make a place"

that the needed collaboration can occur.

To "make a place" for participants in caring for hyperactive
children means to create those social structures, within medical
practices, schools, families, and other caretaking organizations,
that make participation necessary rather than permissible. It

means that the educational plans for the hyperactive child are
defined as incomplete until the physician's contribution is incor-

porated. It means that we act on our belief that information from
school personnel and parentS is essential in understanding the
child's problems and solving them. It means that roles of the
significant persons in each system are formed to accept and inter

grate knowledge and information from those in other systems. It

means that there is a single, integrated support system for the

child.

If we view as isolated incidents the events that have trans-
pired over the past several year8 with regard to the treatment of

hyperactive children, then the creation of solutions is valuable

only to insure that children beiag treated currently, and those
who may be treated for hyperactivity in the future, will be assured

of the best that can be done for them. Reflection on our_data leads

us to believe that, even given the limitation in technical -know=

ledge, we are not treating the hyperactive children as well as we

could. We believe that additional and more potent psychopharmaco=
logical techniques for children and adolescents will be developed.

When one recognizes that psychopharmacological technology has not

reached its culmination with the development of this generation
of existing drugs, one sees that our need to thinkcarefully and

to create the policy and Social forms needed to apply to this

technology sensibly is well worth the effort.

Policy Implementations

This report is the culmination of years of research on hyper=

activity. Much like the hackneyed call for additional research
which is a standard part of the last chapter of every doctoral

dissertation, we have included a call for policy in many of the

papers we have written on the topic. Our call for policy, however,

is not a mindless pronouncement, but rather reflects our conclu-

sion, based on our research, that the well=being of children re-

quires thoughtfully constructed policy.__If policy came when called,

like _a well-trained dog, we would have long since had public policy

for this health problem.
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As we have reflected on the meaning of our data, we have con-
sidered the problem of developing both permanent and makeshift
solutions. The makeshift solutions are important as we respond to
the teacher or to the parent who is anxious about what they can do
for their hyperactive child or pupil. How, given the world as it
presents itself to them, can they provide help? A parent of _a
hyperactive child is understandably disturbed by solutions that
require fairly extensive social change and a lengthy period of
time to implement. The permanent solution to the problems we have
identified in this research, however, can be achieved only through
social change. Changes in the ways in which persons see their own
and other roles is essential for the requisite improvements.

Policy is a prescription for behavior formally sanctioned by
an organization. The relationship between policy and role as we
have used it is clear. The need is to change perspective. Policy
provides a behavioral basis for such a change of perspective.

In chapter one we mentioned some volatile experiences growing
out of the problem of treating hyperactive children. We have sug-
gested that this is a reason for policy to be formed. _Others read
it quite differently. For them, these volatile occurrences suggest
that policy should not be formed. The principle involved here is
an old and venerable one: let sleeping dogs lie. To begin the
task of policy formation is inevitably to call attention to what
might be a hidden problem within the confines of the school dis-
trict or community. When attempts are made to convene the persons
involved and initiate activities that lead toward policy, attention
is called to the situation and can conceivably result in a volatile
confirmation.

In the face of this controversy, the question arises about
whether policy is to be made concerning hyperactivity and its
treatment,or the controversy about hyperactivity and its treatment.
The hopeless entwining of these two questions frequently creates
an impasse which the attempt to develop policy does not survive.
There are two independent inhibitors of policy formation. The
first is -the pro- and anti=hyp'eractivity and its treatment contro-
versy. The second is the difference in opinion about the need for
policy. Some who are in favor of diagnosing and treating hyperac-
tive children reject the need for policy for reasons just described;
others oppose specific policies because of substantive disagreements.

There is another consideration which we think is very impor-
tant in understanding the constraints on policy formation. Several
different types of persons -must be involved if policy for screening,
diagnosis, and treatment of hyperactive children is to be formed.
If policy is to help us determine when it is appropriate for chil-
dren to be sent for medical consultation and when not, and so on,
then it is necessary teat a variety of persons be consulted.
Parents, physicians, educational personnel==all have soma involve-
ment in these activities and thus their participation is required. .
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We know that when there are different beliefs and attitudes among
these individuals about what shoul-1 --d should not be done, we
confront a very difficult task in LI., rig to achieve some measure
of agreement. Yet this might not seem, at first consideration, to
differ from the task before any group that sits down to confront
some issue when there are alternative positions possible. The
important features, in the case of the policy pertaining to hyper-
active children, are that the perspectives and beliefs that are
brought to this problem are wedded to social system membership.

From the perspective of the medical social system, the hyper-
active child represents a medical problem to be coped with._ From
the perspective of the educational social system, the child repre-
sents a learning and behavior problem. From the perspective of
the familial social system, the hyperactive child represents a day-
to-day behavior problem; an enduring and agonizing question is
whether the child can meet the total array of social expectations
that are required for successful functioning within the society.
Even though the behavioral deficits of hyperactivity transcend any
one system; it is viewed by different system members from the
perspective of the goals and natures of their own systems. There-
fore, the meaning.of technology is segmented. What is confronted
here in the formulation of policy are not random differences but
rather systematic differences in the perspective of differently
structured, differently functioning social systems with oftentimes
competing definitions of the situation; goals, function, and legi-
timacy.

What are the implications of this for policy formation, when
several individuals sit around a table attempting to figure out
what should be done and how rules for behavior should be fashioned?
They confront the issue not 9nly as individuals representing a
particular point of view which may be arbitrated and negotiated,
but also in a very real sense as representatives and guardians of
the perspective of their system., TWhile the propensity to serve
as guardians way vary from individual to individual, it is unlikely
that a physician, parent, or teacher will ever totally relinquish
their role as a physician, parent, or teacher. The extent of
flexibility possible in the negotiations and discussion, and the
extent of the articulation of perspectives that would lead to a
coherent social policy, will probably inevitably be constrained
by the social system membership.

This divergence of expected behavior, attitude, and perspec-
tive of members of various social systems has, for the hyperactive
child, been documented quite strongly in our own data Our data
indicate that parents, teachers, and physicians disagree on atti-
tudes toward psychoactive medication, on the perspective of the
assignment of etiology to the condition, its nature and character-
istics, and the degree to which the same set of behaviors is
expected of one another.
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We have never ceased to be both intrigued and dismayed by
the realization that, when looked at in this multisystem perspec-
tive, it becomes apparent that policy is most needed by the persons
who are the least powerful members of the systems, which is to
say, the children and their parents. Over the last several years
we have had the opportunity to speak to many different groups.
We have spoken to groups of, teachers, school administrators, phy-
sicians, and to parents of hyperactive children. It has been our
experience that the most receptive audiences for the notion of need
for policy have been those composed of .parents of hyperactive
children. We have felt a different kind of affective response to
the message. While, in many inStances, teachers and physicians
support the need for policy formation, one senses an immediacy and
an urgency on the_part of parents of hyperactive children to grasp
this message and frequently the response is "of course this is
needed but how do I go about accomplishing it? How do I get my
school system or my doctor to do this?" The response is that, as
a member of the familial system,_the parent cannot accomplish this.
The lack of power of the parent frequently results in the parent
and child being subject to a chaotic, uncertain, and unsatisfactory
natural history of identification and treatment that is in itself
severely systematic of a lack of coherent policy. The lack of
impact that the parents have on the medical and educational system,
as the most urgent petitioners for policy, means that the best
that many can do is to compose an ad hoc orchestration, of resources
to attempt 1:o cope with a single child's difficulties in the system.
It seems to us that understanding the manner in which many of the
difficulties we confront are rooted in social system membership
and in beliefs, attitudes, and conceptions which.ere not random
and unsyStematic does not mean that we are doomed continuously to
relive this problem. Rather, it appears that our analyses, if

applied, may provide an ability to generate insights about inertia,
the controversy, and social forces which hamper true development
of policy.
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A=l

INSTRUMENTS

MAILED QUESTIONNAIRES:

QUESTIONNAIRE: Parents
QUESTIONNAIRE: Teachers

INTERVIEW SCHEDULES:*

BACKGROUND: Parents
BACKGROUND: Physicians
BACKGROUND: Teachers
BACKGROUND1__Child
EVENTS, PROCESS AND ROLE BEHAVIOR: Parents
EVENTS, PROCESS AND ROLE BEHAVIOR: Physicians
EVENTS, PROCESS AND ROLE BEHAVIOR: Teachers
EVENTS, PROCESS AND ROLE BEHAVIOR: Child
ASSESSMENT: ParentS
ASSESSMENT: Physicians
ASSESSMENT: Teachers
ASSESSMENT: Child

Parents, Physicians; Teachers
ATTITUDE GENERAL: Parents
ATTITUDE GENERAL: Physicians
ATTITUDE GENERAL: Teachers
ATTITUDE GENERAL: Child
SPECIFIC BELIEFS: Parents
SPECIFIC BELIEFS: Physicians
SPECIFIC_BELIEFS Teachers
AWARENESS OF MEDICATIDN: Child
PROCEDURE IN TAKING MEDICATION: Child
RESPONSESOF OTHERS TO CHILD: Child
SELF- ESTEEM Child

4`Rather than including all interview schedules for all phases
(Initiation, monitoring and termination) in their entirety,
the above is an index of the sections included in the various
Interview schedules. Within each section will be found all
of the questions comprising that section, with additional
Pages denoting changes within a particular section, when ap-
plicable, for monitoring and termination phases.
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A=3
SCHOOL CHILD SURVEY

Please list the ages of your children and indicate L9 their sex. Include all children who were mem-
bers of your household, even if they now are grown and live elsewhere, (Continue on back if
necessary.)

1.

2-.

4.

5.

First Name Age Male Female

This questionnaire is being answered by:

father stepfather male guardian female guardian

mother stepmother other (please specify)

In what age category are you?

35-39 0

55 or older

20-24 25-29 30-34

40-44 45-49 50-54

In what age category is your spouseif you have one?

20-24 25-29

40-44 0 45-49

30-34

50-54

35-39

55 or older

What is the occupation of the father (stepfather, male guardian)such as lawyer, auto mechanic,
salesmanin your family?

What is the occupation of the mother (stepmother, female guardian)such as lawyer, auto mechan-
ic, salesmanin your family?

PLEASE ANSWER THE REST
OF THE QUESTIONS ABOUT
THIS CHILD

Has your child had a medical diagnosis of a leaming or behavior problem?

Yes 0 No 0
What was this diagnosis?

Who made the diagnosis? Physician 0 Teacher Counselor Nurse

Psychologist Other person (specify)
Oft



8. Please check any of the following diagnoses that have been made for your child.
MBD Overactive

HyperkineSig Impulse disorder 0
Hyperkinetic Learning disorder

Hyperactive Learning disability 0

Minimal brain dysfunction

Minimal cerebral dysfunction

Hyperkinetic Child Behavior Syndrome 0

My child has not been diagnosed in any of these ways

9. Isor hasyour child been treated in any of the following

Yes this
treatment

isor has
been used

Megavitamin therapy

Counseling

Special Diet

Behavior Modification

Psychiatric Treatment

Medication for some sort
of behavior or learning
problem

If your child is taking
or has taken medication
check below:

Dextroamphetamine
(Dexadrine)

Mellaril

Dilantin

Cylert

Phenobarbital

Ritalin

Benadryl

Valium

Imprimine (Tofranil)

Coffee or Tea (Caffeine)

Other

0*

0

ways?

Treatment
started

month/year

If treatment
has been ended;
when did it end?



10. If you are not sure what your child is taking; please look at the label of his medication and copy
it here

11. Listed below are items concerning children's behavior or the problems they sometimes have. Read
each item carefully and decide how much you think this child hat been bothered by this problem
at this time: NOT AT ALL JUST A LITTLE, PRETTY MUCH, or VERY MUCH. Indicate your choice
by checking the box Er in the appropriate column to the right. Please answer all items:

1. Restless

2. EXcitable, IrripultiVe

3. Disturbs other children

4. Fails to finish things he
starts (short attention span)

Not at Just a
Alf Little

0
5. Fidgeting

. Inattentive, distractable

. Demands must be met
immediately; easily
frustrated

8. Cries

0
0

9. Mood changes quickly

10. Temper outbursts
(explosive and unpre-
dictable behavior)

Pretty
Much

0
0
0

0
0
0

Very
Much

0

0

0
If you checked "pretty much" or "very much" for any of the above items, please indiCate where
thete behaviors usually occur:

at school everywhere

at horrid other (please specify)



SCHOOL CHILD SURVEY A-4

I. How many children are enrolled in your class at the present time? (For Middle/Junior High School

teachers, "your class" refers to your home room class.)

2. What grade level(s) are you teaching?

I. How many chil&en in your class this year do you believe exhibit symptoms of the condition known
as the hyperkinetic (hyperactive) child behavior pattern?

. HoW many children in your class this year do you know of who have been diagnosed by a physician
as any of the following: hyperkinetic, hyperactive, learning disorder, learning disability, overactive,
as having hyperkinesis, minimal brain dysfunction, MBD, impulse disorder, hyperkinetic child be-
havior syndrome, minimal cerebral dysfunction"

Please indicate the number of children in your class this year who are being treated or who were
being treated at any time this school year in the following ways. A child may be counted more than
once if treated in more than one way.

Treatment
Number of
Children

Number of
Treatment Children

a. Megavitamin Therapy a Behavior Modification

b. Counseling f. Psychiatric Treatment

c. Special Diet g. Medication for Behavioral

d. Remedial Instruction or Learning Problems

. If there are children in your classroom this year being treated with, medication(s) for behavioral or
learning problems (question 5g above), please indicate how many children are being treated with
each of the following medications:

Medication
Number of
Children Medication

Dextroamphetamine
(Dexadrine) Benadryl

Mellari I Valium

Dilan tin Imprimine(Tofranil)

Cylert Coffee or Tea (Caffeine)

Phenobarbital Other (please specify)

Ritalin Unknown

What is the name of the school you teach in?

Number of
Children
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BACKGROUND: Parents

1; Would you tell me your full name?

A= 6

2. What is your husband's (or wife's) first name"'

(TURN ON RECORDER HERE IF PERMISSION WAS GRANTED.)

3. Teihat is your relationship to (child's name)?

4; What is the name of the doctor who treats (child's name) for hyperactivity?

5. What was the name of (child's name) teacher when he/she began medication
treatment?

6. At what school does this teacher teach?

7; How many years have you lived in Grand Rapids?
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BACKGROUND: Physicians

1. Sex: Male Female

2. What is the approximate age characteristics of your practice? Could you
teIl me if the:

Majority of your patients are adult,

Majority of your patients are adult or adolescent; or;

Majority of your patients are children under 13.

3. For how many years have you been a practicing physician?

4. CouId you tell me your age?

5. Could you estimate what proportion of your patients are being treated by
you for hyperkinesis?

Very few (1 - 2%)

A small proportion (3 - 5%)

A substantial proportion (6 - 25%)

I specialize in treating these conditions.

6. Are patients with school and behavioral problems referred to you by other
physicians?

Yes

No
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BACKGROUND: Teachers

1. You now teach level (grade).

2. Have you ever taught in another level? Yes No

2A. (IF YES). What level? How any years?

Level Number of Years

1

2-

3

4

5

6

7

8

9-12

3. Haw many years have you taught?

4. Haw many years have you been teaching in Grand Rapids Public schools?

5% Have you ever been a special education teacher? Yes No

5a; (IF YES) What type of special education instruction were you involved in?

5b. (IF YES) For how many years?

6. In all your years as a teacher approximately how many hyperactive children
in your classes have taken medication for this condition?

7; Have you had any course work; training or inservice dealing with hyperactive
children and/or their treatment? Yes No Don't remember

7a. (IF YES) What was it?
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CHILD OTERVIEW: Treated
A -9

Interviewer: Hello I am Mts. (Miss) Are you
(child's first name)? I would like to talk to you for a little while and ask
you some.questions about yourself. I would like to record our talk with thiS
tape recorder so I can be sure to get everything you say right. If you like,
we can listen to a little of this on the tape recorder after we're done; Is
it OK with you if we use the tape recorder? (IF CHILD SAYS NO TURN IT OFF, PUT
IT AWAY AND PROCEED WITH INTERVIEW).

1. What is the name of your teacher?

2. Do you have any brothers or sisters?
Yes No

3; How old are you?

4. ?That do you like to do best in school?

(NOTE DIFFERENCE BETWEEN PROBES AND FOLLOW-UP QUESTIONS. PROBES ARE. USED ONLY
IF THE SUBJECT CAN NOT RESPOND TO THE INITIAL QUESTION. FOLLOW-UP QUESTIONS
ARE TO BE USED WHEN IT IS NECESSARY TO FOLLOW A PARTICUUR RESPONSE AND ANSWER
WITH ANOTHER QUESTION. THE FOLLOW-UP QUESTION WILL BE SIGNALED BY THE DIRF.CTIONS
"IF YES" OR "IF NO.")
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EVENTS, PROCESS AND ROLE BEHAVIOR: Parents

What I would like to do now is get some background information about
how (child's name) came to be diagnosed as hyperactive and treated with
medication. I am going to ask you some questions. Your answers to these
questions will give us a picture of (child's name) diagnosis and treatment.

(PROBLEM RECOGNITION AND RESPONSE)

1. Who first brought up the idea that child s name) had a learning or
behavior problem?

child's mother
child's father
relative
child's teacher
child's doctor
other (specify)
don't know
don't remember

la. (IF OTHER THAN MOTHER OR FATHER) How did you hear about the child's problem?

2. What problems was (child's name) thought to be having at that time?

3. When was this? Month Year

4. Did either you or your spouse suspect any problem before this time?

Yes NO Don't remember

5. Who first brought up the idea that (child's name) needed professional
help because of his/her problem?

child's mother
child's father
relative
child's teacher
child's doctor
other'(specify)
don't know
don't remember

0 1;n



A-13

6. Who first brought up the idea that (child's name) needed medical help?

child's mother
child's father
relative
Child's teacher
child's doctor_
other (specify)
don't know
don't remember

In addition to (child's name) doctor; did you or your spouse go to anyone
for help?

Yes

7a. (IF YES) Specify

NO Don't remember

(DIAGNOSIS)

8. Were you informed of (child's name) diagnosis?

Yes

8a. (IF YES) From whom?

No Don't remember

doctor school social worker
doctor's nurse school nurse
teacher school psychologist
other (specify)

8b. What was the diagnosis? (IF RESPONDENT DOES NOT UNDERSTAND THE QUESTION,
ASK: WHAT WAS THE MEDICAL TERMES3 TEAT WAS USED TO DESCRIBE THE CHILD'S
CONDITION?)

*9. Did you talk with the doctor about the details and meaning of (child's name)
diagnosis?

Yes No Don't remember

(IF YES) Do you feel your talk with the doctor enabled you to understand
(child's name) condition?

YeS No
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9b. (IF YES) Whattif anything did you find out that was helpful and important
for you to know?

9c. (IF YES) Wharquestions or concerns, if any, did_you have that_ were not
answered by the doctor When you talked With the doctor about the meaning
Of (child's name) diagnosis?

10. When was the diagnosis made?

Month Year Don't remember

11. How long (approximate number of minutes) was the doctor's visit during-
which the diagnosis was made?

*12. Did you talk to the doctor about (child's name) behavior at home?

Yes No Don't remember

*13. Did you suggest to the doctor that (child's name) might be hyperactive
before the doctor made the diagnosis?

Yes No Don't remember

*14 Did you explain (child's name) diagnosis to other meMbers of the family
whc were old enough to understand?

Yes

*15; Did you tell members

Yes

15a. (IF YES) Whom in school did

No Don't:remember

of the school system about (child's name) diagnosis?

No Don't remember

principal
school nurse
school social worker
school psychologist
child's teacher

you tell About (child's name) diagnosis?

physical education teacher
reading teacher
teacher aides
other (specify)
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*16. Did you talk with the teacher or any other member of the school system
about the details and meaning of (child's name) diagnosis?

Yes No Don't remember

16a. :IF YES) Do you -feel that your discussion about (child's name) diagnosis
helped the teacher or other members of the school system do a better job
in the classroom dealing with (child's name) hyperactive condition?

Yes No Don't know

16b. (IF YES)Do_you feel that your discussiOn with the teadher (or other school
personnel)_ helped you -to- understand more about (child's name) condition or
his/her school situation?

Yes No Don't know

*17. Did you discuss the details and meaning of (child's name) diagnosis with
(child's name)?

Yes No Don't remember

18. When (child's name) was being diagnosed; did you request consultation with
one or more specialists in addition to your doctor?

YeS No Don't remember

(HEDICATION TRZATMENT)

19. When was the decision to place the child on medication made?

Month Year Don't remember

*20. Did you recommend the use of medication?

Yes No Don't remember

20a. (IF YES) 'Was it a specific medication?

Yes No

20b. (IF YES) What was it?

21. Whose decision was it to use medication treatment for (child's name)?
(CHECK MORE THAN ONE RESPONSE IF THE DECISION IS SEEN AS A JOINT DECISION.)

teacher
parent
doctor
other (spec. 7)

F22. Did you explain -to the househol&metbers old enough to understand why
(child's name) is taking medication?

Yes , No Don't know



F23. Did you tell the teacher that (child's name) was being treated with
medication?

Yes No Don't remember
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k24; Did you tell others in the school system that (Child's name) was being
treated with medication?

Yes

24a. (IF YES) Who?

NO Don't remetber

school psychologist school social worker
principal reading teacher
physical education teacher others (specify)
music teacher

25. Were any other means of dealing with (child's name) tried before medication
was bsgun?

Yes No Don't remember

25a; (IF YES) What were they?

behavior modification
special diet_
changes in classroom situation
Other (specify)

psychiatric treatment
counselling

26. Has there been any change in the medication treatment of (Child's name)
since treatment began?

Yes No Don't remember

26a. (IF YES) What change was there?

dosage
type of medication
time at which medication was given
other (specify)

27. Do you give (child's name) one or two pills to take to school each day?

Yes No

28. Do you give (child's name) pill to him/her each time he/she takes it
at home?

Yes No

28a; (IF NO) Do you know who sees to it that (child's name) takes his/her
medicine at home?.

Yes NO



29; Where is the medicine kept at home?

*30. Did_you talk to (child's name) about what his/her medication is supposed
to do for hiM/her?

Yes No Don't remember

*31; Did youi yourself, change the dosage or the times when (child's name) takes
his/her meditation?

Yes NO Don't remember

31A. (IF YES) Why?

32; Do you know who sees to it that (child's name) takes his/her medication at
school?

Yes No Don't know

32a. (IF YES) Who is_responsible at school for seeing that (child's name)
takeS his/her medication?

classroom teacher
school nurse
principal
other (specify)
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(ADJUNCTIVE THET:-..'r)

In addition to medication, have any other changes in (child's name) home
life or school life been made or other treatments used to help (child's
name) ?

Yes No Don't know

33a. (IF YES) What approaches have been or are now being used? (NOTE: YOU NEED
NOT READ THE LIST OF APPROACHES. CHECK THOSE MENTIONED BY RESPONDENT AND
FOR THOSE MENTIONED)COLLECT THE ADDITIONAL INFORMATION.)

Counselling

Megavitamin
treatment

Special diet

Changes in your
Tway of reacting
to child

Psychiatric
treatment

Special

education

Changes in home
life

Changes it class-
room procedures

Counselling for
parents

Behavior taodi-
fica.tion

Other (specify)

*Was it your idea When did it
to try this Begin - End

(Check if approach for Dates
Mentioned) (child's name)? From To
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34. Has (child's name) been treated unfairly by anyone because of his/her
diagnosis or treatment?

34a.

YeS No Don't know

(IF YES) By whom?

parents school personnel
teachers otherchildren
doctor relatives
other (specify)

35. Do you think .(child's name) might have a better chaace for success in
school if his/her teachers and other school personnel did not know about
his/her diagnosis and treatment?

Yes No Don't know

School personnel not informed

36]. Do you perceive any differences between your own and your spouse's
attitude toward treatment?

Yes No Not applicableno spouse

36a; (IF YES) What are the differences?

37.- Has the fact that (child's name) has been diagnosed as a "hyperactive
Child" seemed to make some people around him/her blind to (child's name)
other qualities?

Yes No Don't know

37a; (IF YES) Who tends to be this way?

38. Do you think (child's name) might be happier at school if others did
not know of his/her diagnosis and treatment?

Yes No Don't know

School personnel not informed

19. Do you think (child's name) might be happier at home if others did not
know of his/her diagnosis and.treatmert?

Yes $o Don't know
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40 . Do you think (child's name) benefits at school because school personnel
know of his/her diagnosis and treatment?

Yes No

School personnel not informed

Don't know

41.. Do you think (child's name) benefits at home because the family knows
of his/her diagnosis?

Yes No Ddn't know

(PSYCHOLOGICAL AND SOCIAL SUPPORT)

42. Has the teadher_exrressed any frustrations or feelings of difficulty, about
teaching (child's name) to you?

Yes No Don't retetber

42a. (IF YES) Have you tried to help her deal with theS4 fddlingS?

Yes No Don't remember

HAS (child's name) been teased or made fun of because he/she is taking
medication?

Yes No Don't know

Have you found that (child's name) is being teased at hOte because of his/
her condition or treatment?
Yes No Don't remember

+4a. (IF YES) Did you do anything about it?

Yep No Don't

4b.. (IF YES) What have you done?

Have you -found that (child's name) is being teased at school because of his/
her condition or treatment?
Yes No Don't know

5a. (IF YES) Did you do anything about it?

Yes No Don't know



45b. (IF YES) What have you done?
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46; Do any adults give (child's name) a "hard time" because he/she is taking
medication?

YeS No Don't know

464. (IF YES) Whati if anything; did you do About this?

47. Does (thild's_name) have personal doubts or bad feelings that stem from
the use ox: medication?

Yes No Don't know

*48 Have you joined or attended meetings of organized groups of parents to
discuss problems and hold rap sessions about their hyperactive Caildren?

Yes No

*49.. Do -you ever get together informally with other parents of hyperactive
children to share cdncerns and information?

Yes No Don't remember
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EVENTS, PROCESS AIM ROLE BEHAVIOR: Parents

The first thing I'd like to do is to get some background information about(child's name) treatment for hyperactivity. I am going to ask you some questions:Your answers to these questions will give us a picture of (child's name) treatment.

(MONITORING)

1. How often do you or your spouse take (Child's name) to the doctor to checkup for his/her medication?

2. When is the last time you took (child's name) in for a check up for the
hyperactivity or the medication? (DATE)

3. Who usually conducts the check

4. How do you know when it is time to go to (child's name) doctor for a check up?

The doctor has told me how often I need to go in, i.e. every two months
The doctor contacts me when Iiided an appointment
I go in to see him each time I need to get a prescription for a refillI go in whenIthink it is necessary
Other (:,pecify)

*5; Have you or Your spouse had special visits With (child's name) doctor because
of problems or .difficulties connected with the hyperactivity?
Yes No Don't remember

5a. (IF YES) How many of these special visits have you had in the last year?/
6; Do you or your Spouse provide the doctor With information to help him evaluate

the treatment for (child's name)?
Yes No Don't know

*7. Do you provide the doctor with information to help him determine if the
medication has Side etfects for (child's name)?
Yes No Don't know

*8. Do you ptovide the doctor with information which helps him decide how much
medication to give (child's name)?
Yes No Don't know

. Do you provide the teacher with information about (child's name) condition
and treatment to help the teacher do a better job in working with (child's
name) in the classroom?
Yes No Don't know
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*10; Do you or your spouse serve as a channel of information between teacher and
doctor?
Yes NO

10a. (IF YES) Is the information usually spoken or written?
Usually spoken
Usually written

Did you get- information from other sources (such as school officials,
scout leaders, relatives, etc.) about change in (child's name) behavior
after medication began?'
!es No

*12, Have you or your spouse consulted with new teadhers_at the_begiaaing of the
school year to hap them relate to and teach (child's name)?
Yes No Don't remember

13; Haw often do you have a meeting with (child's n
how things are going with (Child's name)?

Never
Once a year
Couple times a year
Once a month
More than once a month_
When teacher calls me in
When I think it's time
When doctor recommendS I see the teacher
Other (specify)

teacher to check up. on

14. In the past year how many meetings have you had with (child's name) teacher
to disc,ass how ,.things are going?

15. When was the last time you met with the teacher?
Month Year

*16. Have you stopped the medication on a trial basis to see if (child's name)
still needs it?
Yes No Don't remember

*17. Have you suggested to the doctor that medication be discontinued on a trial
basis to see.if (child's name) still needs it?
Yes No Don't remember

18. Have you requested of the doctor that medication for (child's name) be ended?
YeS No Don't remember
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EVENTS, PROCESS AND ROLE BEHAVIOR: Parents

The first thing I'd like to do is get some background information about how
(child's name) ended his/her medication treatment for hyperactivity. I am
going to ask you some questions. Your answers to these questions will give
us a picture of what happened when (child's name) ended treatment.

(TERMINATION)

I. Why was (child's name) medication stopped?

child no longer needed medication
medication doing no good
tide effects were too great
child didn't like the idea of medication
parent didn't like the idea of medication
doctor didn't like the idea of medication
teacher didn't like the idea of medication
other (specify)

. Did you or your spouse suggest that the medication be ended?
Yes No

2a. (IF YES) To whom?

parent doctor
teacher child
other (specify)

3. When did (child's name) stop taking the medication?
month year

* 4. Did you or your spouse plan for the ending of medication for (child's
name) before medication was actually ended?
Yes No

* 5. Did you set up a trial ending of medication as a way of finding but if
(child's name)- medication was no longer needed?
Yes No Don't remember

. Did you collect information from the teacher in order to decide whether
to stop the medication?
Yes No Don't know.

6a. (IF YES) What sort of information did you gather?

verbal reports
test results
answers to specific questions asked
written reports
other (specify)



A-25
* 7. Did you or your spouse discuss ending medication treatment for (child's

name) with his/her teacher?
Yes _ No Don't remember

. Did you discuss with (child's name) the possibility that medication
might no longer be needed?
Yes No Don't remember

Was medication for (child's name) started again at any time after being
stopped?
Yes No Don't remember

9a. (IF YES) Did you or your spouse ever recommend to (child's name) doctor
that medication be resumed?
Yes No Don't remember

10. Did (child's name) have any fears or doubts about stopping the medication?
Yes No Don't now

10a. (IF YES) Do you know if anyone provided reassurance for (child's name)
when he/she ended medication?
Yes No Don't know

10b. (IF YES) Who?

*11. Did you try to find a time to end medication when (child's name) was not
under a lot of pressure? (e.g., during exam time, around Christmas or
Spring Holidays, when child is upset about something else)
Yes No Don't know
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EVENTS, PROCESS AND ROLE BEHAVIOR: Physician

What I would like to do now is get some background information about how
(child's name) came to be diagnosed as hyperactive and treated with medication.
I am going to ask you some questions. Your answers to these questions will
give us a picture of (child's name) diagnosis and treatment.

PROBLa4 RECOGNITION AND RESPONSE

1. Who first brottght up the idea that (child's name) had a learning or behavior
problem?

Child's mother
Child's father
relative

011

child's teacher
doctor (self)
doctor (other)_
other (specify)
don't know
don't remember

la. (IF OTHER THAN SELF) What brought it to your attention?

2. What problems was (Child's dame ) thought to he having at that time?

3. When was this? Mouth Year

4; Did you suspect any problem before this time?

Yes NO Don't remember

5. Who first brought up the idea that (child's name) needed medical help?

child's mother
child's father
relative
child's teacher
doctor (self)
doctor (other)
other (specify)
don't know
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Did you provide help for the teacher at this pre-diagnostic stage?

Yes NO Don't remember

*7. Did you provide help for the parents at this pre-diagnostic stage?

Yes No Don't remember

A- 2 7

7a: (IF YES) What sort of help did you provide for the teacher and/or parents?

DIAGNOSIS

What was your initial diagnosis of (child's name) condition?

9. About how long was the visit during which (child's name) was diagnosed?

10. When was this diagnosis made? Month Year

11. Has that diagnosis ever been changed? Yes No

lle. (IF YES) What is your current diagnosis?

1lb. (IF YES) When was this diagnosis made? Month Year

*12; Did you arrange a consultation with other medical specialists?

Yes No Don't remember

*13. Did you talk rith the teacher about the child's behavior and learning
in school drder arTIve at a diagnosis?

es No Don't remember

*14; Did you request -..imples of (child's name) school work, test results,
ohservatiorl, anecdotes or written reports from the teacher to help
you take th/..s diagnosis?

Yea No Don't remember

*15: Din you actually receive samples of (child's name) school work; test
results, observations; anecdotes or written reports from the teacher to
help you make this diagnosis?

NOY Don't remembertit
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16. What tests and procedures were used with (child's name) to arrive at a
diagnosis?

*17. Did you provide the parents with a working knowledge of (child's name)
diagnosis?

Yes NO Don't remember

*18; Did you provide the teacher with a working knowledge of (child's name)
diagnosis?

Yes No Don't remember

*19. Did you explain the nature of his/her condition to (child's name)?

Yes No Don't remember

20. Do you feel that (child's name) teacher or other school personnel helped
in arriving at your diagnosis? Yes No

20a. (IF YES) Was the teacher the first to provide the diagnostic label in
(child's name) case?

Yes No Don't remember

2l. Do you feel that (child's name) parent helped in formulating your diagnosis?

Yes No Don't remember

21a. Was the parent the first person to provide the diagnostic-labelLa (child's
name) case?

Yes No Don't remember

MEDICATION TREATMENT

22; When was the decision to place the child on medication made?

Month Year

*23. Was there any predisposition on the part of any other adult in (child's
name) life to treat him/her with medication?

Yes No Don't remember



23a. (IF YES) Who?

mother
father
teacher
other (specify)

A=.29

*24. Did you tell the teacher (child's name) was being treated with medication?

Yes No Don't remember

*25. Did you tell others in the school system that (child's name) was being
treated With medication?

YeS

25.. (TF YES) Who?

NO Don't remeMbe-

school psychologist school social worker
principal reading teacher
physical education teacher others (please specify)
music or reading caacher

26. Were any other means of dealing with (child's name) tried before medication
was begun?

Yes No Don't remember

26a. (IF YES) What were they?

behavior modification psychiatric treatment
special diet counselling
changes in classroom situation other (specify)

27. What medicationsi and dosages of medications have been used to treat
(child's name) hyperactivity?

Medications Dosage Dates: From -To Regimen

*28; Did you talk to (child's name) about what his/her medication is supposed
to do for him/her?

Yes No Don't remember
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*29. Did you talk to (child's name) parents about what the medication you
prescribed for (child's name) is supposed to do?

Yes No Don't remember

*30. Did you adjust the dosage or regimen because of information from the
parents or teacher?

YeS No Don't remember

30a. (Y YES) Who provided you with the information?



ADJUNCTIVE THERAPY

31. In addition to medication; have any other changes to (child's name)' home
life or school life been made or other treatments used to help (child's
name)?
Yes No Don't know

31a. (IF YES) What approaches have been or are now being used? (NOTE: YOU NEED
NOT READ THE LIST OF APPROACHES. CHECK THOSE MMITIONED BY RESPONDENT AND
FOR THOSE MENTIONED,COLLECT THE ADDITIONAL INFORMATION.)

Counselling

MegaVitaMin
treatment

Special dtat

Changes in your
way of reacting
to child

Psychiatric
treatment

Special
education

Changes in home
lite

Changes in class-
room procedures

Counselling for
parents

Behavior modi-
fication

Other (specify)

*Was it your idea When did it
to try this Begin - End

(Check if approach for Dates
Mentioned) (child's name)? From To
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ATTITUDINAL CONTEXT

32. Has (child's name) been treated unfairly by anyone because of his/her
diagnosis or treatment?

Yes

32A. (IF YES) Who?

No Don't Know

parents school personnel
teachers other children
other physician relatives

other (specify)

33. Do you think (Child's name) Might have a better chance for success in school
if his/her teachers and other school personnel did not know about
his/her diagnosis and treatment?

Yes No Don't
School personnel not informed

34. HAs the fact that (child's name) has been diagnosed as a "hyperactive
child" seemed to make some people around him/her blind to (child's name)
other qualities?

Yes No Don't Know -

340, (IF YES) Who tends to be this way?

35. Do you think (child's name) tight be happier at school if others did not
know of his/her diagnosis and treatment?

Yes No Don't Know

36. Do you th ink---(-cittle-s-narie)--might be happier at home if others did not
know of his /her diagnosis and treatment?

Yes No Don't Know

37. Do you think (child's name) benefits at_school because school personnel
know of his/her diagnosis and treatment?

Yes NO Don'. Know

38. Do you think tchild's name) benefits at hame because the family knows of
his/her diagnosis and treatment?

Yes No t Know

I
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PSYCHOLOGICYCL ND SOCIAL SUPPCRT

*39. Have you attempted to provide child's name) parents with support and
reassurance about their child?

Yes No Don't remember

40. Has the teacher expreSsed any frustrations or feelings of difficulty about
teaching (child's name) to you?

Yes No Don't remetber

*40a. (IF YES) Have you tried to help her deal with these feelings?

Yes No Don't remember

41. Has (child's name) been teased or made fun of because he/she is taking
medication?

Yes No Don't remember

*42. Have you found that (child's name) is being teased at home?

Yes No Don't remember

*42a. (IF YES) Did you do anything about

Yes No Don't know

42b. (IF YES) What have you done?

*43. Have you found that (child's name) is being teased at school?

Yes No Don't know

*43a. (IF YES) Did you do anything about it?

YeS NO Don't know

43b. (IF YES) What have you done?

44; Do adults give (child's name) a "hard time" because he/she is taking
medication?

Yes No Don't know



A =34

45. Does (child's name) have personal doubts or bad feelings that stem from
thit use of medication?

Yes No Don't know

46. Is treating the hyperkinetic child With stimulant medication more of an
anxiety-provoking professic7s2 activity in comparison with_treating other
chronic childhood conditions (i.e. asthma, diabetes, e.:.-z.)?

very anxiety provoking
somewhat
very little
less anxiety provoking
not at all

46a; (IF VERY OR SOMEWHAT) To whom do you turn for support?

colleagues in same practice
other physicians
cagily members
others (specify)
no one

O

47. Do you ever provide psychological support for colleagues treating hyper-
kinetic children with stimulant medication?

Yes No

*These items parallel to role items on pages A-67 thru A-102.
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The first thing I'd like to do is to get some_ background information about
(child's name) treatment for hyperactivity. I am going to ask you tdta

questions. Your answers to these questions will give us a picture of (child's
name) treatment.

(MON I TORING)

1. How often do you see (child's name) for a check-up for his/her medication?

2. Who conducts the check -up?

(child s name) doctor
one of the other doctors in the combined practice
other (specify)

*3. Do you conduct periodic examinations ob (child's name) to monitor treatment?

Yes No Don't remember

3a. (IF YES) How are the periodic examinations scheduled?

Physician (I) set schedule
Physician (I) contacts parent when it is time for an exnmjnation
Child is seen when prescription is refilled
Parent brings child in when he/she thinks it necessary
Other (specify)

Do you get information directly from the teacher or other school personnel

In order to evaluate (child's name) treatment?

Yes No Don't remember

4a. (IF YES) Is this information requested by you or volunteered by the
teacher?

requested volunteered some volunteered; some requested

4b. (IF YES) What type of information do you get?

verbal description of child's school work
samples of school work
test results.
written responses to a specific question sent to the teacher
other (specify)
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5. What kinds of tests and procedures do you employ for (child's name) check-ups?

*6. Do you use information from the teacher in maintaining a dosage level for
(child's name) ?

Yes NO Don't remember

*7. Do you use information about (child's name) behavior at hothe to help you
evaluate he medication treatment?

Yes No Don't remember

* 8. Do you use information about (child's name) behavior in school to
help you evaluate the medication treatment?

Yes No Don't remember

* 9. Do you use information about (child's name) behavior in the home
help you maintain a dusage level?

Yes No Don't remember

*10. Do you use information about (child's name) behavior at home to help
you determine if the medication treatment has side effecta?

Yes No Don't remember

*11. Do you use information about (child's name) behavior in school to help
you determine if the medication treatment has side effects?

Yes No Don't remember

*12. Do you provide the teacher with information about (child's name) con-
dition and treatment to help the teacher in working
with (child's name) in the classroom?

Yes No Don't remember

*13. Have you obtained Information Erom other sources about change in
(child's name) behavior after medication began (such as school
os.tL(:ials, scout leaders, relatives, etc.)?

Yes No

*14. Have you consulted with new teachers at the beginning of the school
year to help them relate to and teach (child's name)?

Yes No Don't remember

*15. Have you discontinued the administration of medication on a trial
basis to see if (child's name) still needs it?

Yes No Don't remember



EVENTS, PROCESS AND ROLE BEHAVIOR: Physician

What I'd like to do now is get some background information about how (child's
name) ended his/her medication treatment for hyperactivity. I ail going to
ask you some questions. Your answers to these questions will give us a
picture of what happened when (child's name) ended treatment.

A -= 3 7

(TERMINATION)

I. Why was (child's name) medication stopped?

child no longer needed medication
molication doing no good
side effects were too great
child didn't like the idea of medication
parent didn't like the idea of medication
doctor didn't like the idea of medication
teacher didn't like the idea of medication
other (specify)

*2. Did you suggest that the medication be ended?

Yes No Don't remember

2a. (IF YES) To Whom? parent teacher child
other (specify)

3. When did (child's name) stop takiag the medication? month
year

Did you have an advanced indication of when (child's name) treatment would
end?

Yes No Don't remember

4a. (IF YES) How far in advance did you know?

5. Did you make any special plans for the procedures for terminating (child's
name) medication?

Yes No Don't remember

5.a. (IF YES) What were they?

6. Did you try a trial discontinuation of medication as a method of finding if
(child's name) medication should be stopped?

Yes No Don't remember.11.1..! IL 0m

. Did you collect information from the teacht.r in order to decide whether to
stop the medication?

Yes No Do'. irmember



7a. (IF YES) What sort of information did yot. gather?

verbal reports
test results
answers to specific questions asked
written reports
other (specify)
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*8. Did you discuss ending medication treatment for (child's name) with hiS/
her teacher?

Yes NO Don't remember

. Did you_conduct a phySicaI examination of (child's name) to determine if
the condition was sufficiently improved to discontinue medication?

Yes No Don't remember
.

9a; IF YES) What tests and procedures did y u use in conducting the ekamination?

*10. Did you discuss with (child's name) the possibility that medication might
no longer be needed?

Yes No Don't remember

Ila; (IF YES) Did you collect_ information from the teacher in order to decide
whether to resume the medication?

Yes No Don't know

12. Did (child's name) have any fears or doubts about stopping the medication?

Yes No Don't know

I2a;'(IF YES) Do you_knowifanyone provided support for (child's name ) when
he/she ended medication?

Yes No Don't know

12b. (IF YES) Who?

*13. Did you counsel (child's name ) parents about ways of dealing with child
after stopping medication?

Yes No Don't remember
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*14. Did you give directions to (child's name) parents about the disposal of
medication when the treatment was ended?

Yes No Don't remember

*15; Did you conduct apost7medication examination for monitoring long range
side effects of the medication treatment?

Yes NO Don't know

15a. IF YES) What procedures did you use for the examination?

*I.6; Did_you discontinue medication -at a time during the year that involved
a minimum of stress frit (child's name)?

Yes No Don't know

17. Was (child's name) placed on any other stimulant medication after he/she
stopped taking stimulant medication?

Yes No Don't rettatb-at

17a. (IF YES) What medication?

lib. (IE YES) When? month

17c. (IF YES) Why?

year

11



EVENTS, PROCESS AND ROLE BEHAVIOR: Teachers

What I would like to do now is get some background information about how
(child's name) came to be diagnosed as hyperactive and treated with medication.
I am going to ask you some questions. Your answers to these questions will
give us a picture of (child's name) diagnosis and treatment.

A -40

(PROBLEM RECOGNITION AND RESPONSE)

Who first brought up the idea that (child's name) had a learning or behavior
problem?

child's mother
child's father
relative
child's teacher
child's doctor
other (specify)
don't know
don't remember

Ia. (IF OTHER THAN SELF) How did you hear about the child's problem?

2. What problems was Lild's name) thought to be having at that tithe?

3. When was this? Month Year

4; Did you suspect any problem before this cline?

Yes No Don't remember

*5. Did you make the decision that (child's name) needed help?

Yes No Don't remember

*5a; (IF NO) Did you take part in the decision to seek help for child's name)?

Yes No Don't remember

f



Did you make the decision to contact the doctor for medical help?

Yea No Don't remember

7. Did you cdntact a doctor for help?

Yes No Don't remember
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Were you the first person to bring up the idea that (child's name) needed
medical help? 41

YeS NO Don't remember

Did you contact (child's name) parents for help?

Yes No Don't remember

*10. Did you go to any other source inside or outside the school system for help
for (child's name)?

Yes No Don't remember

10a. (IF YES) Specify

(DIAGNOSIS)

11. Were you

Yds

lla. (IF YES)

informed of (Child's name)

No

From whom?

doctor
doctor's aurae
teacher
other (specify)

diagnosis?

Don't remember

school social worker
school nurse
school psychologist

11b. (IF YES) What was the diagnosis? (IF RESPONDENT DOES NOT UNDERSTAND THE
QUESTION, ASK: WHAT WAS THE MEDICAL TERM[S] THAT WAS USED TO DESCRIBE THE
CHILD'S CONDITION?)

lIc. (IF YES) When did you get word of diagnosis? Month Year
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Did 7ou corrluct or have conducted any tests or other diagnostic or evaluative
procedures i. order to develop an understanding of the nature of (child'S
name) condition?
Yes No Don't remember

12a. (IF YES) What tests or procedures did you - or others in the school system -
conduct?

*13. Did you talk with the doctor about the child's behavior and learn1:-,1 in
school?
YeS No Don't remember

134. (IF YES) Who requested this discussion?

*14; Did you record the medical diagnosis in (child's
Yes No Don't remember

name) cumulative record?

*15. Did you communicate (child's name) medical diagnosis to others the school
system?
YeS No Don't remember

15a. (IF YES) With whom did you

1

principal
school nurse
school social worker
school psychologist

communicate about (child's name) diagnosis?

physical education teaciLer
reading teacher
teacher aides
others (please specify)

Do you feel that you were of help '.;.n arriving at (child's name) diagnosis?
Yes No Don't remeMber.

*17; Did you suggest that (child's name) might be hyperactive before the doctor
made the diagnosis?
Yes No Don't remember

18. Did anyone else in the school system suggest that (child's name) 1.'f,icat be
hyperactive before the doctor gads the diagnosis?
Yes No 1),-;m't remember

18a. (IF YES) Who?
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. Did you provide information (i.e. test results, observation, anecdotes
about 'd's behavior, samples of work) as part of the diagnostic prc:ess?
Yea No Don't remember

*20. Did you talk with the doctor about the details and meanJng of (child's name)
diagnosis?
Yes No Don't remember

20a. (IF YES) Do you feel your tall: with the doctor enabled you to understand
(child's name) condition?
Yes No remember

20b. (IF YES) Whzi-i anything, did you find out that was helpful and important
for you to know?

20c. (IF YES)_ What questions or concerns, if any, did you have that were not
answered by the_doctor_when you talked with the doctor about the meaning of
(child's name) diagnosis?

*2l. Did you talk with the parents about the details ana meaning of (child's name)
diagnosis?
YeS NO Don't remember

Zia. (IF -YES) .Jo you fe-I this helped you to Lindens:and the child's condition or
his/her school situatio%
Yes No Don't remember

21b. (IF YES) What did you find out that was helpful and important for you to
know?

21c. (IF YES) WI-at questions or concerns, if any, did you have that were not
answered by the parents?

*22. Did you discuss the details vnu meaning of (child's name) condition with
(child's name)?
YeS NO Don't remember

*23. Did you discuss thr., nature of (Child's_name)-condition with the class?
Yes No Da_.'t remember



(NED ICATION TREATMENT)

2. When_ was the decision to place the child on medication made?
Month Year

A-44

*Z5. Did you recommend the use of medication?
Yes No Don't remember

25a., (IF YES) Was it a specific medication? Yes NO

25b. (IF YES) What was it?

26. Whose decision was it to use medication treatment for (child's name)?
(CHECK MORE THAN ONE RESPONSE IF THE DECISION IS SEEN AS A JOINT DECISION.)

teacher
doctor
parent
other (please specify)
Other school personnel (specify)

*27. Did you tell the others in the school system name) was being
treated with medication?
Yes No Don't remember

27a. (IF YES) 'eiho?

school psychologi3t
principal
physical eduzation teacher
music or reading teacher
school social worker
reading teacher
other (please specify)

28. Did you record in Child's name) cumulative record that he/she was being
treated With medication?
YeS NO Jon't remelL

29. Were any other mees5 of dealing with (child's name) tried before medicrtion
was begun?
Yes Jo Don t reme:: er

29a. (IF YES) What were they ?.

behev.o.tmodifidation
special diet_
ctianges in classroom situation
psychiatric treacv:ut
counselling
other (please specify)

1&2
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30; Has there been any change in the medication treatment of (child's name)
since trear!nent began?
Yes No Don't remember

30d. (iF YES) What change was there?

dosage
type of medication
time at which medication was given
other (please specify)

*31. Do_ you give (child's name ) pill to him/her each tt.-Tie he/r'- takes it at
school?
Yes No

31a. (IF NO) Do you know who sees to it that (child's name) takes his/her
medication at school?
Yes (specify) No

32. Where 1.6 the medicine stured at sch, 1"

*33. Did you talk to (child's name) out wiat h.s /hey medication is supposed
to do for him/her?
Yes No Don't remebber

*34; Did you adjust the dosage or the times when Echild's name) ':akes hia/her
medication because of his/her performance in school?
Yes No Don't remember
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(ADJUNCTIVE THERAPY)

35 In addition to medication, have any other chanes in (child's name) home
life_ or school life been Made or other treatments used to help (child's
name)?
Yes No Don't know

33a. (IF YES) What approaches 'cave been or are now being used? (NOTE: YOU MED
NOT RE.-ID Tam LIST OF A2PRoAcaEs. ca7cx 7E0SE MENTIONED BY RESPONDENT AND
FOR THOSE le7NTIONEDICOLLECT TEE AIMITIONAL LNFOMIATION.)

c=isi=o_14.rig

Megavimmu:La
treamm kt

Special diet

Changes in your
way of

Fsychia:=4-=
treatment

Special

educatioo.

Changes in home
life.

Changes in clgss-
room procechsrus

Counspilittg for
parents

Beiaav-ior =di-
ficatiou

per (specilj.)

Was it your idea When did it
to try this Begin - End

(Check if approach for Dates
Mentioned) (child's name) ? From TO

.01, -,.w.



A-47

(ATTITUDINAL CONTECT)

36. Has (child's name; been treated unfairly by anyone because of his/her
diagnosis or treatment?

No Don't Know

36a. (IF YES) Who?

parents school personnel
teachers other children
doctors relatives

other (sp(-ify)

37. Do you think (child's name) might have a better chance for success in
school if his/her teachers and other.school personnel did not know about
his/her diagnoss and treatment?
Y,F:s No Don't Know
School Personnel not informed.

33. Has the tact that (child's name) has bPcn diagnosed as a "hyperactive
Child" seemed to make some people around him/her blind to (child's name)
ocher qualities?
Yes No DonH: Kuow

38a. CIF YES) Who tends to be this way?

3a; Do you think (child's name) might be happier at school if others did not
know of his/her diagnosis and treatment?
YES NO Don't -Kno;.,

Othett not ihidted

40. Do you think (child's name) benefits at school becauJe school personnel
know of his/ber diagnosis and treatment?
Yes No Don't Know
Others mot informed

(PS7CHOLOGICAL AND SOCIAL SUPP)RT)

41. Have you ,..ttempted to provide chiIca's name) parents with support and
reassur:,rc.1 about uheir child?
Yes No Dcn't Remember
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42, Has (child's atme) been teased or made fun of at school because ne /she
is taking medication?
Yes No Don't remember

*42.a. (IF YES)What was your response to this?

L,3; Do any adults give (child's nen. ) a "hard time" because he/she is taking
medication?
Yes No Don't Know

433. (iF YES) :hat; it ,anything; iid you do about this?

4 4= Does (child's_aame) have persoual doubts or bad feelings. that stem from
tn,,_ use

YeS Don't. Know

*44a; (Iv YES; e you helped (cUli's name) to deal with these doubts and
feea.=n c stemmed from the use of medication?
Yes No Don't Know

*Theic items parallel .o role items on pages A-67 t!ru A-102.
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EVE'l .-;;;;) ReT2 BEHAVIOR: Teachers

Tne :irat thing I'd like to do is get some background information about (child's

nuae) treatment for hyperactivity. I am gong to ask you some questions. Your

answers to these questions will give us a p ,ture of (child's name) treatment.

(MONITORING)

*1. Do 'ou provide the physician with information to help him ev:yJate the

treatment for (child's name)?

Yes No Don't remember _

. DO you provide the physician with information to help him deterMita if

the medication has side effects far (child's name)?

Yes No Don't remember

. Do you provide the physician with information which helps him maintain a

dosage level for (child's name) ?

Yes No Don't remember

*4. Have you obtained information from other sources about change in (child's

name) behavior after medication began (such as school officials; scout

leaders, relative-a, etc.)?
Yes No Don't remem1.. r

5. How often do you have a meeting with (chi_u name) parents to discuss how

thinga are g0J_ag with (child's name) ?

never
once a year
couple times a year
once a month
more than once a month
other (specify)
when I think it is necessary _
when the parent requests it

6. In the past year how many meetings have you had with (Child's tiAt&; parent(s)

tc. discuss how things are going?

7; On the evetage_htv often do you meet with the parents of the childret It

-your class during the year?

*8 Have you stopped the adminiatration of medication on a trial basis to s-,1

if (child's name) still needs it?

Yes No Don't remember

Have you suggested mad-'cation be stopped on a trial
basis to 6ER if (Jr'o'lils

name) still needs it?
Yea No Don t ren,mbc--



9a. (IF YES) To whom did you suggest this?

parents
physician
school specialist
child
other (specify)
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10. Do you provide periodic reports to the doctor about changes in (child's
name) behavior in class?
Yes No Don't remember

10a. (U' YES) Is this requested or volunteered?

requested
volunteered

Some -equested, some volunteered

10b. (I YES) Wnat type of information have you provided the doctor?

verbal descriptions of child's work
samples of school work
test results
written responses to specific questions sent `:y physician
other (specify)

11. Have you requested that medication for (child's name) be discontinued?
NO Don't remember
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(PSYCOLOOIO vD SOCLL SUPPORT)

*'3. Have you attempted to provide (child's -J..te) parents with ,_oport and
reassurance abci. heir child?
Yea Don't remember. -

. Has (chill's been teased or made fun of because the taking
medication?
Yes No Don't know

*20; Have you found (child's name) is being teased at home?
Yes No Don't know

*20a. IF YES) Did you do anything about it?
Yes No Don't remember

Mb; (IF YES) What have you done?

*'71. Have you found_that (child's name) is being teased at school?
Yes No Don't know

*21a. (IF YES) Did you .o anything about it?
Yes No Don't remember

21b; (IF YES) WI7lat have you done?

.

Do any adUlts give (child's name) a hard time bacause he/she is tz_zing
medication?
Yes No Don't know

22 ; (IF YES) What; if anything; did you do about this?

Does (child's name) seem to have personal doubts or bad :7-,,elltips that seem to
stem from the use of medication?
Yes No- Don't know

13a. (IF YES) Have you helped (child's name) to deal with these doubts and
feelings that stemmed from the use of medication?
Yes No Don't know
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EVENTS, PROCESS AND ROLE BEHAVIOR: Teachers

thingThe zirst thin I'd :Y.ke IS to get some background inform-.tion about how
(child's name) ended nckdication treatment for hyperactivity. I am going
to ask you some questions. Your answers tothesequestions will give us a
picture of what happened when (child's name) ended treatment.

(TERHINAITON)

1. Why was (child's name) medication stopped?

child no longer needed medication
medication doing no good
side_effects were too great
Child didn't like the idea of medication
parent didn't like the idea of medication
doctor didn't like the idea of medication
teacher didn't like the idea of medication
don't know
other (specify)

Did you suggest that thg! medication be ended?
Yes _ No Don't Know

2a. (IF YES) To whom?
parent other school personnel
doctor otT 2r (specify)

Child

3. . When did (child's name) stop taking the medication?
Month Year Don't know

*4. Did -you discuss with (::hild's name) the possibility that medication might
1.o..-6er be needed?

Yes No Don't remember

Was mouication for (child's name) started agafx at any time at`?: being

Yea No Don't rememer

*5 (IF YES) Did you recommend to (r.hild's parents that m,Id:',cation
resumed?
Yes No Don't remeriba

(7:F VES) Did you recommend (child's name :) co,:tor that medication be resumed:
Yeti NL Don't. remember

*3c (77 Ir.S) Did (child's name) request that medication be resumed?
Yer No Don-t remember
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6. Did (child's name) have any-fears or doubts about stopping the medication?
Yes No Don't know

*66.. (IF YES) Do you_know if anyone provided reassurance for (child's name)
when he/she ended medication? _

Yes No Don't know

6b. (IF YES) Who ?

7. Did you make any changes in (child's name) educational program or in your
classrooms interaction with him /her alter (child's name) ended medication?'
Yea No Don't remember

adVise (child's name) parents abOut ways of dealing with child after
stop-;,ing medication?
Yes No Don't remember

(ATTI)INAL CONTEXT)

9. ( child's name) been treated unfairly by anyone because of his /her
d:tagmosis or treatment?
Yes No Don't know

9a; (IS YES) Who?
parent=, school personnel
teachers other Children
pF.ysiciar. relatives
other (specify)

10. Do you think (Child's name) might have had a better chance_for success -in
school if teachers and other school personnel did not know about his/
her diagnosis and treatment?

No Don't know
School Personnel did not know

11. Did the fact that (child's name) was diagnosed as hyperactive make same
people around him/her blind to (child's name) other qualities?
Yes No Don't know

lla. (IF YES) Who tended to be this way?

12. Do you think (child's name) might have been happier at school if others had
not known of his/Her diagnosis and treatment?
Yels No Don't know
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13. Do you think (Child's name) benetited ac school because school
personnel knew of his/her diagnosis and treatment?
Yea NO Don't know

(PSYCHOLOGICAL AND SOCIAL SUPPORT)

*14; Did you attempt to provide (child's namt.) parents with support
and reassurance about their child?
Yes No Don't remember

15. Was (Child's name) teased or made fun of because he/she was
taking medication?
Yes No Don't know

*16. Did you find that (child's name) was being teased at home?
Yes No Don't remember

*16a. (IF YES) Did you do anything about it?
Ya No Won't know

16b. (IF YES) What did you do?

*17; Did-You find that (child's name) was being teased at school?
Yes Na Don't know

*17d. (IF YES) Did yqu mything about it?
Yes NO Don't know

1 (IF YES) What did you do?

18. Did any adUlts_give (child's name) a 'hard time" because he/she
was takng medication?

No Don't know

.T417t 4.17 anything did you do about thia?

20. Did (child's name) have -personal doubts or bad feelings that
seemed to stem from the use of medication?
Yes No +don't know

20a. (IF YES) Rave_ you helped (ChiLi's name) to deal with these doubts
and feelings that stemmed from the use of medication?
Yes No Don't know

*These items parallel to role items on pages A-78 thru A-102.
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How do you feel about the fact that (child's name) received medication treatment?

(READ QUESTION, THEN HAND RESPONDENT ANSWER SHEET AND RECORD ANSWER ON TEIS
PACE.)

I strongly believe that the treatment of (child's name) with medication
was a good thing.

I have same misgivings about the use of medication but think it was
a good thing for (child's name).

While I see something in its favor, I don't think it was a good thing
for (child's name) .

I strongly believe that the treatment of (child's name) with medication
was a bad thing.

I have no opinion about (child's name ) treatment with medication.
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EVENTS AND PROCESS: Child (Treated)

AIM: This section is to find out if the child has participated actively
the process of being treated with stimulant medication. By active
participation is meant whether the child influenced the process by
which he was diagnosed or prescribed, or altered dhe course of the
treatment.

Haw did you start taking medicine? Whose idea was:it?
Mother, father; or parents
Teacher or other school personnel
Physician
Self
Other members of the camily
Dont know
Other

Critical incident (DESCRIBE)

2 INITIAL QUESTION: Did you ask your teacher or your parents or your r.ioctor
any questions about being given your pills or medicine?

Yes
_ No

PROBE: (Use this only if child CANNOT respond to question.) Beiore you began
taking your pills or medication did you talk to anyone about taking them?

Yes
No

2a. (IF YES) Whd did you talk td?
dOctor
teacher
parent
other

2b. (IF YES) What did you talk about?
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3. Did you ever talk to your teacher or parents or dOctor about Changing
anything about your medicine or pills -- what you are taking; when you
take it or how many you take?

Yes
No

3A. (IF YES): Who did you talk to?
doctor
teacher
parents
other

3b. What did you say? (NOTE: BE SURE TO CLARIFY WHAT WAS SAID TO WHOM.)

4; Did you ever talk to your teacher or parents or doctor about stopping the
medicine or pills'

-Yea
NO

4a; (IF YES): Who did you talk to?
doctor
teacher
parents
other

4b. What did you say?



ASSESSMENT
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I would now like to ask you a couple of questions about (child s nama)condition
and your view of his/her treatment. We would like to get your own feelings
about this which might be dizferent from how the teacher or doctor feels.

1. How serious was (child's name) problem before medication treatment
began? Please take this (HAND THEM THEIR SEPARATE COPY OF THE
CONTINUUM FOR "RATING OF PROBLEM") and put a check anywhere on the
line where it will best show how you rate (child's name) problem.

Normal Borderline Mild Moderate Consider Severe Almost
No Problem Problem Problem Problem able Problem Intolerable

Problem to Live With

2. How much has (child's name) condition changed since medication treatment
began? Please take this (HAND THEM THEIR SEPARATE COPY OF THE CONTINUUM
FOR "CHANGE _IN CONDITION") and put a check anywhere on the line where it
best shows how you rate (child's name) change in condition from the
beginning of treatment to the present time.

Very Much Much Slightly Condition Slightly Much Very Much
Improved Improved Improved the Same: Worse Worse Worse

Not Better
Not Worse



Sometimes people have unpleasant reactions to medicine, sometimes called
side effects. For example, antihistimines may make some people sleepy; Do
you understand what I mean by side effects? (IF NO, EXEMPLIFY AGAIN, E.G.
ASPIRIN; WHILE TAKING CARE OF YOUR HEADACHE, MAY HAVE THE SIDE EFFECT OF
UPSETTING YOUR STOMACH.)

3. Has (child's name) had any side effects from his/her medication?

Yes No

3a. (IF YES) What were they?

3b. (IF YES) Please take this ( IEVIND THEM THEIR SEPARATE CONTINUUM FOR "SIDE
EFFECTS") and put a check anywhere on the line where it best shows how
troublesome side effects in general were when they occurred.

Barely Quite Pronounced Severe Severe_
Noticeable Mild Requiring

Discontinu
ation of

Medication



Physician
A-6I

I would now like to ask you a couple of questions about (child's na;) conditio

and your view of his/her treatment. We would like to get your awn- feelings
about this which might be different from how the teacher or doctor feels.

-Estimate of Problem Before Treatment

1. Can you estimate for me how serious (child's name) problem was before

treatment began? Yes No (ACCEPT A NOD Oct GESTURE AS YES)

IF YES: Please take this (HAND THEM THE CONTINUUM FOR "ESTIMATE OF

PROBLEM") and put a check which shows how you rate (child's

name) problem.

1

Normal Borderline Mild Moderate Consider= Severe

No Problem Problem Problem Problem able Problem
- Problem

Among the
Most Serio
Problems I
Have Seen
My Patient

2. How much has (child's name) condition changed since medication treatment

began? Please take this (EAND TEEM THEIR SEPARATE COPY OF THE CONTINUUM

FOR "CHANGE IN CONDITION") and put a check anywhere on the line where it
best shows how you rate (child's name) change in condition from Ehe

beginning of treatment to the present time.

Very Much Much Slightly Condition Slightly Much Very Much

Improved Improved Improved the Same: Worse Worse Worse

Not Better-
Not Worse
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3. Has (child's name) had any side effects from his/her medication?

Yes No

3a. (IF YES) What were they?

3b. (IF YES) Please take this (HAND THEM THEIR SEPARATE CONTINUUM FOR "SIDE
EFFECTS") and put a check anywhere on the line where it best shows how
troublesome side effects in general were when they occurred.

Barely ,Quite Pronounced Severe Severe
Noticeable Mild Requiring

Discontinu
ation of

Medication



ASSESSMENT: Teachers
A- 6 3

I would now like to ask you a couple of questions about (child's name) conditioa

and your view of his/her treatment. We would like to get your own feelings
about this which might be different from how the parent or doctor feels.

1. How serious was (child's name) problem before medication treatment
began? Please take this (HAND THEM THEIR SEPARATE COPY OF THE
CONTINUUM FOR "RATING OF PROBLEM") and put d check anywhere on the

line where it will best show how you rate (e.hi-Td's name) problem.

Normal Borderline Mild Moderate Consider- Severe

No Problem Problem Problem Problem able Problem
Problem

_
Among the
Most striou
Problems I
Have Seen i
My Students

2. How much has (child's name) condition changed since medication treatment

began? Please take this (RAND THEM THEIR SEPARATE COPY OF THE CONTINUUM
FOR "CHANGE MI CONDITION") and put a check anywhere on the line where it
best shows how you rate (child's name) change in condition from the

beginning of treatment to the present time.

$

Very 31.tch. Much Slightly Condition Slightly Much Very Much

Improved Improved Improved the Same: Worse Worse Worse
Not Better-
Not Worse
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Sometimes people have unpleasant reactions to medicine, sometimes called
side effects. For example, antihistiMines may make some people sleepy. _Do
you understand what I mean by side effects? (IF NO, EXEMPLIFY AGAIN, E.G.
ASPIRIN, WHILE TAKING CARE OF YOUR HEADACHE, MAY HAVE THE SIDE EFFECT OF
UPSETTING YOUR STOMACH.)

3. Has (child's name) had any side effects from his/her medication?

Yes No

3a. (IF YES) What were they?

3b. (IF YES) Please take this MAUD rat..1 THEIR SEPARATE CONTINUUM FOR "SIDE
EFFECTS") and put a check anywhere on the line where it best shows how
troublesome side effects in general were when they occurred.

Barely suite Pronounced Severe Severe
Noticeable Mild Requiring

Discontinu
ation of

Medication

I
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ASSESSMaNT: Child (Treated)

1. Sometimes medicines help and sometimes they do not. Has your medicine
helped you?

Don't know
Yes, very much
Yes, some
No

When a person is taking medicine or pills is work harder or easier in
school?

Harder
Easier
About the same
Don't know

3. When a person is taking medicine or pills is it easier or harder to be
with friends?

Easier
About the same
Harder
Don't know

4. What happens when you forget to take your medicine?
I never forget
Can't tell
Get angry; mad; mean
Feel nervous
Activiry problems - restless
Problems at home
Problems with friends
Problems with school work
Get sick
Other:
Don't know

4 (IF YES): Can other people tell when you forgot to take the medicine?
No
Yes - sibs
Yes - parents
Yes - teacher
Yes - peers
Yes_- other
Don't know

Who?

5. Do you think you would be better off if you could stop taking the medicine
now? (AS FOR INITIATION AND MONITORING)

Yes
No
Don't know



6. Is there anything about taking the medicine that you don't like?
No
Yes

6a. (IF YES) What is it?



ROLE

205



ROLE: Parent, Physician, Teacher A-68
We now come to a more general part of the interview. Before we were talking
about (child's name), but now we will be talking in about children
who are being treated for hyperactivity. The next questions will deal with
your view of what parents, teachers, and doctors should or should not do for
hyperactive children and whose job it should be to do it. I would like to
find out what you think should happen, rather than what actually happened.

1. Do you believe that parents, doctors, teachers, and others should be
responsible for finding out if a child might have behavior or learning
problems?

Usually should Usually should not

A. (IF SHOULD) Whose job do you think it should be to find out if a child
has a behavior or learning problem? (CHECK AS MANY AS THEY MENTION.)

1) M.D.
2) Parent
3) Teacher
4) Other (specify)

B. (IF YOU CHECKED MORE THAN ONE IN "A" ABOVE:) Are they (PEOPLE CHECKED
ABOVE) equally responsible or does one have the main responsibility?

Each person mentioned has equal responsibility.

The person with the major responsibility is

C. (IF ANY OF THE FOLLOWING THREE PERSONS HAS BEEN MENTIONED; JUST CHECK
THAT IT WAS "ALREADY MENTIONED.")

1) Should the teacher also do this? *

Teacher already mentioned above
Should ShoUld not OK but not required

2) Should the doctor also do this?

Doctor already mentioned above
Should ShoUld not OK but not required

3) Should' the parent also:do this?

Parent already mentioned above
Should Should not OK but not required

* (NOTE: IF, IN THIS SET OF QUESTIONS, RESPONDENT IS UNCLEAR ABOUT WHAT "THIS"
MEANS, USE THE LANGUAGE IN PART A SM. FOR EXAMPLE, 1) WOULD READ, "SHOULD
THE TEACHER FIND OUT IF A CHILD HAS A BEHAVIOR OR LEARNING PROBLEM?"
DO THIS WHEN NECESSARY FOR ALL 35 ROLE ITEMS.)
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2. Do you believe that medical help should be sought for a child who seems
to be hyperactive?

Usually should Usually should not

A. (IF SHOULD) Who should seek the medical help?

1) M.D.
2) Parent
3) Teacher
4) Other (specify)

B. (IF YOU CHECKED MORE THAN ONE IN "AP ABOVE:) Are they (PEOPLE CHECKED
ABOVE) equally responsible or does one have the main responsibility?

Each person mentioned has equal responsibility.

The person with the major responsibility is

C. (IF ANY OF THE FOLLOWING THREE PERSONS HAS BEEN MENTIONED; JUST CHECK
THAT IT WAS "ALREADY MENTIONED

1) Should the teacher also do this?

_ Teacher already mentioned above
Should Should not OK but not required

Should the doctor also do this?

Doctor already mentioned above
Should Should not OK but not required

Should the parent also do this?

Parent already mentioned above
ShOUld Should not OK but not required
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3. In addition to the child's own doctor, should another doctor--a
specialist--be consulted?

Usually shotild, Usually should not

A. (IF SHOULD) Who should request the consultation?

1) M.D.
2) Parent
3) Teacher
4) Other (specify)

(IF YOU CHECKED MORE THAN ONE IN "A" ABOVE:) Are they (PEOPLE CHECKED
ABOVE) equally responsible or does one have the main responsibility?

Each person mentioned has equal responsibility.

The person with major responsibility is

(IF ANY OF TEE FOLLOWING THREE PERSONS HAS BEEN MENTIONED, JUST CHECK
THAT IS WAS "ALREADY MENTIONED.")

1) Should the teacher also do this?

Teacher already mentioned above
Should Should not

Should the doctor also do thi

Doctor already mentioned above
Should Should not

Should the parent also do this?

Parent already mentioned above
Should Should not

OK but not required

OK but not required

OK but nct required



4. Should information about the child's school performance be a part
of diagnosing hyperactivity?

Usually should Usually should not

A-71

A. (IF SHOULD) Who should see to it that this information is at hand when
the diagnosis is made?

1) M.D.
2) Teacher
3) Parent_
4) Other (specify)

B. (IF YOU CHECKED MORE THAN ONE IN "A" ABOVE:) Are they (PEOPLE CHECKED
ABOVE) equally responsible or does one have the main responsibility?

EACh person mentioned has equal responsibility;

The person with major responsibility is

(IF 2WY OF THE FOLLOWING THREE PERSONS HAS BEEN MENTIONED JUST CHECK

THAT IS WAS "ALREADY MENTIONED;")

1) Should the -teacher also do this?

Should
Teacher already mentioned above

Should not OK but not required

Should the doctor also do this?

Doctor already mentioned above
Should Should not

3) Should the parent also do this?
Parent already mentioned above

Should Should not

OK but not required

OK but not required
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5. Should the parents understand the details and meaning of the medical

diagnosis of their child?

Usually should Usually should not

A. (IF SHOULD) Who should be responsible for the parents .understanding of
the diagnosis?

1) M.D.
2) Parent
3) Teacher
4) Other (specify)

B. (IF YOU CHECKED MORE THAN ONE IN "A" ABOVE:). Are they (PEOPLE CHECKED
ABOVE) equally responsible or does one have the main responsibility?

Each person has equal responsibility.

The person with the major responsibility is

C. (IF ANY OF THE FOLLOWING THREE PERSONS HAS BEEN MENTIONED; JUST CHECK

THAT IT WAS "ALREADY MENTIONED.")

1) Should the teacher also do this?

Teacher already mentioned above
Should Should not

2) Should the doctor also do this?

3

Doctor already_mentioned above
Should ShOdld not

Should the parent also do this?

Should

OK but not required

OK but not required

Parent already mentioned above
Should not at but not required
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6. Should the teacher understand the details and meaning of the medical
diagnosis of her student?

Usually should Usually should not

A. (IF SHOULD) Who should be responsible for the teadher's understanding
of the diagnosis?

1) M.D.
2) Parent
3) Teacher
4) Other (specify)

B. (IF YOU CHECKED MORE THAN ONE IN "A" ABOVE:) Are they (PEOPLE CHECKED
ABOVE) equally responsible or does one have the main responsibility?

Each person has equal responsibility.

The person with the major responsibility is

C. (IF ANY OF THE FOLLOWING THREE PERSONS HAS BEEN MENTIONED; JUST CHECK
THAT IT WAS "ALREADY MENTIONED.")

1) Should the teacher also do this?

Teacher already mentioned above
Should Should not

Should the doctor also do this?

Doctor already mentioned above
Should Should not

Should the parent also do this?

Should

OK but not required

OK but not required

Parent already mentioned above
Should not OK but not required
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7. Should the child understand the details and meaning of the medical
diagnosis of his/her condition?

Usually should Usually should not

A. (IF SHOUILD) Who should be responsible for the child's understanding of
his/her diagnosis?

1)

2) Parent
3) Teacher
4) Other (specify)

(IF YOU CHECKED MORE THAN ONE IN "A" ABOVE:) Are they (PEOPLE CHECKED
ABOVE) equally responsible or does one have the main responsibility?

Each person has equal responsibility.

The person with the major responsibility is

C. (IF ANY OF TEE FOLLOWING THREE PERSONS HAS BEEN MENTIONED; JUST CHECK
THAT IT WAS "ALREADY MENTIONED.")

1) Should the teacher also do this?

Should
Teacher already mentioned above

Should not OK but not required _

2) Should the doctor also do this?

Doctor already mentioned above
Should Should not

Should the parent also do this?

Should

OK but not required

Parent already mentioned above
Should not OK but not required



Should tests or other diagnostic procedures be conducted in order to
evaluate the child's condition?

Usually should Usually should not

A; (IF SHOULD) Whose job should it be to conduct the tests and other
diagnostic procedures?

1) M;D;
2) Parent
3) Teacher
4) Other (specify)

B. (IF YOU CHECKED MORE THAN ONE IN "A" ABOVE:) Are they (PEOPLE CHECKED
ABOVE) equally responsible or does one have the main responsibility?

Each person has equal responsibility

The person with the major responsibility is

(IF ANY OF THE FOLLOWING THREE PERSONS HAS BEEN MENTIONED; JUST CHECK
THAT IT WAS ALREADY MENTIONED;

1) Should the teacher also do this?

Teacher already mentioned above
Should Should not OK but not required

2) Should the doctor also do this?

Doctor already mentioned above
Should Should not OK but not required

Should the parent also do this?

Parent already mentioned above
Should Should not OK but not required
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9; Should the diagnosis of hyperactivity for a child be told to school
personnel who will come in contact with the Child'

Usually should Usually should not

A; (IF SHOULD) Whose job should it be to tell school personnel?

1) M.D.
2). Parent
3) Teacher
4) Other (specify)

B. (IF YOU CHECKED MORE THAN ONE IN "A" ABOVE!) Ate they (PEOPLE CHECKED
ABOVE) equally responsible or does 'tine have the main responsibility?

Each person has equal responsibility.

The person with the major responsibility is

C. /1 ANY OF THE FOLLOWING THREE PERSONS HAS BEEN MENTIONED; JUST CHECK
THAT IT WAS "ALREADY MENTIONED.")

1) Should the teacher also do this?

Teacher already mentioned above
Should Should not

Should the doctor also do this?

Doctor already mentioned above
Should Should not

Should the parent also do this?

Should

OK but not required

OK but not required

Parent already mentioned above
Should not OK but not required



10; Should the diagnosis of hyperactivity and the use of medication be
put into official school records?

Utnally should Usually should not

A. (IF SHOULD) Who should see to it that the diagnosis of hyper-
activity and use of medication for a child is put in school
records?

A- 7 7

1) M.D.
2) Parent
3) Teacher
4) Other (specify)

B. (IF YOU CEECKED MORE THAN ONE IN "A" ABOVE:) Are they (PEOPLE CHECKED
ABOVE) equally responsible or does one have the main responsibility?

Each person has equal responsibility.

The person with the major responsibility is

C. (IF ANY OF TEE FOLLOWING THREE PERSONS HAS BEEN MENTIONED, JUST CHECK
THAT IT WAS "ALREADY MENTIONED.")

1) Should the teacher also do this?

Teacher already mentioned above
Should Should not OK but not required

2) Should the doctor also do this?

Doctor already mentioned above
Should Should not OR but not required

3) Should the parent also do this?

Parent already mentioned above
Should Should not OK but not required
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11. Should the diagnosis of a child as hyperactive be told to other school

children in the class?

Usually should Usually should not_

A. (IF SHOULD) WhO thOUld tell the other school children?

1) M.D.
2) Parent
3) Teacher
4) Other (specify)

B. (IF YOU CHECKED MORE THAN ONE IN "A" ABOVE :) Are they (PEOPLE CHECKED
ABOVE) equally responsible or does one have the main responsibility?

Each person has equal responsibility.

The person with the major responsibility is

C. (IF ANY OF TEE FOLLOWING THREE PERSONS HAS BEEN MENTIUNtD, JUST CHECK
THAT IT WAS"ALREADY MENTIONED.")

1) Should the -teacher also do this?

Should
Teacher already mentioned above

Should not OK but not required

Should the _ductur also do this?

Doctor already mentioned above
Should Should not

Should the parent also do this?

Should

OK but not required

Parent already mentioned above
Should not OK but not required./IIIMR

(READ TO SUBJECT) I would just like you to know that we are about half
way through.



12. Should information about a child's behavior at home be a part of
diagnosing hyperactivity?

Usually should Usually should not

A. (IF SHOULD) Who should see to it that information is at hand
when the diagnosis is made?

E.

A =79

1) M.D.
2) Parent
3) Teacher
4) Other (specify)

(IF YOU.CHECKED MORE THAN ONE IN "A" ABOVE:) Are they (PEOPLE CHECKED
ABOVE) equally responsible or does one have the main responsibility?

Each person has equal responsibility.

The person with the major responsibility is

C. (IF ANY OF THE FOLLOWING THREE PERSONS HAS HSEN MENTIONEDi JUST CHECK
THAT IT WAS "ALREADY MENTIONED.")

1) Should the teacher also do this?

Should
Teacher already mentioned above

Should not OK but not required

Should the doctor also do this?

Doctor already_mentioned above
Should ShOUld tiot

3) Should the parent also do this?

Should

OK but not requited

Parent already mentioned above
Should not OK but not required



13. Should Someone other than the doctor suggest to the doctor a poSsible
diagnosis of hyperactivity for a child?

Usually should

A. (IF SHOULD)

1) Parent
2) Teacher
3) Other

Usually should not

should suggest this?

A 8 0

B. (IF YOU CHECKED MORE THAN ONE IN "A" ABOVE0 Are they (PEOPLE CHECKED
ABOVE) equally responsible or does one have the main responsibility?

Each person has equal responsibility.

The person with the major responsibility is-

C; (IF ANY OF THE FOLLOWING TWO PERSONS HAS BEEN MENTIONED; JUST CHECK
THAT IT WAS "ALREADY MENTIONED.")

1) ShoUld the teacher also do this?

Teadher already mentioned above
Should_ Should not OK but not required

Should the parent also do this?

Parent already mentioned above
Should Should not OK but not required
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14. Should the use of medication 1,e recommended for a child who is diagnosed

as hyperactive?

Usually should_ Usually should not

A. (IP SHOULD) Whd should make this recommendation?

1) M.D.
2) Parent
3) Teacher
4) Other (specify)

B. (IF YOU CHECKED MORE THAN ONE IN "A" ABOVE:) Are they (PEOPLE CHECKED
ABOVE) equally responsible or does one have the main responsibility?

Each person has equal responsibility.

The person with the major responsibility is

ANY OF THE FOLLOWING THREE PERSONS HAS MEN MENTIONED JUST CHECK
THAT IT WAS "ALREADY MENTIONED.")

1) Should the teacher also do this?

Should
Teacher-:already mentioned above

Should not OK but not required

Should the doctor also do this?

Shocild
DoCtor already mentioned above

Should not OK but not required

Should the parent also.do this?

Parent already mentioned above
Should Should not OK but not required
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15. When the hyperactive child is being treated with medication, should the

use of medication be explained to other members of the houSehold old

enough to understand?

Usually should _ Usually should not

A. (IF SHOULD) Who should make this explanation?

1) M.D.
2) Parent
3) Teacher
4) Other (specify)

B. (IF YOU CHECKED MORE THAN ONE IN "A" ABOVE:) Are they (PEOPLE CHECKED
ABOVE) equally responsible or does one have the main responsibility?

Each person has equal responsibility.

The person with the major responsibility is

C. (IF ANY OF THE FOLLOWING THREE PERSONS HAS BEEN MENTIONED, JUST CHECK
THAT IT WAS "ALREADY MENTIONED.")

1) Should the tearber also do this?

Teacher already mentioned above
Should Should not OK but not required

2) Should the doctor also do this?

Doctor already mentioned above
Should Should not OK but not required

3) Should the parent also do this?

Parent already, mentioned above
Should Should not OK but not required

2'n
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16. Should the teacher of a hyperactive child being treated with medication
have an explanation of that medication?

Usually should Usually should not

A. (IF SHOULD) Who should be responsible for the teacher s
understanding of the medication?

1) M.D.
2) Parent
3) Teacher
4) Other (specify)

B. (IF YOU CHECKED MORE THAN ONE IN "A" ABOVE:) Are they (PEOPLE CHECKED
ABOVE) equally responsible or does one have the main responsibility?

Each person has equal. responsibility.

The person with the major responsibility is

C. (IF ANY OF THE FOLLOWING THREE PERSONS HAS BEEN MENTIONED; JUST CHECK
THAT IT WAS "ALREADY MENTIONED;.")

1) Should the teacher also do this?

Teacher already mentioned above _

Should Should not OK but not required

Should the -doc-tor also do this?

Doctor already mentioned above
Should Should not.41.1.

3) Should the parent also do this?

OK but not required

Parent already mentioned above
Should Should not OK but not required



17. Should Students in the class of a hyperactive child being treated
with medication have an explanation of the medication treatment?

Usually should Usually should not

A. (IF SHOULD) Who should explain it to them?

1) M.D.
2) Parent
3) Teacher
4) Other (specify)

IMMI10
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B. (IF YOU CHECKED MORE THAN ONE IN "A" ABOVE:) Are they (PEOPLE CHECKED
ABOVE) equally responsible or does one have the main responsibility?

Each person has equal responsibility.

The person with the major responsibility is

C. (IF ANY OF THE FOLLOWING THREE PERSONS HAS BEEN MENTIONED; JUST CHECK
THAT IT WAS "ALREADY MENTIONED.")

1) Should the teacher also do this?

Teacher already mentioned above
Should Should hot OK but not required

Should the _doctor also do this?

Doctor already mentioned above
Should Should not OK but not required

Should the parent also do this?

Parent already mentioned above
Should Should not OK but not required



18. Should a hyperactive ch+Td being treated with medication have an
explanation of that medication treatment?

Usually should Usually should not

A. (IF SHOULD) Who should explain it to him /her?

1) M.D.
2) Parent
3) Teacher
4) Other. (specify)

A -85

B. (IF YOU CHECKED MORE THAN ONE IN "A" ABOVE:) Ard they (PEOPLE CHECKED
ABOVE) equally responsible or does one have the main responsibility?

Each person has equal responsibility.

The person with the major responsibility is

C. ANY OF THE'FOLLOWING THREE PERSONS HAS BEEN MENTIONED; JUST CHECK
THAT IT WAS "ALREADY MENTIONED.")

1) Should the teacher also do this?

Should
Teadher already mentioned above

Should not

2) Should the doctor also do this?

Doctor already mentioned above
Should Should not OK but not required

Should the -pa -rent also do this?

Parent already mentioned above
Should Should not

OK but not required

OK but not required
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19. Should a hyperactive child taking medication be given each dose by
an adult?

Usually should Usually should not

A. (IF.SHOULD) Who should give the child each dose?

I) Parent
2) Teacher
3) Other (specify)

B. (IF YOU CHECKED MORE THAN ONE IN "A" ABOVE:) Are they (PEOPLE CHECKED
ABOVE) equally responsible or does one have the main responsibility?

Each person has equal responsibility.

The person with the major responsibility is

(IF ANY OF THE FOLLOWING THREE PERSONS HAS BEEN MENTIONED) JUST CHECK
THAT IT WAS "ALREADY MENTIONED.")

1) Should the teacher also do this?

Should
Teacher already mentioned above

Should not OK but not required

2) Should the parent also do this?

Parent already mentioned above
Should Should not OK but not required



20. Should reports about the Child ftot hOme be used to adjust the
medication and the times taidn the Medication is taken?

Usually thdUld Usually should not

(IF SHOULD) Who should tee to it that this information is at
hand when these adjustments are made?

1) M.D.
2) Parent
3) Teacher
4) Other (specify)

A- 8 7

B. (IF YOU CHECKED MORE THAN on IN "A" ABOVE:) Are they (PEOPLE CHECKED
ABOVE) equally responsible or does one have the main responsibility?

Each person has equal responsibility.

The person with the major responsibility is

C. (IF ANY OF THE FOLLOWING THREE PERSONS MAS HEENMENTIONED, JUST CHECK
THAT IT WAS "ALREADY MENTIONED;")

1) Should the -teacher also do this?

Teacher already mentioned above
Should Should not OK but not required

Should the doctor also do this?

Doctor already mentioned above
Should Should not OK but not required

3) Should the parent also tio thiS?

Parent already mentioned above
ShOuld Should not OK but rot required
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21. Should information about the child from the school be used to adjust
the medication and the times when the medication is taken?

Usually should Usually should not

A. (IF SHOULD) Who should see to it that this information is at
hand when these adjustments are made?

1) M.D.
2) Parent
3) Teacher
4) Other (specify)

(IF YOU CHECKED MORE THAN ONE IN "A" ABOVE:) Are they (PEOPLE CHECKED
ABOVE) equally responsible or does one have the main responsibility?

Each person has equal responsibility.

The person with the major responsibility is

IF ANY OF.= FOLLOWING THREE PERSONS HAS BEEN BONED; JUST CHECK
THAT IT WAS "ALREADY MENTIONED.")

1) Should the teacher also do this?

Should
Teacher already mentioned above

Should not OK but not required

Should the doctor also do this?

Doctor already mentioned above
Should Should not

3) Should the parent also do this?

OK but not required

Parent already mentioned above
ShOUld Should not OK but not required
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22; In addition to medication, should any other changes be made in the life
of the hyperactive child such as other treatments and approaChes or
changes in the home and school situation?

Utuelly should Usually should not

A; (IF SHOULD) Who should decide what daiages are needed?

1) M.D.
2) Parent
3) Teacher
4) Other (specify)

B. (IF YOU CHECKED MORE THAN ONE IN "A" ABOVE :) Are they (PEOPLE CHECKED
ABOVE) equally responsible or does one have the main responsibility?

Each person has equal responsibility.

The person with the major responsibility is

C. (IF ANY OF TEE FOLLOWING THREE PERSONS HAS BEEN MENTIONED, JUST CHECK
THAT IT WAS "ALREADY MENTIONED;")

1) Should the teacher also do this?

Teacher already mentioned above
Should Should not OK but not required

Should the doctor also do this?

Doctor already mentioned above
Should Should notmaNIN.IIIII=1=

3) Should the parent also do thiS?

Parent already mentioned above
Should Should not

OK but not required

OK bUt not required



23. Should a program of regular visits to the doctor be set-up for the
hyperactive child being treated with medication?

Usually shoulil, Usually should not--

A. (IF SHOULD) Who should set this up?

A -90

1) M.D. .

2) Parent
3) Teacher
4) Other (specify)

. (IF YOU CHECKED MORE THAN ONE IN "A" ABOVE:) Are they (PEOPLE CHECKED
ABOVE) equally responsible or doeS one have the main responsibility?

Each person has equal responsibility.

The person with the major responsibility is

(IF_ANY OF THE FOLLOWING TI EE PERSONS HAS BEEN MENTIONEDi JUST CHEMK
THAT IT WAS "ALREADY MENTIONED.")

1) Should the -teacher also do this?

Should
Teacher already mentioned above

Should not OK but not required

Should the doct-or also do this?

Doctor already mentioned above
Should Should not

Should the Parent also db this?

Parent already mentioned above
Should Should not

OK but not required

228

OK but not required



A-91

24; Should information from the home be used to judge the effectiveness
of the medication treatment?

UsUally should Usually should not

A; (IF SHOULD) Who should see to it that this information is at hand
when the effectiveness of the treatment is judged?

1) M.D.
2) Parent
3) Teacher
4) Other (specify)

B. (IF YOU CHECKED MORE THAN ONE IN "A" ABOVE0 Are they (PEOPLE CHECKED
ABOVE) equally responsible or does one have the main responsibility?

Each person has equal responsibility.

The person with the major responsibility is

C. (IF ANY OF THE FOLLOWING THREE PERSONS HAS BEEN MENTIONED, JUST CHECK
THAT IT WAS "ALREADY MENTIONED.")

1) Should the teacher also do this?

Teacher already mentioned above
Should Should not

2) Should the doctor also do thi

Doctor already mentioned above
Should Should not

3) Should the parent also do this?

Parent already mentioned above
Should Should not
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25. Should information from the school be used to judge the effectiveness
of the medication treatment?

Usually should UsuallY should not

A. (IF SHOULD) Who should see to it that this information is at hand
when the effectiveness of the treatment is judged?

1) M.D.
2) Parent
3) Teacher
4) Other (specify)

B. (IF YOU CHECKED MORE THAN ONE IN "A" ABOVE:) Are they (PEOPLE CHECKED
ABOVE) equally responsible or does one have the main responsibility?

Each person has equal responsibility.

The person with the major responsibility is

(IF ANY OF THE FOLLOWING THREE PERSONS HAS BEEN MENTIONED; JUST CHECK
THAT IT WAS "ALREADY MENTIONED.")

1) Should the teacher also do this?

Teacher already mentioned above
Should Should not OK but not requiredi

Should the doctor also do this?

Doctor already mentioned Abdttd
Should Should not OK but not required

3) Should the parent also do this?

Should
Parent already mentioned above

Should not OK but not required
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26. Should information from the home be used to find out if the medication
has resulted in harmful side effects?

Usually should Usually should not

A. (IF SHOULD) Who should see to it that the information about side
effects is at hand when treatment is evaluated?

1) M.D.
2) Parent
3) Teacher
4) Other (specify)

B. (IF YOU CHECKED MORE THAN ONE IN "A" ABOVE:) Are they (1'.70PLE CHECKED
ABOVE) equally responsible or does one have the main responsibility?

Each person has equal responsibility.

The person with the major responsibility is

C. (IF ANY OF THE FOLLOWING THREE PERSONS HAS BEEN MENTIONED JUST CHECK
THAT IT WAS "ALREADY MENTIONED.")

1) Should the teacher also do this?

Teacher already mentioned above
Should Should not OK but not required

2)

Doctor already mentioned above
Should Should not OK but not required

Should the -d-actar also do this?

Should the parent, also do this?

Parent already mentioned above
Should Should not OK but not required
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27. Should information from the school be used to find out if the medication has
resulted in harmful side effects?

Usually should Usually should not

A. SIP SHOULD) Who should see to it that this information abciut side effects
is-at hand when treatment is evaluated?

1) M.D.
2) Parent
3) Teacher ...

4) Other (specify)

B. (IF YOU CHECKED MORE THAN ONE IN "A" ABOVE0 Ard they (PEOPLE CHECKED
ABOVE) equally responsible or does one have the main responsibility?

Each person has equal responsibility.

The person with the major responsibility is

C. (IF ANY OF TEE FOLLOWING THREE PERSONS HAS BEEN MENTIONED, JUST CHECK
THAT IT WAS "ALREADY MENTIONED.")

l) Should the teacher also do this?

Teacher already mentioned above
Should Should not

Should the doctor also do this?

Doctor already mentioned above
Should Should not

Should the parent also do this?

*OK bat not required

Parent already mentioned above
Should Should not.,MMIO

OK but not required

OK but not required
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28. Should there be a channel for information between the teacher and the
physician of a hyperactive child being treated with medication?

USUally thOUld UsuallY shoUld not

A. (IF SHOULD) Who should set-up this channel?

1) M.D.
2) Parent
3) Teacher
4) Other (specify)

B. (IF YOU CHECKED MORE THAN ONE IN "A" ABOVE:) Are they (PEOPLE CHECKED
ABOVE) equally responsible or does one have the main responsibility?

Each person has equal responsibility.

The person with the major responsibility is

C. CIF ANY OF THE FOLLOWING THREE PERSONS HAS BEEN MENTIONED, JUST CHECK
THAT IT WAS "ALREADY MENTIONED;")

1) Should the _t_earche-z also do this?

,Teacher already mentioned above
Should Should not OK but not required

Should the doctor also do this?

Doctor already mentioned above
Should Should not OK but not required

3) Should the parent also do this?

Parent already mentioned above
Should Should not OK but not required
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29. Should parents of hyperactive children be provided with support and
reassurance about their child and the treatment being given their child?

Usually should Usually should not

A. (IF SHOULD) Who should provide that support and reassurance?.

I) M.D.
2) Parent
3) Teacher
4) Other (specify)

(II' YOU CHECKED MORE THAN ONE IN "A" ABOVE:) Are they (PEOPLE CHECKED
ABOVE) equally responsible or does one have the main responsibility?

Each person has equal responsibility.

The person with the major responsibility is

C. ANY OF THE FOLLOWING THREE PERSONS HAS BEENriaNTIONED; JUST CHECK
THAT IT WAS "ALREADY MENTIONED.")

I) Sbould the teacher also do this?

Teacher already mentioned above
Should Should not

Should the dortor also do this?

OK but not required

Doctor already mentioned above
Should Should not OK but not required
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30. Should the medication treatment be ended as soon as it is believed
that it might not be needed?

Utdally ahould Usually should not

A. (IF SHOULD) Who thduld decide to end the medication?

1) M.D.
2) Parent
3) Teacher
4) Other (specify)

B. (IF YOU CHECKED MORE THAN ONE IN "A" ABOVE0 Are they (PEOPLE CHECKED
ABOVE) equally responsible or does one have the main responsibility?

Each person has equal responsibility.

The person with the major responsibility is

C. tIF ANY OF THE FOLLOWING THREE PERSONS HAS BEEN MENTIONED; 3UST CHECK
THAT IT WAS "ALREADY MENTIONED.")

1) Should the reacher e.t.a do this?

TeaCher already mentioned above
Shodld Should not OR but not required

2) Should the Ahettit also do this?

Doctor already mentioned above
Shodld Should not - OK but not required

Should the parent also do this?

Parent already mentioned above
Should Should not OK but not required



31. Should a trial ending of medication be used as a method of finding
out if medication treatment should be ended?

UsusaIly should-- Usually should not

A. (IF SHOULD) Who should decide if there should be a trial ending
of medication?

1) M.D.
2) Parent
3) Teacher
4) Other (specify)

(IF YOU CHECKED MORE THAN ONE IN "A" ABOVE:) Are they (PEOPLE CHECKED
ABOVE) equally responsible or does one have the main responsibility?

Each person has equal responsibility.

The person with the major responsibility is

C. (IF ANY OF THE FOLLOWING THREE PERSONS HAS SEEN MENTIONED; JUST CHECK
THAT IT WAS "ALREADY MENTIONED.")

1) Should the teacher also do this?

Teacher already mentioned above
Should ShOdld not OK but not required

2) Should the doctor also do this?

Doctor already mentioned above
Should Should not OK but not required

3) Should the parent also do this?

Parent already mentioned above
Should Should not _ OK but not required



32. Should information from the school be used in order to decide whether
or not medication treatment should be ended?

Usually should USually should not

A-99

A. (IF SHOULD) Who should see to it that thit information is at hand
when the decision about ending medication is being made?

1) M.D.
2) Parent
3) Teacher
4) Other (specify)

I7

B. (IF YOU CHECKED MORE THAN ONE IN "A" ABOVE0 Are they (PEOPLE CHECKED
ABOVE) equally responsible or does one have the main responsibility?

Each person has equai responsibility.

The person with the major responsibility is

C. tIF ANY OF THE FOLLOWING THREE PERSONS HAS BEEN MENTIONED, JUST CHECK
THAT IT WAS "ALREADY MENTIONED.")

1) Should the teacher also do this?

Teacher already mentioned above
ShoUld Should not

2) Should the doctor also do this?

OK but not required

Doctor already mentioned above
Should Should not OK but not required

Should the parent also do this?

Parent already mentioned above
Should Should not 'OK but not required
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33.. Should a physical examination be required to determine if medication
treatment can be ended?

U-SuallY Sh-culd Usually shodld not

A. (IF SHOULD) Who should see to it that this examination occurs?

1) M.D.
2) Parent
3) Teacher
4) Other (specify)

B. (IF YOU CHECKED MORE THAN ONE IN "A" ABOVE0 Are they (PEOPLE CHECKED
ABOVE) equally responsible or does one have the main responsibility?

Each person has equal responsibility.

The person with the major responsibility is

C. (IF ANY OF THE FOLLOWING THREE PERSONS HAS BEEN MENTIONED; JUST CHECK
THAT IT WAS "ALREADY MENTIONED.")

1) Should the teacher also do this?

Should
Teacher already mentioned above

Should not OK but not required

Should the doctor also do this?

Doctor already mentioned above
Should Should not

3) Should.the parent also do this?

Should

OK but not required

Parent already mentioned above
Should not OK but not required
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34. Should medication treatment be begun again if there is some chance
that it might help the child?

Usually should UsUally should not
. I

A. (IF SHOULD) Who should decide to begin the medication treatment?

I) M.D.
2) Parent
3) Teacher
4) Other (specify)

(IF YOU CHECKED MORE THAN ONE IN "A" ABOVE:) Are they (PEOPLE CHECKED !

ABOVE) equally responsible or does one have the main responsibility?

Each person has equal responsibility;

The person with the major responsibility is

C. (IF ANY OF THE FOLLOWING THREE. PERSONS HAS BEEN MENTIONED; JUST CHECK
THAT IT WAS "ALREADY MENTIONED.")

1) Should the teacher also do this?

Teacher already mentioned above
Should Should not OK but not required

2) Should the doctor also do this?

Doctor already mentioned above
Should Should not

3) Should the oarent also do this?

Parent already mentioned above
Should Should not

OK but not required
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35. Should routine follow-up examination and other special assistance be

provided_after medication treatment has ended?

Usually should Usually should not

A. (IF SHOULD) Who should be responsible for seeing to it that
this happens?

1) M.D.
2) Parent
3) Teacher
4) Other (specify)

B. (IF YOU CHECKED MORE THAN ONE IN "A" ABOVE:) Are they (PEOPLE CHECKED
ABOVE) equally responsible or does one have the main responsibility?

Each person has equal responsibility.

The person with the major responsibility is

C. (IF ANY OF THE FOLLOWING THREE PERSONS HAS SEEN MENTIONED; JUST CHECK
THAT IT WAS "ALREADY MENTIONED;")

1) Should the a also do this?

Teacher already mentioned above
Should Should not OK but not required

Should the doctor also do this?

Doctor already mentioned above
Should Should not OK but not required

Should the parent also do this?

Parent already mentioned above
Should Should not OK but not required

(READ TO RESPONDENT:) I appreciate your patience and all the information you're
giving. me. We. are almost_finiahed.

2410
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ATTITUDE (GENERAL)
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Now I would like to find out about your feelings toward medication for hyper-
active children. Much has been written and said about the use of medication
for treating hyperactive children. Please tell me if you agree or disagree
with the following points of view.

AGREE DISAGREE-

AGFaa DISAGREE-
AGREE DISAGREE

1. While_ the use of 'medication may be necessary for
a small percentage of Children, their use has
become too widespread.

2. Most doctors are careful is prescribing this
medication and they work well for hyperactive
children.

3. There is so much confusion about v at hyperactivity
isi that the use of medication is questionable.

AGREE DISAGREE-- 4; Not enough is known about the dangers of medication
to make it a safe approach.

AGREE DISAGREE . It is never proper to use medication to amp r
with the minds of children in school.

AGREDISAGREE

AGREE DISAGREE

AGREE DISAGREE

6. For children who need them, these medicines are
almost a miracle.

7. It's a shame to let children suffer when there are
medicines like these that caa help them..;

Medication is not the total solution for the
hyperactive child, but it is a useful and important
part of the solution.
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ATTITUDE: Child (Treated

1. Which of these sounds like what you would say about taking the medicine?
It is a good thing.
There are some good things and some bad things about it.
It is a bad thing.
I don't know if it is a good thing or a bad thing.
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SPECIFIC BELIEFS

4



SPECIFIC BELIEFS: Parent and Teacher
A=107

This set of questions is about your beliefs and opinions about hyperactivity
and its treatment. There are many different views about this. We want to
understand your own feelings and opinions;

1. If you were asked to explain what hyperactivity is, could you explain it?

Yes No

la. (IF YES) Row would you explain-what hyperactivity is?

2. Do you have any opinions about what causes hyperactivity in children?

Yes No

2a. (IF YES) What do you believe causes hyperactivity?

..*111
Please answer each of the following statements "agree" if you agree, "disagree"
if you do not agree, and "don't know" if you don't know. I would like to
remind you that there are many different opinions about these issues. Don't
worry about trying to give what others think is the right answer.

AGREE DISAGREE DON'T KNOW 3; At least some cases of hyperactivity
are caused by a physiological,
neurological, or other medical disorder.

AGREE DISAGREE- DON'T KNOW 4. At least some cases of hyperactivity are
caused by psychological or emotional
problems.
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AGREE DISAGREE DON'T KNOW 5.

AGREE DISAGREE DON'T KNOW 6.

AGREE DISAGREE DON'T KNOW 7.

AGREE DISAGREE DON'T KNOW 8.

AGREE DISAGREE DON'T KNOW 9.

AGREE DISAGREE DON'T KNOW 10.

AGREE DISAGREE DON'T MIOW __11;

AGREE DISAGREE DON'T KNOW 12.

AGREE DISAGREE DON'T MMOW 13.

A-LU:0

At least some cases of hyperactivity are

At least some cases of hyperactivity are
caused by poor social conditions.

At least some cases of hyperactivity
are caused by food additives.

caused by poor nutrition;

At least some cases of hyperactivity
are caused by poor schools or teachers.

At least some cases of hyperactivity
are caused by lead poisoning.

The term "hyperactive" is used to
characterize children who are energetic,
active, creative, or merely restless.

In some instancesi it may be a good
thing for a rlifTd to be hyperactive;

The term "hyperactive" is used by
people to make it possible for them
to control or suppress children.

The term "hyperactive" isa legitimate
diagnosis of a real problem for some
children.

14. What is the typical length of time that children stay
hyperactivity?

Don't know
There is no typical regimen, i.e., too variable to say
A few weeks
A few months
One to 14 years
Until puberty--adolescence

n medication for

15. Do you know if medication which is used to treat hyperactive children
can- produce-side effects? What side effects can (not necessarily will)
medication produce? (CHECK THOSE MENTIONED BY RESPONDENT; DOLNOT
READ LIST.)

headaches
loss of appetite
stomachaches
iasouriia
weight and height deficit
irritability
restlessness
depression
other (specify)
don't know
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16. Have you heard or read criticism of medication for hyperactive children?

Yes No

16a; (IF YES) Do you happen to remetber the criticism?

16b.

Yes No

(IF YES) Please mention some of the criticisms:

(Child's name) tatting (SPECIFY MEDICATION AND
WRITE IT ni TEE BLANK.)

Would you answer the following questions about this medication yes; no; or
don't know?

17; This medication is a tranquilizer;

Yes No ; Don't know

18. This medication is habit forming.

Yes No Don't know

19. This medication increases the child's intelligence.

Yes No Don't know

20. This medication is a stimulant.

Yea NO Don't know

21. This medication may lead to illegal drug use Later in life.

Yes No Don't know
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SPECIFIC BELIES: Physicians

This set of questions is about your professional beliefs and assettments
about hyperactivity and its treatma qt; There are many different views abdUt

. this; We want to understand your m @dial perspectives;

(HAND PHYSICIAN "TERM SHEET")

1; Do any of these terms seem to YCki inappropriate; useless; or invalid in .

describing the condition diagno ed by a physician as any of the following:

hyperkinetic, learning disability; learning disorder* overactive,
hyperkinesis; minimal brain dysfunction, minimal brain damage, impulse
disorder; hyperkinetic child behavior syndrome; minimal cerebral
dysfunction?

(CROSS OUT THOSE INDICATED BY RESPONNT.)

2. Of the remaining terms; wo% Pzu consider them equivalent in meaning?

Yes No

(IF NO): Please explain the differences for me? (LISTEN TO TAPE AND
SUMMARIZE LATER.)

3. Based on the information contained , 4.n the literature and your own clinical
practize, what do you consider the nature of the condition to be? (AFTER
INTERVIEW, LISTEN TO THIS SECTION OF THE TAPE AND WRITE IN THIS SPACE A
SUMMARY OF THE. ANSWER TO THIS QIIEsTION.)



(PROBE:) a) What are the symptoms of the condition?

A=1

4. What do you think is the etiology of the condition? (AFTER INTERVIEW,
LISTEN TO THIS SECTION OF THE TAPE AND WRITE IN THIS SPACE A SUMMARY OF
THE ANSWER TO THIS QUESTION.)

1

5. If I were a parent whose child was diagnosed by you as hyperkinetic (OR
TERM OF CHOICE), how would you explain this condition to me? (AFTER
INTERVIEW, LISTEN TO THIS SECTION OF THE TAPE AND WRITE IN THIS SPACE A
SUMMARY OF THE ANSWER TO THIS QUESTION.)

In both the lay and medical- literatures assertions and conclusions about
the nature of_hyperkinesiS (OR TERM OF CHOICE) have been put forth. Here
is a sample of typical statements; Would you please indicate whether you
agree or disagree with them?

AGREE DISAGREE DON'T KNOW 6. At least some cases of hyperactivity
are caused by a physiological,
neurological, or other medical disorder.

AGREE DISAGREE DON'T KNOW 7. At least some cases of hyperactivity are
caused by psychological or emotional
problems.

AGREE DISAGREE -DON'T KNOW"8.

AGREE DISAGREE DON'T KNOW

AGREE-- DISAGREE DON'T KNOW

At least some cases of hyperactivity are
caused by poor nutrition.

At least some cases of hyperactivi
caused by poor social conditions.

10. lit least some cases of hyperactivity
are caused by food additives.

re
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AGREE____DISAGMEr noN'T mew ll.At least some cases of hyperactivity
are caused by poor schools or teachers.

AGREE DISAGREE DON'T KNOW

AGREE DISAGREE DON'T KNOW

AGREE DISAGREE DON'T =OW

12. At least soma cases of hyperactivity
are .aused by lead poisoning.

13. The term "hyperactive" is used to
characterize children who are energetic,
active, creative, or merely restless.

14. In some instances, it may be a good
thing for a child to be hyperactive.

AGREE----DISAGREE----DON'T KNOW 15.

AGREE DISAGREE DON'T KNOW

The term "hyperactive" is used by
people to make it possible for them
to control or suppress children.

16. The term "hyperactive" is-a legitimate
diagnosis of a real problem for some
children.

17. What is thetypical length of time
hyperactivity?

Don't know
There is no typical regimen, i.e.,
A fete weeks
A few month
One to 14 years
Until puberty adolescence

that children stay on medication for

too variable to say
MMIa

18. There is widespread discussion of the efficacy of stimulant medication for
hyperkinesia (OR TERM OF CHOICE). What do you think is the efficacy of
Stimulant medication?

(xrrat INTERVIEW, LISTEN TO THIS SECTION OF THE TAPE AND WRITE fl THIS SPACE A
SUMARY OF THE ANSWER TO THIS QUESTION.)
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(PROSE0 What kinds of efficacious outcomes can result from stimulant
medication?

What proportion of hyperkinetic children are helped by Stimulant
medication?

To what extent does stimulant medication relieve the symptomsof hyperkinesis?

19. What side effects can (not necessarily will) stimulant medication produce?

(USE CHECK LIST)

headaches

loss of appetite

stomachaches

insomnia

weight and height deficit

irritability

restlessness

other

20. Have you heard or read criticism of stimulant medication for hyperactive

Children?

Yes No

a) (.IF YES): Could you briefly sumrcarize the essential nature of these
criticisms?

b) (IF YES): Could you briefly indicate how you would respond to the
criticisms?
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CHILD INTERVIEW SECTIONS: AWARENESS OF MEDICATION
PROCEDURE IN. TARING MEDICATION
RESPONSES OF OTHERS TO CHILD
SELF ESTEEM
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AWARENESS OF MEDICATION: Child (Treated)

AIM: The purpose of this section of the interview is to determine how conscious
the_child is about his medical regimen: In some cases the child may be
taking medication_ rather unconsciously; In other situations the child may
not be taking medication even though his parents say that he is;

1. Are you (or have you*) taken any medicine or pills to help you at school
or at home? (ADOPT CHILD'S LANGUAGE FOR PILLS OR.MEDICINE FROM THIS POINT
ON.)
Yes No Don't kna4

PROBE QUESTIONS TO BE ASKED IF "NO" OR "DON'T KNOW" TO QUESTION 1.

PROBE QUESTIONS: Is (was*) there any medicine or pills_ that the doctor gave you
that you take in the morning and at lunch? Is (was*) there any medicine or
pills that the.doctor gave you that you don't take? Does (did*) your teacher
or someone at he ever give you some medicine or pills?

(IF PROBE QUESTIONS ARE USED SUM1ARIZE RESPONSE HERE )

2. Do you know why you take this medicine or pills? Why?

3; Do you know what this medicine is?

4. How does it help you?
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(LISTEN CAREFULLY TO DETE1LMINE HOW AWARE CHILD IS THAT HE IS TAKING MEDICATION
FOR HYPERACTIVITY; ENLN IF THE CHILD IS FACTUALLY IN ERROR ABOUT THE NATURE OR
USE OF :F-DICATION = IT IS AWARLNESS PER SE TO BE EVALUATED.)

Interviewer Rating for Awareness of Medication
Very aware of the use cf mediation
Aware after probing
Child is aware medication was prescribed but is not taking it (or didn't
take it)
Child is not aware he is taking medication

(IF THE LAST CATEGORY IS CHECKED GO TO SELF ESTEEM SECTION AND END MMERVIEW AFTE3
MAT SECTION.)

*Past tense should be used for termination phase.

5, CASK OF INITIATION AND =MUTTON CEIMDREN ONLY.)
What grade were you in when you (started) ;stopped) taking medicine?

6. Who was your teacher at that tine?

7. What school were you at then?
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NATURE OF PROBLEM AND NATURE OF TREATMENT: Child (Treated)

AIM: The purpose of this section of the interview is to find out how
much the child knows about tne problem that Ied to medication and
the nature of the medication.

QUESTIONS ON PROBLEM.:

1. Has anyone explained to you about why you take this medicine or pills?
Yes No

la. (IF YES) Who?

lb. What did they say?

71

2. Do you have any other ideas about why you take this medicine? What
problems were you having? (RECORD A SUMMARY OF THE RESPONSE.)
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3. Why are_ you taking pills or Medicine? What's the most important thing
(reason)?

Anger control (mean; mad; fights)
Anxious; nervous; unset

.

Hyperactive (score only if Child volunteers tern)
Calms me down
Get along better with friends
Get along better at home
Improve school work
Other
Don't know

4. Do you feel any different after you take the medicine or pills?
Yes No

4a. (IF YES) How do you feel after you take the medicine?

5. (ASK ONLY IF CHILD IS STILL BEING TREATED)
be taking medicine?

Until summer;
1-2 years
2-3 years
More than 3 years
Until behavior changes
Until doctor says not to
Don't know

1 year or less

How long do you think you'll

6. Is there a certain word or name that doctors uze for people that are taking
medZoine like yours?

No
Yes - hyperactive
Yes - brain damaged
Yes - other
Don't know-

CRATE THE CHILD'S UNDEISMMDING OF THE.NATURE OF THE MEDICATION.)
Much
Some



PROCEDURE FOLLOWED IN TAKDIG MEDICATION: Child (Treated)
A-119

A1: The purpose of this section is to find out what the child knows of the
procedures and Check on the procedures directly by asking the child when,
how and where medication is taken and if medication holidays occur.

1. When, during the day - what tine - do (or did) you take your pills or
medicine? Do (did) you take it: (ASK EACH OF THE ITEMS BELOW)

Don't (didn't) take them at aiI. (IF THIS, SKIP TO NATURE OF
PROBLEM AND TILM2MT)

In the morning before school Yes
In the morning at school Yes NO
At lunch time at home Yes No
At-lunch tine at school Yes Na
Right after school Yes No
Before supper Yes NO
After supper Yes No

At night Yes No

2. Whn gives you your pill or medicine at school or at home?

(NOTE: IF NOT TAKaI AT. SCHOOL OR HOME, WRITE NONE ON TEE BLANK. ASK
BOTH IT-S.)

at home?

at schboI? (U' NOT TAKEN AT SCHOOL, SKIP TO
QUErION 3.)

2a. FOLLOW=UP QUESTION: (IF CHILD REPORTS TAKI-NG MEDICATION AT SCHOOL:)

How does (dtd) the medicine or: pill get to school?

PROBE QUESTION: (USE THIS ONLY IF QUESTION ZA IS NOT ANSWERED) Who brings
(brought) it to school?
child
parent
other (specify)

2b. Where in the school do (did) you take the ,-..dicine or pill?

PROBE QUESTION: (USE THIS ONLY IF QUESTION 2b IS NOT ANSWERED) In what
room or office?

classroom
nurse's office
principal's office
school office
hall
A4cfOravtr
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3. When was the last time Cdate and timel you took a pill"?

4. Do you take the medicine or pills every day? Yea
NO

4a (IF NO TO QUESTION 5) When do (did) you take the medicine or pills?

5. Are there ever any days you don't take your medicine or pill? Yes
No

5a. (LE YES) When ?

6. DO you take your medicine or pills on:
weekends Yes NO
Christmas vacation Yes No
summer vacation Yes No
Easter vacation Yes No

7. Do you ever forget to take your medicine or pills? Yes
NO

7e. Eli YES): How often? lots
hardly ever
never

8. Some children take their medicine or pills each time only when a
grown-up tells them to. Is (.wes) this the way you take your medicine?
Yes No

8a. (I" YES): Who tells you?

9.

9a.

mother Yes No
father Yes No
brother or sister Yes No
doctor Yes No
teacher Yes NO
other Cspeciiy) Yes Na

Do you sometimes take more or less medicine when you're feeling a certain
way--or when you're about to go somewhere or do something?

No
Yes,more Chow many?
Yesless (how many?
Alters timingtakes earlier takes later
Don't know

(IF YES) Who decidesand how?
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RESPONSES OF OTHERS TO CHILD. Child (Treated)

AIM: The purpose of this section of the interview is to determine if the
child has received any positive or negative feedback from others
(6arints, siblings, friends; teacher) as a result of stimulant
medication usage.

1. Do other children ever say anything to you about the medicine you take?
Yes
No

1 . F YES) What do they say?

2. Do other children treat you unfairly because you take medication?
Yes
No

2a; (IF YES) What do they do?

3; Do other children ever tease you about it?
Yes
No

3A. (IF YES) What do they say? What do they do?
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4. Do your brothers or sisters or parents ever say anything about the medicine
you take?

Yes
No

4a. (IF YES) What do they say?

5; Do your brothers
medicine?

Yes
Nd

or sisters ever treat you unfairly because you take

5a. (IF YES) What do they do?

6. Do they ever tease you about it?
Yes
No

64..; (IF YES) How?

7. Do grown -ups ever say anything about the medicine you take?
Yes
No



id. (IF YES) What do they say?



SELF ES=1: Child (Tr.eated)

Everybody has some things
about him which are bad.

Good
Bad
Both about the same

ahaut him which are good and some things
Are-mote of the things about yon

Another kid said, 9I am no good-4 Do you ever feel like this? (IP
YES, ASK): Do you feel like thi4 e lot or a little? "I am no good?"

No
A lot
A little

3. A kid told me: "There's a lot wi.bng with me" Do you ever feel like
this? (IF YES, ASK): Do you 28n ,like this a lot or a little?
"There'S a lot wrong with me."

No
A lot
A little

4. Another kid said: 91 In not much good at anything." Do you ever feel
like this? (IF YES, ASK): Do Yoti feel like this a lot or a
little? "I'm not much good at maything."

No
A lot
A little

Another kid said: "I think I am 740 good at al1.9 Lou you ever feel
like this? (IP YES, ASK): Do YOU feel like th.t a lot or a little?
"I think I am no good at all."

No

...MIMM

A lot
A little

6. Now happy are you with the kind person you are? Are you
Ver")\11ePPY with the kind of person. you are
Pretty happy
A little happy
Not at all happy
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A GUTTMAN SCALE OF ATTITUDES TOWARD THE USE OF MEDICATION

IN THE TREATMENT OF HYPERACTIVE CHILDREN

Introduction

Samples of parents, teachers and physicians of hyperactive children were

asked to signify whether they agreed disagreed with eight attitudinal state-

ments concerning the use of medication in the treatment of hyperactive children.

These statements were designed to gain data which could be used to develop a

composite measure of the respondents' attitudes toward the use of medicationi

for these ildren. The statementsior items are shown with the system of

coding in Table I, which follows:

Table I

-Htexements_Presented to Respondents

Item
Description

1 While medication necessary for small
% of children, use too widespread

Most doctors careful in prescribing
medication

Sense
of Item

So much confusion about hyperactivity,
use of medication questionable

Not enough known about dangers of
medication

Never proper to use medication to
tamper with minds of children

For children who need them medicines
almost a miracle

Shame to let children suffer

Medication not total solution

Original
Coding

Agree = 1
Disagree = 2
Uncertain = 3

Agree = I
Disagree = 2
Uncertain = 3

Agree ='1
Disagree = 2
Uncertain = 3

Agree = 1
Disagree = 2
Uncertain = 3

Agree = 1
Disagree = 2
Uncertain = 3

Agree = I
Disagree = 2
Uncertain = 3

Agree = I
Disagree = 2
Uncertain = 3

Agree =

Disagree =

Uncertain =
PPA

1

2

3

Revised
Coding

2

0

1

0

2

2

0

1

2

0

1

2

0

1

0

2

1

2



B2

Examination of the items in Table I reveals that the "sense" of items

1, 3, 4 and 5 is reversed relative to items 2, 6, 7 and 8. Therefore, the

coding of these items was revised to give all items the same "sense." At the

same time; the "uncertain" category was inserted between the "agree" and "dig-

agree" categories. As revised, an item score of "0" signified the most favor-

able attitude toward medication for that item; while an item score of "2" g

nified the least favorable attitude.

Objectives

The primary objective is to construct a Guttman Scale of attitudes toward

the use of medication in the treatment of hyperactive children. A suitable

scale will have a Cooefficient Reproducibility of at least 0.90 and a Coeffi-

cient Scalability of at least 0.60, and such a scale will include as many of

the items of Table I as consistent with minimally obtaining these coeffit..eitS.

Finally; these coefficients must be minimally obtained for each sample, i.e.,

the 179 parents, the 82 teachers; the 51 physicians and the combined sample of

312 respondents;

Initial Procedure

All scaling procedures are. based on the use of the Guttman S''ing Subpro-

gram contained in the "Statistical Package for the Social Sciences."

Our initial attempts at scaling the data considered only the combined

sample of all respondents (n = As it .turned out, this was a mistake since

physicians seem to have uniquely different attitudes with respect to some items.

Tor example: They have a disbelief in "miracles." (Some of these attitudes

should probably be evaluated individually across the various samples.)
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The first three passes of the data from the combined sample were for the

purpose of establishing "cutting points."

In Pass 1, the "uncertain" category was combined with the "disagree' cate-

gory irrespective of the "sense" of the items. It yielded a Coefficient of

Reproducibility of 0.84.

In Pass 2, the "uncertain" category was included with the "agree" category

for items 1, 3, 4 and 5 and with the "disagree" category for items 2, 6, 7 and

This yielded a Coefficient of Reproducibility of 0.82.

In Pass 3, the "uncertain" category was included with the "disagree" cate-

gory for items 1, 3, 4 and 5 and with the "agree" category for items, 2, 6, 7

and 8; This yielded a Coefficient of Reproducibility of 0.85. Pass 3 was ten-

tativcly accepted as the optimum procedure for coding.

Most of the non-scale errors occurred with item 1, which had 66 errors in

Pass 3; Removal of this item resulted in a Coefficient of Reproducibility of

0;88 and a Coefficient of Scalability of 0.51. Neither of these coefficients

meet the criteria defined as an objective.

The second 'h,ighest source of non-scale errors occurred with item 5, which

had 65 errors. Removal of items 1 and 5 resulted in a Coefficient of Reproduci-

bility of 0.90 and a Coefficient of Scalability of 0.56. Again, these coefficL-

ents do not minimally meet our requirements. With these items removed, items

2, 4 and 6 show the greatest number of errors with item 2 having 42 errors,

item 4 having 41 errors and item 6 having 38 errors. With item 2 removed, we

obtained the highest coefficients with a Coefficient of Reproducibility of 0.925

and a Coerficient of Scalability of 0.678. While these coefficients are satis-

factory, it was ft_,,ad that these items and cutting points did not yield satis-

factory coefficients for the physician sample. Accordingly, we found it necet:-

sary to reapproach the entire problem by optimizing the selection of items to

insure adequate coefficients for the physician sample.

-3- 266
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F-inaI 41-pp - e e

Since the data from the physician sample did not yield satisfactory coef-

ficients, we found it degirable to keep an eye on results from the data on both

the combined sample of all respondents and the physician sample, as we went

through the process of item selection. Table II below summarizes the process

followed in determining which items to include in the final scale. (See Insert A)

Table II

Sequence of Steps in Developing a Guttman Scale of

Attitudes Toward Dad df-Medit- v-e Children

Scale Items
N4::J Included

All Respondents* (n = 312)
Coeff. of Coeff. of

Reproducibility Scalability

Physicians
Coeff. of

Reproducibility

(n = 51)
COeff.tif.
Scalability

1 thru 8 (all) 0.8429 0.4357 0.8533 0.4066

1;2;3;4;5;7;8 0.8562 0.4891 0.8758 0.4737

1;3;4;5;6;7;8 0;8600 0.4941 0.8820 0.4648

1,3,4,5,7,8 0.8783 0.5656 0.9130 0.5714

3,4,5,7,8 0;9053 0.6471 0.921.7 0.6000

*Includes: 179 Parents
82 Teachers
5i. Physicians

Cutting Points (All Items 0 = 0

=il
2)

Since the.results obtained with Scale 5 minimally meet the required criteria,

this configuration was selected for the final scale. Results for each of the

samples are shown in Table III.



Table III

Coeff. of Coeff. of
Sample Reproducibility Scalability

All Respondents(n 312) 0.9053 0.6471

Parents (n = 179) 0.9119 0.6842

Teachers (n = 82) 0.9012 0.6117

Physicians (n = 51) 0.9217 0.6000

It.-.ms Included in Scale: 3,4,5,7,8 Cutting PointS: 0 0

1,2 1

USing the revised coding of Table I and the cutting points described in

PaSS 3 (and consistently used thereafter); descriptive 6tatistics were obtained

&it each item for each sample. Individual item scores were summed for each

item Selected for the final scale configuration and a score established for

each respondent. Again, descriptive statistics were obtained for this overall

attitude score for each of the Samples; as well as for the combined sample (see

appropriate data books).



All items were included in the

physician data. Table II; Scale 1,

physician sample of 51 observations

Bb

Insert A

preliminary scale construction; using the

summarizes the results obtained on the

and the combined sample of 312 observations;

Examination of, the scale errors associated with the physician sample indicates

that itoms 2 and O each contribute 10 non-scale errors and contribute the most

errors to the scale. For the combined sample of 312 observations; however;

these items did not. contribute the greatest number of non-scale errors; For

the combined

than items 2

sample, items 5 and 1 each contributed greater numbers of errors

and 6,. with 70 and 68 errors as compared with 52 and 57 errors,

respectively. Nonetheless, the immediate goal was to improve the scalability

of the physician data; therefore, items 6 and 2 were selected for deletion;

Scale 2 of Table II summarizes the effect of deleting item 6 while Scale 3

summarizes the effect of deleting item 2. For the physician sample; deletion of

item 6 (Scale 2) results in item 2 showing up with the greatest number of errors

(10) while deletion of item 2 (Scale 3) results in item 6 showing up with the

greatest number of errors (9). For the combined sample, deletion of item 6 (Scale

2) or of item 2 (Scale 3) did not shift the order of errors; with items I and 5

contributing the most errors. Again, since the emphasis was placed on the

cian data; items 2 and 6 were selected for simultaneous deletion; The results are

summarized in Scale 4 of Table

Examination of Table II, Scale 4, indicates that for the physician data;

deletion of both items 2 and 6 results in a scale which has a satisfactory Coef-

ficient of Reproductibility, yet is somewhat marginal on scalability. On the other

hand; the results for the combined sample yield neither a satisfactory Coefficient

of Reproducibility nor a satisfactory Coefficient of Scalability. The emphasis

must be placed on improving the results obtained using the data of the combined

sample.
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Insert A (Cont'd)

Examination of the scaling errors for Scale 4 of the combined sample indicates

that item 1 contributes the most non-scale errors (62) when items 2 and 6 are not

included in the scale TherPfore; item I was selected for deletion.

Scale 5 of Table II yields satisfactory coefficients for both the physician

sample and the combined sample; The deletion of items 1, 2 and 6 minimally result

in a scale satisfying tie requirements; however; this does not infer that other

approaches would not also yield satisfactory results; It would; of course; be

possible to Obtain higher coefficients by deleting additional items; but this was

not deemed desirable because, as items are removed; the ideational content of the

scale is likely to undergo undesirable change.
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TENTATIVE OUTLINE FOR INTERVIEER
SELECTION AND TRAINT, PROCESS

I. Taterviewc:riselection process

A. Contact (30-35) people (Jack and Debbie)

I; Interviewer characteristics:

a. age: late 20's to early 40's

b. sex: female

c. high academic standing, excellent references, and if
possible; relevant work experiences.

d. do not substitute teach in Grand Rapids Public Schools

B. Initial contact made by Jack Halteman and Debbie Wagner

1. Brief explanation of reason for contact

2. Set up interview with prospective employee Earch 21, 22, 23

C. Interview with prospective employee

1, Initial selection conducted by Jack Halteman

2. Content of interv!lw:

a. gather information on transportation capabilities, time
availability; and willingness to commit energies to working
on the project. Finally, assess most recent experience on
similar activities or other activities which involve working
with people.

b. gather this information on a form plus most recent rezerence(s)

c. explain folInwing: 1. working conditions involyed
2, remuneration for work
3, nature of people they will interview

d. decision on clearly acceptable or unacceptable candidates

3. Questionable potential interviewers referred to Drs. Bosco or Robin
for decision

a; form letter sent to unacceptable prospects

b: acceptable interviewers and confirn hire (25-35)

c. set up details of hiring with :-:ary
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II. Interviewer training process consisting of three days in length with
two sessions per day of two hour length:

Session 1, Group 1: 8:00 to 10:00 a.m.

Group 2: 10:00 to 12:00 noon

Session 2, Group 1: 1:00 p.m. to 3:00 p.m.

Group 2: 3:00 to 5:00 p.m.

Self instructional period:
Group 1: 10:00 to 12:00 noon

Group 2: 1:00 to 3:00 p.m.

Day 1, Session 1

1. Personal introductions with description of role in project

2. Description of nature and purpose of study (Drs. Bosco and Robin)

3. Description of samples in -study

4. General ethical conduct and social etiquette (Jack)

5. Examination of legal forms

. Self Instructional Session: Listen to sample parent and teacher
interviews

Day 1, Session 2

1. Six crucial interviewer act vities:

a. explanation_of how initial ccntact will be made to set up
interview (Jack)

b. asking the questions (Jack)

c. probing techniques (Jack)

d. question clarification techniques (Jack)
OP

6. feedback techniques and non-recorded activities(Jack)

f.. the interviewer as expert problem

list emergency phone numbers for interviewers; and Social
Security Numbers

h. interviewers will do a 3-minute impromptu interview

2 73



Day ession I
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1. Introduction to tape recorders

2. Introduction to interview schedules

3. Specific training for Parent Schedule

Self-Instructional Session: Read through all interview icheduIes

Day 2, Session 2

1. Specific training for Teacher Schedule

Interviewer practice on parent and teacher schedule

3. Possible cull of interviewers

Day 3, Session 1

Interviewers will practice interview with each other. Staff will

switch periodical/y between groups and evaluate interviewers:

Selfinstiructional Session: continue practice interviews and play

back and critique

Day 3, Sess-, 2

1; I...plain logistics

2; Answer any questions

3. Final Comments from Bosco And Robin

4. Final Selection

ik

2 74
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INTERVIEWER'S MANUAL

1. Each week=or as_necessary--you will stop at the Center for
Educational Studies and pick up the interview packets with your
name on them, for that time period (date is written on packet
along with time of interview for that day); Check out when your
interviews are during the day.

Call in, after you_have checked your_packets_for interviews, to
see if there have been any cancellations; and to double '-check
times and who is to be interviewed when. Make sure all necessary
forms are in the packets assigned to you. 41

3. It is very important that each day; before you leave for any
interviews, that you check the condition of the batteries in
your tape recorder. Your INTERVIEWER'S LOG will assist you
in keeping track oY when you must change the batteries. It is
imperative that each interview be recorded, so a beginning-of-the-
day equipment check should become a habit.

4. At the end -of each interview, make sure what needs to be written
down is written;_again check batteries. Fill in INTERVIEWER'S LOG
with interviewee's name and time, and initial when you changed
batteries.

5. You will have 3 extra packets of each interview protocol (total of 18)
information form to keep at home; If you discover a piece of
information is missing from one of your interview packets, you
have extra copies to replace the missing information It is
important that you check out each packet BEFORE you do the
interview so you know that you have_all_necessary forms.
You may_ need a packet if we must sChedule an interview during
the week after you have received the packets for that week.

At the end of each day, return _the incerview packets to CES and
make note of any interviews not completed on your INTERVIEWER'S
LOG, as well as all interviews completed; and change of batteries;
This LOG is to be turned in at the end of the week with the packets
to WesternMichigan'University by way of the CES. Keep in mind
any interviews not completed, and when you call in net morning
tell Mary or Gail about it so theinterv:_ew can be rescheduled as
scow as possible. Make sure all information is enclosed in the
envelope: all interview sLhedule forms and the cassette tape in its
bok.

7. If there are any questions about procedures, don't hesitate to phone
in and ask.

TOLL FREE NUMBER: 1-800-442-4255

1-383-8157
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SUPPLEMENTARY INFORMATION FOR INTERVIEWERS

Defid.4.-ion of Phases-

C5

The research study will divide the treatment of hyperkinetic children
into three phases: Initiation; Monitoring; and Termination. For each of
the respondents (parents; teachers; and physicians); interview schedules
Will be used which correspond to each of these three phases; Initiation is
defined as the phase comprised of those children who have been treated with
stimulant medications for six or less months; _In other words; if you
find that a child has been treated with stimulant medication since September;
a period of eight months as of this writing; the phase would not Le Initiation.
Termination is comprised of those parents, teachers, and_ physician:; of.
children who have ended medication treatment within the last six -mcnth
period. Monitoring is comprised of all situations which fall betwean these
two phases;

/
RiLalin: rit ;9 lin

Cylert: si
/

lert

Dexedrine: dak/ sa dren

Dextroamphetamine: dak stro am fed a men

What fo Do If . .

During the training session; we described a s-ries nf situations
which may present themselves to you and described some ways of handling
them; We would like to review that for you.

I; The interviewee asks you for your opinion on one of the questions
that you have just asked. In tbis Eituation; you may find it useful
to use this response:

"I really haven't had the tyr..: of experience that would allow me
to develop an opinion about that."

Or, you may use Lhiu as a convenient point to mention the see: ..)11

that being set up with medica, educational, and researcr
personnel, wherein the opini,ms and be'ieZs of other ,,cperts zig4t
be sought.

2. Parson expresses atrong concerns or expresses a teed for more
infmation cp:' help cp:i some specific issue or the general situation;
In this situation you can prov4rk! the information about the sessions
that a:e. being set up and .sugLst that this might be a place to
start trying .o find the uelp that is desired.
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3; The respondent expresses concern or discusses the problem with you
that has nothing to do with the substance of the interview; has
some complaint about the school system; or some other situation;
At no- time should you advise the respondent about how to proceed
with this complaint or problem,but explain that you know nothing
about this and you're sorry that you can't be of help, you certainly
understand how the respondent feels.

4. The interviewee provides a response which is too terse or_brief for
you to understand it sufficiently to make a response on the schedule.
In this situation; you might say:

"Can say P. .L!.tvle more about this?"

you might testate the ending words of the respondent in question
form.

Or; yonmht develop a probe from the item itself; asking it without
changing meaning in a different way a second time;

5. Itseemsto you that the interviewee has not understood the question
and is either groping for a response or has provided a_responsewhich
clearly is not an answer to the question you have asked. In this
situation you might say something like:

"Have I made the question clear?"

or:

"Let me try to clear up what I meant by chat question,

"I don't think I made that question clear enou;h. Let me try again."

6 If you find the need to provide some sor of response to an answer;
you are encouraged to use expressions like:

, see;" "/ understand;" or "U'a Huh."

r alComments

The interviewer should mare any notes in the margin if it seems that
a response -of the int:'rviewee requires some degree of_ clarification in order
for it to be understood. If, for example;-the interviewee adds some qualifi
cations; or if the intatviewee feels uncomicJztable with the response categories
provided; then this should be noted on the interview schedule.

217
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ate-Po-ft-es_

Throughout the interview schedule there are categories set up for you
to check or for you to use as a basis for summarizing the response that has
been provided. lou_need not read -these responses if the interviewee seems
able to deal with the response and begins talking in a way which will provide
for categorization. If !.-1: seems necessary; these response categories could
provide a stimulus for the interviewee's response, If you find_it necessary
to use the response categories to "prime the pumn"; you should be sure to
read a few of them; rather than just one. If you read only one or two; it
may lock the' interviewee into a narrow response.

Multiple Child Interviews

When you are interviewing techers, you may have Tore than one child
pPr teacher. In such a situation it will be necessary for you to go through
the items that relate to the partiAlar child for each child taught by thes
teacher. In some instances this may be acro7s phases; You might have a
teacher with three_ pupils_ls our sample, two of whom are the Initiation
Phase and_one_of whom is iii the Monitoring Pt-ase. You reed only collect
SacKground information once for the teacher. You wo.A.d run through Events,
Process; aaC Role Behavior three times; of Treatment three times;
and Specific Attitude three times. The on General Attitude,
Role; and Beliefs would be dealt with only oace.

Backgrou-ld Information

it wLII be necessai- for you to go through the BLAgroand section;
Page 2; of ench interview; You will not be able to copy this from the
Confidential Fact Sheet;

ainginterviewed

You will note that we request you to obtain the name of the persons
who are participating in_the interviews as ai initial question in Background:
If more than_one person is participating, yca will need to tit:Le their names
and the-' would b -oth have rO-!43s the Iform=ad-Consemt Farm; You will also
note that we have provided that tape_r.icorder would be started after
you take the names. When you are_ interviewing parents and want, at the end
of the intersiipm; to get the Permission to Contact Form signed,_only one
parent r.,ad sign that form; nut_ bcth; even if you are interviewing boL.
If both want to sign it; that'F -ire; but only one signature is needed.

9-
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AdTunt_t_ive Therapy

We have made some rather substantial Changea.in the Adjunctive Therapy

section of the interview schedule (by the way, the term, "Adjunctive 7 e:rapy"

would not be a good term to use with the interviewee). Ih the section as it

is now presented you will determine if any other treatments Or- procedures are

being used in addition to stimulant medications. Then you will-ask What_

types of treatments are beingused; You should not read through the entire

list, but simply put a check (e) by those treatments or procedures which are

mentioned spontaneously by the respondent; 77 treatment or treatments

which are not on the list are mentioned; then !,r)uld be written in in

the "Other" space. treatments or pi. ..-tires which are mentioned,

you should obtain the other information by asking the question serves

as the heading for the additional two columns;

Role

We have made some changes in the Role Section WhiCh -should go a long

way_towards making this sect-°_ a much easier section of the instrument to

administer. We have removed sc the ploblr,ms frOM the_lead items.

We have incorporated the flavor ot the nature of the item into the question

that dealS with they respo Able person for the task that haS been mentioned.

We haVe Sitplifiet this by taking out some of the resi.onse categories that were

found in Version 1 Of this instrument; You should n7.te that if several

individuals are mentioned as having somJt degree of responsibility or involve

ment relative to this task, multiple checks should ne vsed. Iii the event

that mcltiple cheekt ard_USed, it will be necessary to identify whether or not

any one of the perS6ht Cheeked has major responsibility- whether they are

all equal in responsibilitY._ Finally, it will be necessary to cover each Of

parti...iiants in the triad. If the respondent spontaneously mentions all
three of the persons in the triad (parent, teacher; anddoctor);then it
would not be necessary to ask any of the three questions in Section C. You

would simply check ("7) the ffrSt response under each of these three questions:

"Teacher already mentionE adV6-; Detter mentioned above; Parent

alreldy mentioned above." If none of the th- mentioned spontraousiy

(it could happen that a person identifieS a worker and does not

say anything about teacher; doctor, or pare ,:en it would be necessary__

to ask all three of the questions in Secti:-n (, La detertite how the individual

feels about the invclvellerit of these three types 6fpeeple relative to the

specified task. Ali th.--t involves is reading the three statements under

Section C and recording the interviewee's response tib_ezi!zh_Of the statements.

If only one or two t! the three persons in the triad hoid been- mentioned,

then it t4t...ild be ti-etSsa:y to asi =tie qu-actions in SectiOii C that Specify

the persons not 1,entioned spontane isly
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A pilot study was conducted in Kalamazoo in December of 1976 tc, ;nvestigate

the prevalence of diagnosed hyperkinesis and tyres of treatment among Kalamazoo

school children. In no known school system in the United States had prevalerce

rates been specified. This research; funded by the U. S. Office of Education and

the National Institute of Mental Health3sought to establish a prevalence rate, to

understand the social context of stimulant medication; and was the basis for a

larger study in Grand Rapids;

There has been much controvery about the extent of diagnosis of hyperkinesis

and types of treatment prescribed. Estimates have ranged from 3% to 20%; Most

estimates are ed7_,,-3ted guesses by clinicians or other "experts"; rather than being

based upor systematically collected data. Charges that there have been promiscuous

diagnosis and treatment 05 hyperkinesis, particularly with stimulant medication;

h71.ve been raised. Even among those who regard the diagnosis as medically legitimate

and th t with stimulant medication as acceptaHei there are fears that the

lncsis are excel ire: Thus; tnis research of prevalence within a school

system is seen as extremely important for reducing the controversy and providing

sound educ:ition fof hyperkinesis CEildren.

Although only two schools were used in th Kalamazoo system, it is hoped that

the rates and information from these two schools be used to provide an idea about

the situation in the fchonl system. Some o; the questionL. which are to be addressed

are: 1) What are the prevalence rates for diagnosed hyperkinesis? 2) :o what

extent do prevalence rates based on parent information coin,:ide pr valence

based on teacher ihformation? 3) What is the frequency for rlifferent kinds of

treatments for dio nosed hyperkinesis? 4) What is the prevalence for teacher-

suspected hyperkinesis?

Permission was received fro71 Y'alamazoo Public School System to collect data

from regular classrooms (special education clas:,ps were omitted) in two elementary

0
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zsch-lols, VIII,: and Winchell. Qrzestiorniaires were mailed tb;a11 the parents of

Ln both schools to collect initial information about the prevalence of

hypetkinesH. Qu?stionna.Lres were also mailed to ail the teachers in these two

schools.

The rates of return for par-ems was 63%, for teachers; 67%. Fitt Vine

School the response rate fbt parents was 58%, and from Winchell School the response

rate for parents was 67%.

Parents of 3.4% of the children (14 children) indicated that their child had

been diagnosed by a physician as having a learning or behavior problem identifiable

as hyperactivity or hyperkinesis. The prevalence of diagnosed hyperkinesis in

Vine School is 3.7% (7 children) and in Winchell SchbOl is 3.2% (7 children).

Of the children who were diagnosed as hyperkinetic,I2 are currently being treated.

Of the total number of children in the two sthoolsiL9% (12 Chi'dten) are being

treated with stimulant medication Ritalin, Dexadrine, or CyIert. In Vine Sthool

the percentage of children treated ..imulant medications is 3;7% (7 children);

in WinchcLI School the percentage of iren being treated with stimulant medications

is 2.3% (5 children). The other fatitiS of treatment reported are behavior modification,

counseling; special diets; and MedicatiOn of a non stimulant type. Of those children

diagnosed as hyperkinetic and currently being treated, 85.7% are reported by parents as

being treated with stimulant medication; 50% treated with beha :ior modification,

50% with counseling, 21.4% with special diets and 42.8% with nbiitimulant medication

(such as Benadryl, Dilartin, Phenobarbital; Imprimine, MellariI and others).

The comparable figures for Vine School are: 100% are treated with stimulant

edication; 42.8% with behavior modification, 57.1% with counseling; 14.31 with

special diets and 12.8% with non stimulant medication. For Winchell School /1.4% are

* Since teacher questionnaires were anonymous, it was not possible co (stingflish

teacher returns by school.



treated with stimulant medication; 57.1% treated with behavior modification, 42;80

with counseling; 29% with special diets and 42.8% with non-stimulant medication.*

The percent of the student population in these schocils diagnosed as hyperactive

and treated with stimulant medication is relatively small in comparison to the

allegations of critics found in the literature; For those children diagnosed the

overwhelming preferred treatment is stimulant medication; and the medication of choice

is Ritalin.

The teachers disclosed that approximately 4.3% (28 children) of children in

their classes at the present time have been diagnosed by a physician as hyperkinetic;

This is almost a one percent difference (.9%) between the reported prevalence by

paTents and the prevalence reported by teachers. The difference between the teachers'

report of prevalence and the parents' report of prevalence is twenty-five percent;

at these rates for every nine children reported as diagnosed as hyperkinetic by parents

twelve th'ldren would be so reported by teachers;

readier:5 report a prevalence of treater; as follows: of those children

current?y being treated; 53.6% are being treated with stimulant medication; 7.1% are

being treated with behavior modification; 35.7% with counseling; 7.1% with special

diets ai'd 3;6% with non-stimulant mecacation (such as Bemdryli Dilantin, Phenobarh-

iLaL Imprimine, Mellaril, and others); 3.6% with psychiatric treatment; 71.4% with

instrly7tion and 3.6% by some unknowr, medication.*

A comparison of the pa rents' and tcadhers' reports abr)at the :noses of treatment

Of hyperactive children shows rather large differences. Although for both stimulant

medica_con is reported as dhe most frequent medical treatment; the parents fL;ort

it i.h 860 of the cases the teachers in Sq% ef the cases; Similarly; behavior

Ticidification is reportel parents in SO% 7-1F the cases; but only _Ln 7% of the cases

teacers. Assuming: that the teachers and parents are largely reporting about the

* adc up to more
one kind oc trement.

4
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same children, the teachers do not know what the parents know about the treatment of

the hyperkinetic children in their classrooms.

When the telr-hers were asked many children in the' classes they believed

eihibited th- -,orls of the hyperkinetic child behavior rome; teachers stimated

_that 8..5% .(5L: ..,ildren) did so. This may indicate that LiT,a' preva_ence in elementary

schools of diagnosed hyperkinesis may rise in the near future; if the teachers'

perceptions are accurate. If they are not accurate, then the teachers' perceptions

of the prevalence of hyperkinesis; or potential hyperkinesis, which is almost doUble

that of diagnosed hyperkinesis as reported by the teachers and two and one-hdIf times

the reported prevalence by parents, reveals the need for teacher training in this

area; since a child so regarded by his/her teacher, even if not diagnosed, may be

treated in educationally and interpersonally inappropriate ways.

Fortunately; there is an external check on the validity of the teachers'

perceptions. IncIudei in the questionnaire to parents was a behavior rating scale

designed tp discriminate behavior which may b diagnosed hypevkiletic (Conners

Test for hyperkinesis-- Parent Form); A twent:i :ivF percent sampling of parental

report f; of their children's behavior was tabuIa.ced. These data revFal that 7.8%

of the school child population of the Winchell and Vine Schools have symptoms of

hyperkinesis as reported by their parents. For Winchell School it is 8.5% and

or Vine School it is 7.3%.

These data indicate that the perception of diagnose . hynerk:::-esis of the

school teachers is somewhat higher than the parental behavior reports, but much

closer than the prevalence rate provided by the parents. (This indlcates a possibia

rise in the diagnosis and treatment of hyperkinesis for children in the Kalamazoo

8; of System if these data arc: genc7aIizabIe.)



TABLE I

;:ionnaire Return_ Rate for Parents

Return Rate

Percent

Vine 188 58

Winchell 219 67

Not Identified 2

Total 409 63

TABLE II

Questionnaire Retu-m Rate for Teachers

Return Rate

Percent

Teacher
Questionnaires 22 67
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TABLE III

Parents' Report of Prevalence of Diagnosed Hyperkinesis

Prevalence

Percent

Vine 7 3.7

Winchell 7

Total 14 3.4

TABLE TV

Parents Report of Proportion of Schooi Children
Treatedith_Stimulant Medication

Children Treated_

Percent

Vine 7 3.7

Winchell 5 -.3

Total 12 2.9



Dg

TABLE V

Parents Report Prevalence of Modes of Treatment
For Children Diagnosed_a.s _Hyperkinetic_

Type of Treatment Vine and Winelell
N Percent N

Vine
Percent

Winchell
N Percent

Stimulant Medication 12 85.7 7 100.0 5 71.4

Behavior Modification 7 50.0 3 42.8 4 57.1

Counseling 7 50.0 4 57.1 3 42.8

Special Diet 3 21.4 1 14.3 2 29.0

Non-Stimulant Medication 6 42.8 3 42.8 3 42.8

Megavitamin Therapy

Psychiat..ic Treatment

TABLE VI

Teacher Estimatc:3 of Children in Their Classroom
Diagnosed as Hyperkinetic

School Teachers N Percent

VrIc 2nd Winchell
leachers 28 4.3



TABLE VII

Teacher Report of Prevalence of Modes of Treatment
e- s UM lb

ype of Treatment Percent

Stimulant Medication 15 53.6

Behavior Modification 2 7.1

Counseling 10 35.7

Special Diet 2 7.1

Non-Stimulant Medication 1 3.6

Psychiatric Treatment 1 3.6

Remedial Instruction 20 71.4

Medication Unknown 1 3.6

Megavitamin Therapy

D9



TABLE VIII

D1O

Teachers' Estimates of How Many Children Exhibit Hyperkinetic Symptoms

School Teachers N Percent

Vine and Winchell 55 8.5

TABLE IX

Estimate of Prevalence_of Hyperkinesis:
Parent/Parental Form

Conners Test

Conners Estimate

Both Vine _&
Winchell Vine Winchell

Sample Size 102 47 55

# of Cases 8 4 4

7.8 8.5 7.3

2J
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Quality Control Interviewers
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PROCEDURES FOR QUALITY CONTROL

1. Dr. Bosco, Dr. Robin, and Jack Halteman will supervise one group consisting

of seven (7) interviewers each.

2; Interview review procedures:

a. first interview to be reviewed from beginning to end.

b. next two int-rviews to be reviewed intensely (2/3 to 1/2 of the interview).

c. after first week three interviews per week will be reviewed; Focus will

be on key points in the interview schedule:

Parent and Teacher Interviews

1) first section: introduction--3 or 4 questions

2) events and process--all

3) assessment of problem--all

4) role (parent; teacher, physician)--beginning and end

5) attitude (general)--all

6) specific beliefs -= 3 or 4 questions

7) last question on specific be3iefs

Child Interviews

1) first section--awareness of medication

2) second secrion--first 2 questions (procedure)

3) third section--all (nature of problem and treatment)

4) fourth section--questions 1 and 2 (events and process)

5) fifth section-{s%lf-esteem scale)--all

3. For each interview, reviewed questions will be coded in the following

manner:

Code Definition

1. Correct Question Asking Interviewer reads question either exactly
as printed on the questionnaire or with
minor modifications which do not alter
the frame of reference
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Code Definition

2. Incorrect Question Asking

E2

Interviewer either significantly alters
part of questioni_or omits part of question;
or replaces question with_own statement, or
reads question that should have been skipped.

3. Probes or Clarifies Interviewer either makes up in own words a
Non-Directively probe which is non-directive; repeats all or

part of either questioni or respondent's
answer in a non-directive manner; or confirms
frame of reference for respondent correctly;

4; Probes or Clarifies Interviewer either makes up a probe which
Directively is directive; repeats question or respondetit'S

answer incorrectly; gives a directive
introduction; or confirms a frame of
reference incorrectly.

5. Other Appropriate
Behavior

6. Other_ Itiapproptiat
BehaVicit

Interviewer gives either acceptable task=
oriented clarification or other appropriate
feedback;

Interviewer either interrupts respondent;
or gives personal opinion; or records responses
incorrectly on questionnaire.

7. Non=Recorded Activity Interviewer either omits a question, or there
is data missing.

8. Pace Interviewer conducts interview either too
Slowly or too rapidly;

4. Identification of Specific ProblemS: Corroboration of problem areas among

Dr. Bosco, Dr. Robin, and Jack Halteman.

5. Termination of interviewers who are patently incompetent.

6. Calling in of interviewers in cases of poor performance.

a) interviewer Self-identification of poor performance whenever possible.

b) if poor performance is not easily identified by interviewer, problem

areas will be discussed.

7. After interviewer hAS been_dalled in_fbr poor performance, her next two
interviews will -be intensely reviewed: If problem area(s) persist;
interviewer will be released.

8. Letters with positive feedback Sent during first and third weeks;

9. Interviewers must call -in each morning to Center for Educational Research;
WMU to verify scheduled interviews; check packets, battery checks; etc;

And for any instructions from ResearcherS.

10; Dr. Bosco will be responsible for the distribution of tapes for Quality Control;

293



Interviewer's Name

ay ID

E3

Routine Emergency
Review Interview Review (if_necessary)
(No. & initial)

NOTE: A circle around interviewer's name indicates that emergency Quality Control

is sought.
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April 11, 1977

INTERVIEW QUALITY CONTROL

1. Divide first interviews of each interviewer into three (3) groups,
one each for Robin, Halteman, and Bosco.

2. The entire interview will be monitored.

3. Each interview will be rated with the attached rating form. If the
interviewer is rated "discontinue", the interviewer will be termin-
ated after concurrence of one other person. If the interviewer
is rated "retrain", the interviewer will be contacted and the
problems discussed. No other interviews will be scheduled until
the retraining occurs. In such a case, the second interview will be
monitored as a first interview. If the interviewer is rated "minor
problem "; these will be discussed with the interviewer.

4. The second and third interviews will be monitored extensively--but
not word for word.

5. Subsequently; we will monitor two (2) interviews per interviewer per
week;



INTERVIEWER NAME AND NO.

REVIEWER

DATE OF INTERVIEW

E5

Major Minor
Problem Title Problem Problem Sectil

ASKS QUESTION INCORRECTLY

ReadS_Main stem of question as printed, but_modifies
or incorrectly reads any response categories in the
question (does not apply, therefore, to open
questions, since they do not have response categories.)

Either significantly alters main body or stem of
question while reading it, or reads only part of it.

Does not read question; but instead makes a state-
ment about the response he anticipates;

Asks a question which should have been skipped.

Other (specify)

PROBES OR CLARIFIES DIRECTIVELY

Makes up a probe which is di:ective, limiting, or
changing the frame of reference of either the
question or the potential response.

Either repeats question and/or response choices
incorrectly or gives incorrect summary of
respondent's response.

Either interprets question by rewording it or confirms
a frame of reference incorrectly.

Oyler (specify)



OTHER

PACE

E6
Major Minor
PrObleM _Problem Section

INAPPROPRIATE BEHAVIOR

Interrupts respondent.

Gives personal'opinion or evaluation.

Records response incorrectly or ittottildtely
on interview schedule.

Suggests answer to respondent.

Exhibits other unacceptable behavior%
(specify)

Omits question incorrectly.

Fails to probe after inadequate answer.

Other (specify)

iND VOICE INFLECTION

Conducts entire interview too slowly;

Conducts entire interview at right pace;

Reads questions in a wooden, expressionless
manner.

Reads questions with voice dropped, so that
they scund'like a statement.

Reads questions with inaudible voice.

Does not assume role of directing interviewer:

Other
0 (71,4



FAILS TO ACHIEVE AND MAINTAIN RAPPORT

Fails to put respondent at ease.

Major
Problem

E7

Minor
Problem Section

Fails to be friendly.

Communicates an "I only work here" attitude.

Other (specify)

OVERALL RATING

SECTION CODE:

Discontinue

Retrain

Minor Problems

OKiGood

13= Background
EV= Events, Process, & Role Behavior
SA= Specifid
A' Assessment
R= ROld

GA= General Attitude
SB= Specifid BeliefS
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QUALITY CONTROL OF INTERVIEWERS

A6_the qUality_and UsefUltieSS_Of the research data is so heavily dependent
upon the quality of the interviewing of subject, precise procedures needed to
be set up and implemented. One of the most important factors in this procedure
was the early concentration of reviewing of -the Jilt-et-views; For this processj_
a format was set_up outlining the -exact number of interviews to be reviewed and
the manner in WhiCh it ShOUld be dOnd. Dr. Bosco, Dt; RObin and Jack Halteman
supervised this process.

After the review of_the_initial interview, from beginning to end, the next
two interviews were reviewed at the rate of 1/2 to 2/3 of the entire interview;
From that point on, three intervies_per week were_reviewed, . with focus on key
points of the interview, as outlined in the procedure. These questions were
rated as to appropriate delivery by -the interviewer so as to achieve the most
accurate data with the least possible interviewer influence on responses.

Where problems were determined, interviewers were informed immediately so prob-
lems could be resolved as quickly as possible. In several cases, it was neces-
sary to terminate the services of the interviewer. In some cases, discussion and
retraining were sufficient to enable the interviewer to continue satisfactorily;

A comprehensive rating outline was constructed for use by reviewers,_which
specified the specific area in which a problem existedi such_as_incorrect phrasing
or altering of questionsi improper probing, inappropriate behavior or voice inflec-

tion. A weekly log was then maintained to make certain the proper number of inter-
views were reviewed and that any appropriate action was taken where deemed necessary,
such as emergency reviews or calling in of the interviewer for consultation with the

reviewer or researcher;

In the case of the physician interviews, it was determined by the co-researchers
that they would not be in a position to conduct all such interviews, They therefore
selected two individuals, with doctoral status, whom they felt would be the best
qualified for handling the rapport desired for these contacts.
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Parent Consent Form
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CONSENT TO CONTACT FORM

parent (or guardian)

of consent to the interview of

my child, his/her public school teacher of last year (1977-78 school year

and current physician. The child, teacher, and physician will be interviewed

about the same information contained in this interview.

Signature - parent or guardian
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Quality Control - Coding
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ORIENTATION

GI

BACKGROUND: To be preSented by researcher(s) and/or administrator. The
researchers are: Dr. Stanley S. Robin, Professor of Sociology and Director,
Center for Sociological Research, and Dr. James J. Bosco, Professor of
Education and Director, Center for Educational Research. The title of this
research is: Social Context of Stimulant Drug Treatment. It is jointly sup-
borted by the National Institute_of_ Mental Health and the U.S. Office of
Education, Bureau of Educationally Handicapped. Data have been gathered in
the Grand Rapids area through the cooperation and approval of the Grand Rapids
Public School System. The purpose is to explore the attitudes and beliefs of
teachers, parents and physicians, as well as the children themselves, about
hyperkinesis and its treatment.

CONFIDENTIALITY: It is important that all data involved in this project be
handled on a strictly confidential basis with all information remaining in
this room and not discussed outside nor among coders. The anonymity of all
subjects is essential. There must be no conflict with the Human Subject
Committee requirements and DREW regulations covering research involving human
subjects. This is a primary requirement of people involved on all levels of
this project.

ACCOMPLISHED-TO-DATE: Questionnaires were mailed to parents of all children
in 30% of the Grand Rapids Schools, and also to teachers. All the question-
naires were coded and put into the computer for print-out on data sheets.
From these returned questionnaires, 216 cases were determined to be positive
(diagnosed hyperkinetic). Interviews were then -set up_ with the parents -and,
where consent obtained from the_parents, with the tearhers, children and
physicians. All but a few physician_interviews_have been completed. We are
now ready to commence coding of the interviews (approximately 600).

()CALM-CONTROLAccuracy in coding cannot be stressed too stringently. It
is the link to proper analysis of the data. While we have some deadlines for
completion in mind, coding without error will save considerable time and money
in the long run. The nature of the work can be tedious but understanding of
the importance of your part in the total picture, and periodic short breaks,
can be valuable in accomplishing efficient coding. There will be accuracy
checks made on all coding to uncover problems and errors. An attempt will be
made to resolve same, but in case of continued poor performance, a coder will
have to be terminated.

PERSONNEL INFORMATION: Prior to commencing work; each coder should complete
either a P-016 (students) or P-006 (non-students) form; along with a proper
withholding statement. Keep the office advised of any change in address or
telephone number, or hours available;

(Orient. 3/78)/
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G2

DATA SUPERVLSIDIK: The coding supervisor will be responsible for all interview
packets removed and returned to thefiles; making very certain that the numbers
are in proper order and the proper data are inside the packets. The supervisor
Will also Check the folders for the mark sense sheets for the proper information
and contents. There -will be a check list on the inside of each folder; Coding

questions should be directed to -the research administrator for resolution by her

or researchers. A record of all problems and resolutions should be maintains

______otyAlTy CONTROL:, Mark sense sheets will be reviewed on a regular basis by the
office staff and researchers to spot problem coding. Steps will be taken to
correct problems with release of a coder if necessary. Ihitially, the first
3 interviews completed by each coder should be in turn coded by someone else

and then compared;

I. Check for differences, resolving the following errors:

1. Mechanical.
2. Improperly resolved anomoly; should have questioned.
3. Inadequate code; code book change required.

II. Where coding in agreement, check at least 4 items on each interview
page (or 8 per pair).

III. Note whether marks made properly and erasures adequate.

After 10-15 interviews have been coded, make a trial run through computer. This

will possibly uncover any further required changes in the coding process.

At this point, it will most likely be sufficient to review one out of every four

interviews coded.

STORAGE: All interview packets will be kept in cabinets in the Social Psych.
Lab, room 2208A, and locked at all times when not in use. They are to be filed

numerically by mast set number with each related interview (parent, teacher,

child, physician) fastened together with a rubberband. The mark sense sheets

will also be stored in these file cabinets. They will be filed in folders and
kept in numberical order by the mast number which will be inscribed on each

applicable folder tab. The room must be locked at all times.

The research administrator will be responsible for the carrying out of the

foregoing procedures.
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Set Type Time 2nd

QUALITY CONTROL

CODING OF INTERVIEW SCHEDULES
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curacy, evaluation ability, speed



CODER EVALUATION FORM

NAME DATE

REVIEWED BY

RELIABILITY:

G4

SPEED:

ACCURACY:

COOPERATION:

ABILITY TO LEARN QUICKLY/
UNDERSTAND THOROUGHLY:

FOLLOWS INSTRUCTIONS:

INSIGHT/CRITICAL?

COMMENTS:

RECOMMENDATION FOR FUTURE EMPLOYMENT:
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CODING PROCEDUUS

I; Basic Process (see flow chart)

A. Coding
1. Interviews are pulled in order designated by phase master list (A).
2. Supervisor goes through each interview and resolves any unusual

problems, recording resolutions in the margins of the interviews
and in the problem log (B).

3. Interviews are then given to the coders and recorded on packet
check list (C) . Returned packets are checked in on (C).

Problem resolution
1. Coders record any coding problems on the coder problem sheet (B1),

which remains with the interview packet until the mark sense sheets
are filed: The coder plob. sheets are than filed in the coders ind.
file

2. Co.'ed interviews with problems are placed in drawerlb (single-coded)
or drawer 4b (double coded).until such time as they can be resolved.

3. ReSolutions are recorded in problem log (B), in the interview margin,
on the coders problem sheet (B1). Codebook changes are recorded
on the codebook change form (D). Changes are done in all codebooks
prior to coding the following day.

4. ProblemS that can't be resolved by coding supervisors are tagged
with an orange card and Ann is contacted. The packet is placed
in drawer lc, labeled "problems for Ann". Those that seem particularly
unusual remain in the drawer until the next meeting of the minds.

5. When problems are resolved and resolutions have been recorded
the packet iS placed in one of three places:
a. drawer 2b -- to be double coded
b. shelf 613 =- to be quality checked (single coded)
c. shelf 3b -- to be quality corrected on the overhead projector

prior to double coded quality checking.

C. Quality Control
1. Single Coded

Quality checker goes through the interview and mark sense sheets
page by page, looking for problem questions and possible paces for
error. A minimum of eight questions are checked on each sheet.
Errors are recorded on the quality control sheet. (E)

2. Double coded
a. The two sets of mark sense sheets are compa red on the over-

head projector. Discrepancies are circled in red pencil.
interviews are placed in drawer 5b -- to be quality checked.

b. circled columns are looked up in the codebook and interview
and the proper code is determined, and marked on the m.s. sheets.
Errors are recorded on (E).

D. Re-filing
1.- checked interviews are refiled in cabinets.
2. Mark sense sheets are filed in appropriate folder in drawer 2a.

and recorded on sheet (F) in the file.
The final column on check liSt (B) is filled in:
Valid date= mss filed
Q /and date = mss used for quality check and have been discarded.
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LI; Special Situations

Wierd file

Any unusual situations to be taken into consideration are recorded on

an anomoIie sheet (G) and placed in the wierd file in drawer 2A.

On occajsion; an interviewer's lengthy statedent is xeroxed and placed

in the file.

B. Doctor role questions

1. In order tc code phys. role questions in a consistent manner, a

cross referenced physician liSt was formulated; listing all

treated kids' set numbers, phases_ etc.

2. A physician role question prob. sheet was devised. (11). One

set of double coded role questions was determined as the master.

problem resdautions from the master were recorded in the problem

log (B) and on CH). The maSter mark sense sheets are traced or

copied instead of recoding each set of role questions individually.

Reclassified and Misclassified interviews

When the interview classfiEation does not coincide with the interview

schedule used bythe interviewer, it is recorded on the "Interview

schedule anomoIies II chart poSted on the wail: Cases are cross referenced

on to the appropriate interview phase coding lists (A).



INTERVIER CODING LIST

PACKETS FOR CHILD TERMINATION

TANILL-NtaaER CHILD NUMBER PHASE

ST

ST

'SPT

SPT

SPT

ST

ST

ST

SPT

ST

SPT

SPT

SPT

NT

SPT

ST

SPT

SPT

NT

ST

SPT

ST

ST

ST

SPT

03 8
SPT

0065 173

0066 170

0069 210

0070 283

0071 145

0075 345

0077 309

0079 284

0081 227

0084 356

0089 190

0090 130

0094 184

0101 365

0102 310

0103 262

0105 148

0107 182

0115 269

0117 451

0120 135

0121 -150

0123 329

.0125 176

0127 399

0128 352
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RECORD OF CODING PROBLEMS

INTERVIEW SCHEDULES

Date Set // C;B; Ref; Int; Ref; Problem Solution

Res,

By

C,B,

Cor.



Coder

Type Interview

CODING VESTIONS

l[t Code Book
V r

Started

Finished

Date

Coding.

Orig. QC

Interview
Page Item ProbleM

Proper
Code
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CHECK LIST

INTERVIEW PACKETS AND FOLDERS

DATE CODER
SET # TYPE PACKETS FOLDER

ORIG QUAL ; INTERVIEW TIME OUT TIME IN COMPLETI

- -

. . .

.

_

___ ._ . _ _ _. _ ____

_

.........

___

. .

..

_..

.

_31.3.......

....._ . _ ____......____

. ,-



Interview Type:

CODE BOOK CHANGES

Gil

Date
Originated

het /
Code Book
iRage-Col- Change to be Made

Date
Changed C.B. No

-3 4.-



ate

Name

QUALITY CONTROL

CODING OF INTERVIEW SCHEDULES

;Interv.:Coding Orig./ Rev.:
Set / Type Tithe 2nd c By :COMMENTS: Accuracy; evaluation ability,
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NOMOLIES
Phase:

Problem J Resolution
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Physician:

CODING QUESTIONS

Children: Name

Date:

Set 11

G14

Phase

.01

:t #
m #

Code Book
Pa _e Col. Sheet

Interview
Pa .e Item Problem

Prof
Co(

1

1

1

1

I

I

1

1

1

.

1

1

1

1

1
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Appendix

Interviewer Oath of Confidentiality



HI

This is to certify that I

will comply with the Federal guidelines and hold confidential all information

about and from Human Subjectt as an interviewer in the Social Context of

Stimulant Drug Treatment research.

I will not divulge the identity of the Human Subjects, will keep confi-

dential all statements made by the interviewees, and will hold confidential

information at the interviewees. All information which is part of the

interviewer's materials, i.e. interview schedules and all supplementary

materials, Confidential Fact Sheet, and audio tape, will be kept secure and

protected from access from all but the principal investigators and their

designees. I will Surrender these materials upon request of the principal

investigators, or their agents, at the designated time and place.

Legal Signature
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Page Twenty Four KCMS Bulletin

level of citizenship responsibility."
He said he favored a mandated health care insurance for every-

one with government paying for the "same ticket" for the un-
fortunate and needy. In addition to comments about government
health care, he contended that the national welfare system needs
to be totally overhauled.

"Physicians must be active to help decide what to do for whom,
when and where," he advised.

Doctor Roy, who did his obstetrics-gynecology residency at
Detroit General Hospital, is a former vice-speaker of the Kansas
Medical Society House of Delegates.

MSMS Department of Communications

NATIONAL INSTITUTE OF MENTAL HEALTH AND
OFFICE OF EDUCATION AWARD LOCAL RESEARCH
ON THE TREATMENT OF HYPERKINETIC CHILDREN

A research entitled; "Social Context of Stimulant brag Treat-
ment" sponsored by the National Institute of Mental Health and
the U.S. Office of Education is currently being conducted in the
Grand Rapids area The researchers; Professor Stanley S; Robin
and James J. Bosco of Western Michigan University are working
with the Grand Rapids Public School System with Donald F;
Waterman; M.D. and Dr. Edward Birch; Associate Superintendent
for Special Education as consultants.

The purpose of the research is to specify the relationships
among parents, teachers; and physicians in the treatment of hyper-
kinetic children with stimulant medication. The researchers will
interview a sample of children in the Grand Rapids Public School
System Who are or were on a stimulant medication; their parents,
teachers, and physicians. All interviews will be collected with the
written consent of the parent-4 and all information will be kept
confidential.

The topic of the treatment of hyperkinetic children with stiinu-
lant medications has been a controversial and volatile topic. While
there has been a considerable body of research on the nature of
the condition and on the efficacy and toxicity of the treatment,
there has been little; if an calm objective research on the ways in
which physicians; parents; and teachers interact and function to-
gether in the treatment of the hyperkinetic child; This research
will explore the treatment of hyperkinetic children with stimulant
medications from the perspectives of the parents; teachers; and
physicians.

The researchers may be reached at 1-800-442-4255;
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Table 5.1

Responses of Grand Rapids Parents; Teachers and Physicians

About Processes of Problem Recognition for Hyperactive Children in Their Care

Parents Teachers Physicians
(n = 12) (n = 12) (n =-10)

Items and Responses

Who first brought up the idea that child has
a learning or behavior problem?

Child's mother

Child's teacher

Child's father

Other school personnel

Former teacher

Child's mother/father

Child's mother/father/teacher

Teacher/other school personnel

Child's mother/teacher

Other

Don't know

Missing data

2

5

1

Did you (parent, spouse, teacher, doctor) suspect
any problem before this time?

Yes 5

No 5

Missing data 2

Who first brought up the idea that child needed
professional help because of his/her problem?

Child's mother 4

Relatives 1

Teacher 2

Mother/father 1

Other school personnel 1

Other 2

Missing data 1

18.18

45.46

8.33

25.00

8.33

3

1

1

30.00

10.00

10.00

9.09 1 8.33 1 10.00

9.09 1 8.33

9.09 1 10.00

1 10.00

1 8.33

2 20.00

9.09

4 33.33

50.00 3 25.00 2 20.00

50.00 75.00 8 80.00

36.36

9.09

18.18

9.09

9.09

18.18

Did you make the decision that the child needed
help because of his/her problem?

Yes 5 41.67

No 7 58.33



Table 5.1( ) J2

Items and Responses

Parents Teachers Physicians

(n = 12) (n = 12) In = 10)

f f f

If no, did you take part in the decision to

seek help for the child?

Yes

No

Who first brought up the idea that child needed

medical help?

2

5

28.57

71.43

"

Child's doctor 1 9.09 1 10.00

Child's mother 4 36.36 3 30.00

Child't teacher 1 9.09 1 10.00

Other school personnel 1 9.09 2 20.00

Profestional diagnostic organization 2 18.18

Mother/father 1 9.09

Other 1 9.09

Father
1 10.00

Mother/teacher
1 10.00

Don't know
1 10.00

Missing data 1

Did you make the decision to contact the doctor

for medical help?

Yes 1 8.33

No 11 91.67

Did you contact the doctor for help?

No 12 100.00

Were you the first person to bring up the idea

that jehild needed medical help?

Yes
1 8.33

No 10 83.33

Don't remember 1 8.33

Did you contact child's parents for help?

Yes
10 83.33

No
2 16.67



Table 5.1(b)

Parents Teachers Physician
(n = 12) (n = 12) (n = 10)

Items and Responses

Did you go to any other source inside or outside
the school system for help for the child?

Yes

No

Did you provide help for the teacher at the
pre-diagnostic stage?

9 75.00

3 25.00

Yes 3 37.5

No 5 62.5

No pre-diagnostic stage 2

Did you provide help for the parents at the
pre-diagnostic stage?

Yes 4 50.01

No 3 37.51

Don't remember 1 12.51

No pre-diagnostic stage 2



Items and Responses

Parents
(n = 42)

Teachers Physicians
(n = 37) (n--=. 37)

How often is child seen for a check=up
for his medication?

Once a month 4 9.76 2 6.67

6-11 times a year 1 2.44

2=5 times a year 18 43.90 8 26.67
Once a year 16 39.02 14 46.67
Over 2 years between visits 1 2.44 1 3.33

Over 1; less than 2 years 4 13.33

Other 1 2.44 1 3.33

Missing data 1 7

Do you conduct periodic examinations of
child to monitor treatment?

Yes 25 78.13

No 7 21.87

Missing data 5

If yes, how are periodic examinations
scheduled?

Doctor schedules 17 68.00

Doctor contacts parent 2 8.00

Parent requests prescription refill 4 16.00

Parent thinks necessary 2 8.00

How do you know when it's time to go to the
doctor for a checkup?

Doctor schedules 10 24.39

Doctor contacts 3 7.32

Respondent requests prescription refill 14 34.15

Respondent thinks necessary 10 24.39

Doctor contacts/respondent requests
prescription refill 2 4.88

Respondent request prescript refill/
respondent thinks necessary 2 4.88

Missing data 1



Items and Responses

Has respondent or spouse had special visits
with child's doctor because of problems or
difficulties connected with the hyperactivity?

Yes

No

Missing data

If yes, how many of these special visits in
the past yea?

16

25

1

39.02

60.98

One 6 37.50

Two 3 18.75

Three 3 18.75

Four 1 6.25

None 3 18.75

Does the parent provide the-doctor with
information to help him determine if_ the

medication has sidt effects for child/does

'the doctor use the information from home to

help in such determination?

Yes 36 87.81 29 93.55

No 5 12.19 2 6.45

Missing data 1 6

Does the teacher provide the doctor with in-
formation to help him determine if the medi-

cation has side effects for child/does the

doctor use the information from school to

help in such determination?

Yes 7 19.44 23 76.19

No 29 80.56 8 25.81

Missing data 1 6

Does the teacher provide, or the doctor obtain

directly from the teacher, information in order

to evaluate child's treatment?

Yes 7 19.44 16 50.00

No 29 80.56 14 43.75

Don't remember
2 6.25

Missing data 1 5

330
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Table 5.2(b)

Parents Teachers
(n = 42) (n = 37)

:Items and Responses f %

Physictans
(n = 37)

If yes, what type of information was obtained?

Written description 2 14.29

Verbal description 7 50.00

Written responses to specific questions 1 7.14

Evaluation (other professional school
personnel) 1 7.14

Other 3 21.14

Missing data 2

What kinds of tests and procedures were employed
for the child's check-up?

Neurological tests 2 6.25

Routine physical 9 28.13

General observation 1 3.13

Psychological tests 1 3.13

Neurological tests/routine physical 7 21.88

Neurological tests/history 1 3.13

Routine physical/general observation 3 9.38

Routine physical/blood work 1 3.13

Routine physical/history 1 3.13

Neurological tests/routine physical/history 4 12.50
Routine physical/pshchological tests 1 3;13

Other 1 3.13

Missing data 5

Does the parent provide the doctor with
information to help in maintaining a dosage
level of.medication for child/does the doc-
tor use the information from home in such
determination?

Yes 34 82.93 28 90.32

No 7 17.07 3 9.68

Missing data 6

Does the teacher provide the doctor with
information to help in maintaining a dosage
level of medication for child/does_the doc-
tor use the information from school in such
determiration?

Yes 6 17.14 19 61.29

No 29 82.86 12 38.71

Missing data 2 6

331



37

Table 5.2(c)

Items and Responses

Parents Teachers Physicians
(n = 42) (n = 37) (n = 37)

f % f

Does the teacher provide information about
changes in child's behavior to help evalu-
ate medication treatment/does the doctor
use the information from the teacher in such
evaluation?

Yes

No

Missing data

Was information obtained from other sources
(school officials, scout leaders, relatives,
etc.) about changes in child's behavior after
medication was started?

5

31

1

Yes 32 78.05 17

No 9 21.95 18

Missing data 1 2

How often do the parents and teachers have
meetings with each other to check up on how
things are going with the child?

Once a year 2 4.88 2

Couple times a year 9 21.95 5

3-4 times a year 8 19.51 9

5-6 times a year 7 17.07 2

7-11 times a year. 3 7.32 1

Once a month 3 7.32 3

Mort than once a month 5 12.20 10

When teacher calls 1 2.44

When respondent thinks it is time 1 2.44

Other 2 4.88 1

leacher thinks necessary/parent requests 1

Never 1

Missing data 1 2

Does parent provide, or doctor use, infor-
mation about child's behavior at home to
evaluate treatment?

Yes 37 92.50

No 3 7.50

Missing data 2

332

% f %

13.89 27 87.10

86.11 .4 12.90

6

48.57 7 22.58

51.43 24 77.42

6

5.71

14.29

25.71

5.71

2.86

8.57

28.57

2.86

2.86

2.86

31 100.00



J8
Table 5.2(d)

Parents Teachers Physicians
(n = 42) (n = 37) (n - 37)

Items and Responses f % f %

In the past year, how many meetings have there
been between the parent and teacher to discuss
how things are going?

None 1 2.44

1 3 7.32 3 8.57

2 11 26.83 4 11.43

3 13 31.71 8 22.86

4 2 4.88 8 22.86

5 1 2.44 3 8.57

6 3 7.32

7 1 2.44 1 .2:86

8 3 7.32 1 2.86

9 '1 2.44

10 3 8.57

12 2 5.71

14 1 2.44

15 1 2.86

67 1 2.44

98 1 2.86

Missing data 1 2

On the average, how often during the year
does the teacher meet with the parents of
all of the children in his/her class?

2 20 60.61

3 9 27.27

4 3 9.09

8 or more 1 3.03

Missing data 4

Is information provided to the teacher about
the child's condition and treatment to help
the teacher do a better job in working with
the child in the classroom?

Yes 39 95.12 9 28.13

No 2 4.88 21 65.63

Don't remember 2 6.25

Missing data 1 5

333



Table 5.2(e)
J9

Items and Responses

Parents
(n = 42)

Teachers
(n = 37)

Physicians
(n = 37)

f %

Has the parent; spouse,_doctor consulted with
new teachers at the beginning of the school
year to help them relate to and teach child?

Yes 35 85.37 5 16.13

No 6 14.63 25 80.64

Don't remember 1 3.23

Missing data 1 6

Does parent serve as a channel of information
between teacher and doctor?

Yes 31 75.61

No 9 21.95

Don't know 1 2.44

Missing data 1

If yes, is the information usually spoken or
written?

Spoken 24 80.00

Written 1 3.33

Both 5 16.67

Missing data 1

Has the medication been stopped on a trial
basis to see if the child still needs it?

Yes 32 76.19 8 22.22 19 61.29

No 10 23.81 28 77.78 12 38.71

Missing data 1 6

Has parent suggested to the doctor that
medication be discontinued on a trial basis
to see if child still needs it?

Yes 13 30.95

No 29 60.05

Has teacher suggested medication be stopped
on a trial basis to see if child still needs
it?

Yes 5 13.51

No 32 86.49

334



Table 5.2(f)
310

Items and Responses

Parents Teachers Physicians
(n = 42) (n = 37) (n = 37)

f % f % f

Has parent requested of the doctor that
medication for child be ended?

Yes 3 7.14

No 38 90.48

Don't remember 1 2.38

Has teacher requested that medication for
child be ended?

Yes

No

335
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Table 5.3

Responses of Grand Rapids Parents, Teachers and Physicians

About Adjunctive Therapy for Hyperactive Children in Their Care

Jil

_ Types of Adjunctive Therapy
That Wert Currently or Previously Used

Parents_
(n = 48)

f

TeadherS
(n = 36)

f

Physicians
(n = 26)

f

Types of adjunctive therapy that were
currently or previously used:

Counseling 14 29.14 8 22.22 9 36.00

Special diet 5 10.42 1 2.78 2 8.00

Changes in ways of reacting to child 6 12.50 2 5.56 1 4.00

Psychiatric treatment 4 8.33 1 2.78 2 8.00

Special education 7 14.58 5 13.89 6 24.00

Changes in home life 14 29.17 8 22.22 5 20.00

Changes in classroom procedures 12 25.00 16 44.44 2 8.00

Counseling for parents 5 10.42 3 8.33 4 16.00

Behavior modification 6 12.50 13 36.11 2 8.00

Other 8 16.67 10 27.78 6 24.00



Table 5.4

Responses of Grand Rapids Parents, Teachers and Physicians

About Processes of Diagnosis for

Initiation Phase of Hyperactive Children in Their Care

J12

Items and Responses

Parents
(n = 12)

Teachers
(n = 12)

Physicians
(n-1.10)

f %

Were you informed of the child's diagnosis?

Yes 10 83.33 11 91.67

No 2 16.67 1 8.33

If yes, by whom?

Doctor 7 70.00 1 9.09

School psychologist 1 10.00 1 9.09

School social worker 1 9.09

School nurse 1 9.09

Parent 3 27.27

Other professional 1 10.00

School social worke=r school psychologist 1 9.09

Parent/other 1 9.09

Teacher/school psychologist/principal 1 10.00

Principal/parent/counselor 1 9.09

Missing data 1

Did the parents and doctor discuss the details
and meaning of the child's diagnosis?

Yes 8 72.73 9 100.00

No 3 27.27

Not diagnosed 1

Missing data 1

How long (number of minutes) was the doctor's
visit during which the diagnosis was made?

10 min. 1 9.09

12 min. 1 9.09 1 12.50

20 min. 2 18.18 3 37.50

22 min. 1 9.09

30 min. 3 27.27 1 12.50

37 min. 1 9.09

45 min. 1 9.09 1 12.50

90 min. 1 12.50

Can't remember/don't know 1 12.50

Other 1 9.09

Mincina data/nn diaannnin 2



Table 5.4(a) J13

Items and Responses

Parents Teachers Physicians
(n = 12) (n 12) (n = 10)

f f f

Did you arrange a consultation with other
medical specialists?

Yes 20.00
No 8 80.00

Did you talk with the teacher about the child's
behavior and learning in school to arrive at a
diagnosis?

Yes 1 11.11
No 8 88.89
Not diagnosed 1

Did you request samples of child's school work,
test results, observations, anecdotes or written
reports from the teacher to help you make the
diagnosis?

Yes 4 40.00

No
50.00

Don't remember
10.00

Did the doctor_ receive samples of child's school
work, test results, observations, anecdotes or
written reports from the teacher to help you make
the diagnosis?

Yes
7 58.33 2 20.00

No-
5 41.67 7 70.00

Don't remember
1 10.00

Did you talk to the doctor about the child's
behavior at home?

Yes 8 66.67
No

3 25.00
Don't remember

1 8.33

Did the parent suggest the child might be
hyperactive before the doctor made the
diagnosis?

Yes
7 63.64 2 22.22

No 3 27.27 4 44.44
Don't remember

1 9.09 3 33.33
Missing data 1 1

338



Table 5.4(b)
314

Items and Responses

Parents Teachers Physicians
(n = 12) (n = 12) (n = 10)

z

Did you suggest that child might be hyperactive
before the doctor made the diagnosis?

Yes

No

Did you explain the child's diagnosis to other
members of the family who were old enough to
understand?

Yes 6 75.00

No 2 25.00

No other family members 3

Missing data 1

Did you tell, members of the school system about
the child's diagnosis?

Yes 12 100.00

2 16.67

10 83.33

Did you conduct or have conducted any tests or
other diagnostic or evaluative procedures in
order to develop an understanding of the nature
of the child's condition?

Yes 1 8.33

No 11 91.67

Did you talk with the doctor about the child's
behavior and learning in school?

Yes 1 8.33

No 11 91.67

Did you record the medical diagnosis in child's
cumulative record?

Yes 1 9.09

No 10 90.91

Missing data 1

Did you communicate child's medical diagnosis to
others in the school system?

Yes 7 58.33

No 5 41.67

339



Table 5;4(c) 515

Items and Responses

Parents
(n = 12)

Teachers
(n = 12)

f

Physicians
(n = 10)

f %

Were the teacher or other school personnel
helpful in arriving at the diagnosis?

Yes

No

8

4

66.67

33.33

40.00

60.00

Did the teacher and doctor discuss the details
and meaning of the child's diagnosis?

Yes 2 16.67 3 33.33

No 10 83.33 5 55.56

Don't remember 1 11.11

Not diagnosed 1

Did_you discuss the details and meaning of
child's diagnosis/condition with child?

Yes 7 63.64 6 50.00 5 50.00

No 4 36.36 6 50.00 4 40.00

Don't remember 1 10.00

Missing data 1

Did the parents and teacher, or any other
members of the school system, talk about the
details and meaning of child's diagnosis?

YeS 8 72.73 5 41.67

No 3 27.27 7 58.33

Missing data 1

If yes:do you feel that your discussion with
the teacher or other school personnel helped
you understand more about child's condition
or school situation?

Yes 6 85.71

No 1 14.29

Missitig data 1

When child was being diagnosed, did you
request consultation with one or more
specialists in addition to your doctor?

Yes 3 27.27

No 8 72.73

Missing data 1

340



Table 5.4(d) 316

Items and Responses

Parents Teachers Physicians
(n = 12) (n = 12) (n = 10)

f f f

Did you discuss the nature of child's
condition with the class?

Yes

No

341
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Table 5.5

Responses of Grand Rapids Parents, Teachers -and Ohysictans

About Processes of Medication Treatment for Initiation Phase of

Hyperactive Children in Their Care

317

Parents Teachers Physicians
(n = 12) (n = 12) (n = 10)

Items and Responses

Did you recommend use of medication?

Yes

No

Don't remember

Missing data

If yes, was it a specific medication?

Yes

No

Whose decisi4 was it to use medication treat-
ment for child?

Doctor

Parent

Teacher

Doctor/parent

Doctor/Parent/teacher

Other

Don't know

Missing data

Did you explain to household Members old enough
to understand why child is taking medication?

Yes

No

Did you tell the teacher, others, in the school
system, that child was being treated with medi-
cation?

Yes

No

Don't remembei.

Missing data

4

6

1

1

36.36

54.55

9.09

2

10

16.67

83.33

2 50.00 1 50.00

2 50.00 1 50.00

4 36.36 5 41.67

3 27.27 3 25.40

1 9.09

1 9.09 2 16.67

1 9.09

1 9.09 1 8.33

1 8.33

1

8 66.67

4 33.33

6 54.55 8 66.67

45.46 4 33.33 9 90.00

I 10.00

1

342



Table 5. (a-)
318

Parents Teachers Physicians
12) (n = 12) (n = 10)

Items and Responses f f %

Did you record in child's cummulative record
that he/she was being treated with medication?

Yes 2 16.67

No 10 83.33

Were any other means of dealing with child tried
before medication was begun?

Yes 8 72.73 8 66.67 3 30.00

No 3 27.27 2 16.67 6 6U.00

Don't remember 2 16.67 1 10.00

Missing data 1

Was there any predisposition'on the part of any

adult in child's life to treat him/her with

medication?

Yes
4 40.00

No
5 50.00

Don't remember 1 10.00

Did you tell the teacher the child was being

treated with medication?

Yes 11 100.00 1 10.00

No
90.00.

Missing data

Did you talk to child about what medication is

supposed to do for him/her?

Yes 11 100.00 4 33.33 60.00

No
66.67 40.00

Missing data 1

Has there been any change in the medication
treatment of child since treatment began?

Yes 6 50.00 3 25.00

No 6 50.00 8 66.67

Don't remember 1 8.33

Do you give child's pill to him/her each time

it is taken at home/school?

Yes 9 81.82 1 8.'33

No 2 18.18 11 91.67

Missing data



Table 5 ;5(b)
J19

Items and Responses

Parents
(n = 12)

f %

Teachers
(n .-- 12)

f %

Physicians
(n = 10)

f

Where is medication kept at home/school?

Medicine cabinet 1 11.00

Kitchen 8 88.89

Doesn't take at school 3 27.27

Nurse's office 2 18.18

Child's possession 2 18.18

Teacher's possession 1 9.09

Don't know 3 27.27

MiSsing data 3 1

Did you adjust or change the dosage_or time
when child takes his /her medication?

Yes 5 41.67 1 8.33

No 7 58.33 11 91..67

Did you talk to child's parents about what the
medication you prescribed for child is supposed
to do?

Yet 10 100.00

Do you know who sees to is that child takes
his/her medication at school?

Yes 7 87.50

No 1 12.50

Doesn't take at school 3

Missing data 1



Table 5.6 320

Responses of Grand Rapids Parents, Teachers and Physicians

About Psychological and Social Support for Hyperactive Children in Their Care

Parents Teachers Physicians

Items and Responses f f f
Has the teacher or doctor attempted to
provide child's parents with suppOrt
and reassurance about their child?

Yes

No

Don't remember

Missing data

(n = 93) (n =115)

85

7

1

92.39

7.61

79

10

4

22

84.95

10.75

4.30

Has the teacher expressed any frustra-
tions or feelings of difficulty to you
about teaching child?

= 182) (n = 115)

Yes 99 55.62 22 23.40

No 79 44.38 62 65.96

Not in school when medication
terminated 4

Don't remember 10 10.64

If yes, have you tried to help teacher
deal with these feelings?

(n = 99) (n = 22)

Yes 91 92.86 11 52.38

No 7 7.14 6 28.57

Don't remember 4 19.05

Missing data 1 1

Has child been teased or made fun of
because of taking medication? (n = 167) (n = 68) (n = 115)

Yes 25 15.06 6 8.96 2 2.17

No 135 81.33 59 88.06 45 48.91

Don't know/remember 6 3.61 2 2.99 43 46.74

Other 2 2.17

Missing data 1 1 23



J2I
Table 5.6(a)

Parents Teachers Physicians

Items and Responses

Has child been teased at home because
of his/her condition or treatment?

Yes

No

Don't know/remember

Other

(n = 182) (n 68) (n I; 115)

31 17.03

151 82.97

6

45

15

9.09

68.18

22.73

3

46

42

1

3.26

50.00

45.65

1.09

Missing data 2 23

If yes, have you done anything about it? (n = 31) = 6) (n = 3)

Yes 30 96.77 3 50.00 2 66.67

No 1 3.23 3 50.00 1 33.33

If yes, what has been done? (n = 30) (n = 3) (n = 2)

Nothing 2 6.45 3 50.00

Worked with child 2 6.45

Spoke to teaser 19 61.29

.Spoke to parents of teaser 2 6.45 2 33.33

Disciplined teaser 4 12.90

Worked with child/spoke to
teaser 2 6.45

Spoke to parents of child 1 16.67 1 50.00

Spoke to parents of child/
worked with child 1

--

50.00

Has child been teased at school because of
his/her condition or treatment?

Yes

No

Don't know

(n = 182) (n = 80) (n = 115)

54 30.51

114 64.41

9 5.09

22 27.50

58 72.50

1

44

45

1.11

48.89

50.00

Not in school when medication
terminated 3

Missing data 2 25

If yes, did you do anything about %t? (L- 54) (n = 22) (n = 1)

Yes 36 70.59 22 100.00 1 100.00

No 15 29.41

Missing data 4 25



Table 5.6(b)
J22

Items and Responses

Parents Teachers

f

Physicians

f

If yes, what was done?

Talked to teacher

(n = 36) (n = 22) (n s I)

13 36.11

Talked to principal 2 5.56 1 4.76

Talked to child 5 13.89 3 14.29 1 100.00

Talked to others in school
system 2 5.56

Talked to teacher/principal 6 16.67

Talked to teacher/child 5 13.89

Talked to teacher/others in
school system 1 2.78

Talked to child/teacher/prin. 1 2.78

Talked to/disciplined teaser 1 2.78

Changed routine of child 1 4;76

Talked to teaser 9 42.86

Talked to class 5 23.81

Talked to child/teaser 1 4.76

Talked to parents of child/
others in school system/teaser 1 4.76

Missing data

Do adults give child _a "hard time" because
he/she is taking medication? = 167) (n = 80) (h =_115)

Yes 13 7.78 2 2.53 2 2.20

No 154 92.22 73 92.41 48 52.75

Donq know 4 5.06 41 45.05

Missing data 1 24

If yes, what has been done? (n = 13) 2)

Nothing 1 7.69 1 50.00

Talked to adults 10 76.92 1 50.00

Talked to school personnel 2 15.39



Table 5.6(e)
J23

Items and Responses

Parents Teachers Physicians

f % f f

Has child had personal doubts or bad feelings
that seemed to stem from the use of medication? (n = 167) = 80) (n = 115)

Yes 28 16.87 13 16.25 4 4.35

No 134 80.72 57 71.25 69 75.00

Don't know 4 2.41 10 12.50 19 20.65

Missing data 1 23

If yes, have you helped the child deal with
these doubts and feelings?

Yes

No

Have you joined or attended'meetings of narents
to discuss problems and hold rap sessicns about
their hyperactive children? (n = 182)

Yes 38 20.88

No 144 79.12

Have you gotten together informally with other
parents of hyperactive children to share con-
cerns and information? (n = 182)

Yes 72 39.56

No 110 60.44

(n = 13)

12 92;31

1 7.69



Table 5.7

Responses of Grand Rapids Parents, Teachers and Fhysicians

About Attitudinal Context'for Hyperactive Children in Their Care

J24

Items and Responses

Parents Teachers Physicians

f %

Has child been treated unfairly because of
his/her diagnosis (n = 182) (n = 93) OrLt11§)

Yes 64 35.16 12 12.90 3 3.16

No 116 63.74 76 81.72 54 56.84

Don't know 2 1.10 5 5.38 38 40.00

Not applicable-not diagnosed 5

Missing data 26

If yes, who treated child unfairly? (n = 64) (n = 12) (n

Parents 2 3.17 3 25.00

Teachers 16 25.40 2 16.67 1 25.00

School personnel 5 7.94

Other children 21 33.33 6 50.00 2 50.00

Relatives 4 6.35 1 25.00

Adult friends/neighbors 2 3.17

Parents/other children 1 1.59

Teachers/school personnel 2 3.17

Teachers/other children 1 1.59

Teachers/relatives 1 1.59

Teachers/adult friends &
neighbors 3 4.76

Relatives/adult friends &
neighbors 1 1.59

Everyone 2 3.17

Mother 1 1.59

School personnel/other 1 1.59

Parents/teachIrs 1 8.33

Missing data 1



Table 5.7(a) J25

Items and Responses

Parents

f

Teachers

f

Physicians

f

Do you think child might have a better chance
for success at school if his/her teachers and
other school personnel did not know about his/
her diagnosis and treatment? (n = 182) (n = 93) (n = 115)

Yes 25 14.12 16 17.39 4 4.26

No 136 76.84 67 72.83 69 73.40

Don't know 12 6.78 4 4.35 20 21.28

School personnel not informed 3 1.70 5 5.44 1 1.06

Other 1 0.57

Not in school when medication
terminated 3

Not diagnosed 4

Missing data 2 1 28

Do you perceive any differences between your own
and your spouse's attitude toward treatment? (n = 167)

Yes 29 23.58

No 94 76.42

No spouse 38

Missing data 6

If yes, name differences. (n = 29)

Both positive, spouse less positive

Both positive, spouse more positive

Both negative, spouse more negative

Self positive, spouse negative

Self negative, spouse positive

Other

Missing data

Has the fact that child has been diagnosed as a
"hyperactive child" seemed to make some people
around him/her blind to child's other qualities?

Yes

No

Don't know

Not diagnosed

5 22.73

1 4.55

1 4.55

11 50.00

2 9.09

2 9.09

7

(4=-122) (n = 93) (44-= 126)

78 42.86 14 15.22 8 8.68

96 52.75 75 81.52 47 51.09

8 4.40 3 3.26 37 40.22

5



°Table 5;7(b) J26

Items and Responses

Parents

f %

Teachers

f

Physicians

If yes, who tends to be this way? (n = 78) (n = 14) (n 8)

Parents 4 5.41 2 33.33

Teacher 8 10.81 5 35.71 1 16.67

Physician 2 2.70 2 14.29

Other children 9 12.16 1 7.14 1 16.67

Relatives 16 21.62 1 16.67

Adult friends /neighbors 6 8.11

Parents/other children 1 1.35

Parents/relatives 1 1.35

Teacher/phyAcian i 1.35 3 21.43.

Teacher/relatives 6.76

Physician/other children 1 1.35

Other children/relatives 4 5.41

Other children/adult friends &
neighbors 3 4.05

Other children/strangers 1 1.35

Relatives/adult friends &
neighbors 3 4.05

Everyone 4 5.41 1 7.14

Parents/other children/adult
friends & neighbors 1 1.35

Parents/other chldren/adult
friends & neighbors/relatives 1 1.35

Teacher/physician/relatives 1 1.35

Teacher/physiciin/adnit friends
& neighbors/strangers 2 2.70

Substitute teacher i 7.14

Physician/strangers 1 7.14

Can't say for certain 1 16.67

Missing data 4 2



Table 5 ;7(c)
J27

Items and Responses

Parents

f

Teachers

f

Physicians

f

DQ you think child might be happier at school
if others did not know about his/her diagnosis
and treatment? (n = 182) (n = 93) (n = 115)

Yes 31 17.51 12 13.64 4 4.49

No 118 66.67 59 67.05 60 65.93

Don't know 20 11.30 10 11.36 27 29.67

School personnel, others,
not informed 8 4.52 7 7.96

Not in school when medication
terminated 3

Not diagnosed 4

Missing data 2 5 31

Do you think child might be happier at home
if others did not know of his/her diagnosis
and treatment? (n = 182) (-n 93) (n = 115)

Yes 25 13.74 5 5.49

No 147 80.77 75 82.42

Don't know 8 4.40 11 12.09

Others do not know 2 1.10

Not diagnosed 4

Missing data 31

Do you think child benefits at school because
school personnel know of his/her diagnosis and
treatment? (n = 182) (n = 93) (n = 115)

Yes 141 78.77 60 65.93 65 71.43

No 28 15.64 14 15.39 8 8.79

Don't know 7 3.91 12 13.19 18 19.78

School personnel not informed 3 1.68 5 5.50

Not in school when medication
terminated 3

Not diagnosed 4

Missing data 2 31



Table 5.7 (d) J28

Parents Teachers Physicians

IteMt and Responses

Do you think child benefits at home because the

family knows of his/her diagnosis and treatment? (n--=-1,a2) (it= 3) (n = j15)

Yes 134 73.63 68 73.12

No 45 24.73 15 16.13

Don't know 3 1.65 10 10;75

Not diagnosed 4

Missing data 29



Table 5.8

Responses of Grand Rapids Parents, Teachers -nd Physicians

About Termination of Medication

J29

Items and Responses

_Parents_ Teachers Physicians
(n = 113) (n = 31) (n..= 68)

f f f

Why was child's medication stopped?

Child no longer needed medication 37 32.74 1 3.23

Medication doing no good 13 11.50

Parents didn't like idea of medication 16 14.16 3 9.68

Doctor didn't like idea of medication 7 6.20

Parents terminated medication

Child no longer needed medication/side
effects too great

Child no longer needed medication/
parents didn't like idea of medication

Child no longer needed medication/doctor
didn't like idea of medication

Child no longer needed medication/parents
terminated medication

Child no longer needed medication/other
family or friends didn't like idea of med.

Medication doing no good/doctor didn't
like idea of medication

Doctor parents didn't like idea of med. 1 0.89

Child no long r needed medication/parents
didn't like dea of medication/other

Doctor-parents didn't like idea of medics=
tion/ medication doing no good-

Side effects too great 9 7.97 1 3.23

Child didn't like idea of medication 2 1.77

Teacher didn't like idea of medicaticn 3 2.66 3 9.68

Medication doing no good/side effects
too great 3 2.66

Side effects too great/parents didn't
like idea of medication 2 1.77

Parents didn't like idea of med./other 1 0.89

Child no longer needed medication /child
didn't like idea of medication 2 1.77

Side effects too great/child didn't like
idea of medication/other 1 0.89

Child no longer needed medication/medi-

15 26.32

6 10.53

4 7.02

1 1.75

9 15.79

1 1.75

1 1.75

1 1.75

1 1.75

1 1.75

1 1.75

1 1.75

1 1.75

1 1.75



Table 5.8(a)
J30

Items and Responses

_Parents_

(n = 113)
Teachers
(n = 31)

% .

Physicians
(n . 68)

f

Why was child's medication stopped? (Cont'd)

Medication doing no good/parents didn't
like idea of medication 3 2.66

Child-parents didn't like idea of medi-
cation 1 0.89

Side effects too great/parents-teachers
didn't like idea of medication 1 3.23

Parents-doctor dion't like idea of
medication 1 0.89

Don't know 17 54.84 9 15.79

Other 11 9.74 4 12.90 4 7.02

Missing data 11

Did you (parent, spouse; teacher of doctor)
suggest that medication be ended?

Yes 61 53.98 6 20.00 24 42.11

No 52 46.02 24 80.00 30 52.63

Don't remember 3 5.26

Missing data 1 11

If y , to whom?

Parent 7 11.29 4 66.67 23 100.00

Teacher 7 11.29

Doctor 37 59.68

Teacher/doctor 6 9.68

Teacher/doctor/other 1 1.61

Teacher/other 1 1.'61

Parent/other school personnel 1 16.67

Other 3 4.84

Missing data 1

Did you have an advance indication of when
child's treatment would end?

Yes 13 26.53

No 34 69.39

Don't remember 2 4.08

Missing data 19



Table 5.8(b)

J31

Items and Responses

Parents Teachers Physicians
(n = 113) (n = 31) (n = 68)

Did you (parent, spouse, doctor) make any
special plans for the procedures for termi-
nating child's medication?

Yes

No

Don't know

Respondent did not terminate medication

Missing data

Did you try a trial discontinuation of medica-
tion as a method of finding if child's medica-
tion should be stopped/child no lopger needed
medication?

Yes

No

Don't remember

Missing data

Did you discuss with child the possibility
that medication might no longer be needed?

Yes

No

Don't remember

Missing data

Was medication for child started again at any
time after being stopped?

Yes

No

Don't remember

Missing data

Did you collect information from the teacher in
order to deCide whether to stop the medication?

Yes

No

Don't know

Don't remember

Child not in school when med. terminated

Missing data

37 33.64 3 5.66

73 66.36 47 88.68

3 5.66

1

3 14

57 50.89 26 52.00

55 49.11 22 44.00

2 4.00

1 18

61 54.96 2 6.67 11 22.92.

47 42.34 27 90.00 31 64.-8

3 2.70 1 3.33 6 12.50

2 1 20

11 9.74 4 13.79

102 90,27 18 62.07

7 24.14

2

55 50.93 15 27.78

51 47.22 37 68.52

2 1.85

2 3.70

5

14



Table 5.8(c) -
J32

Parents Teachers Physicians
(n = 113) (n = 31) (n = 68)

Items and Responses

Did child have any fears or doubts about
stopping the medication?

Yes 9 8.18 1 3;45

No 101 91.82 18 62.07 28 65.12

Don't know 15 '34;88

Don't remember 10 34.48

Missinc data 3 2 25

Did you (parent, spouse, doctor) discuss
ending medication treatment for child with
his/her teacher?

Yes 47 43.12 2 3.51

No 62 56.88 53 92;98'

Don't remember 2 2;51

Child not in school when med. terminated 4

Missing data 11

Did you conduct a physical examination of child
to determine if the condition was sufficiently
improved to discontinue medication?

Yet 13 26.53

No 36 73.47

Respondent did not terminate medication 1

Missing data 18

Did you make any changes in educational program
or in your classroom's interaction with him/her
aftr child ended medication?

Yes 7 25.00

No 20 71.43

Dont' remember 1 3.57

Missing data 3

Did _you counsel/advise child's parents abbut_ways
of dealin with child after stopping medication?

Yes 7 25.00 14 33.33

No 20 71.43 25 59.5e

Don't tmember 1 3.57 3 7.14

Missing data 3 26

35'-7



Table 5.8(d)
.133

Items and Responses

Parents
(n = 113)'

Did you collect information from the teacher in
order to decide whether to stop the medication?

Yes 55 50.93

No 51 47.22

Don't know 2 1.85

Don't remember

Child not in school when med. terminated 5

Missing data

Did child have any fears or doubts about
stopping the medication?

Yes 9 8.18

NO 101 '9i.82

Don't know

DOn't remember

Missing data 3

Did you (parent; spouse; doctor) discuss ending
medication treatment for child with his/her
teacher?

Teachers Physicians
(n = 31) (n = 68)

15 27.78

37 68.52

2 3;70

14

1 3.45

18 62.07 28 65.12

15 34.88

10 34.48

2 25

Yes 47. 43.12 2

No 62 56.88 53

Don't remember 2

Child not in school when med. terminated 4

Missing data 11

Did you conduct a physical examination of child
to determine if the condition was sufficiently
improved to discontinue medication?

Yes 13

No 36

Respondent did not terminate medication 1

Missing data 18

3.51.

92.98

3.51

26.53

73.47



Table 5.8(e) J34

Items and Responses

Parents Teachers Physicians
(n = 113) (n = 31) (n = 68)

f f f

Did you try to find a_time to end medication
when child was -not under a lot of pressure (i.e;

exam time, holidayS, When Child is upset) or
that involved a minimum of stress for child?

Yes 42 39.25 18 50.00

NO 65 60.75 14 38.89

Don't know 4 11.11

Respondent did not end medication 19

Missing data 6 13

Did you give dir&;:Jons to child's_parents
about the disposal medication When the

treatment was ended?

Yet
3 8;82

No
30 88.24

Don't remember 1 2;94

No medication left 8

Missing data 26

Did you conduct a post-medication examination

for monitoring long-range side effe-cr.-, of the

medication treatment?

Yes
15 27;78

No
39 72.22

Missing data 14

If yes, what procedures did you use for the

examination?

Neurological tests 1 7.69

Routine physical
6 46.15

:4eurological tests/routine physical 2 15.39

Other 2 15.39

Missing data 2
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K1

Table 6.1

Scale St&et fOr Grand Rapids Pareritsi Teachers and Physicians on the

Instrument Measuring General Attitude Toward Medication for Hyperactive Children

Attitude Score'

Parents
(n = 177)

f %

Teachers
(n = 80)

f %

Physicians
(n = 46)

f %

All Samples
(n = 3C3)

f %

0 = Most favorable 40 22.60 18 22.50 24 52.17 82 27.06

43 24.29 26 32.50 9 19.57 78 25.74

47 26.55 19 23.75 5 10.87 71 23.43

3 36 20.34 14 17.50 6 13.04 56 18.48

4 8 4.52 2 2.50 2 4.35 12 3.96

5 = Most opposed 3 1.70 1 1.25 - 4 2.43

Y. 1.65 1.49 0.99 1.50

SD 1.25 1.17 1.26 1.25

36



K2

Table 6.2

Scale Scores for Parents of Children in the

Initiation; Monitoring and Termination Phases on the

Instrument Measuring General Attitude Toward Medication for Hyperactive Children

Attitude Score

Initiation
(n=12)

f %

Monitoring
'(n=42)

-f %

Termination
(n=113)

f %

Untreated
.(n=15)

f

0 = Most favorable 4 33.33 10 23.81 23 20.91 3 20.00

4 33.33 16 38.10 23 20.91 2 13.33

8.33 8 19.05 32 29.09 6 40.00

3 16.67 8 19.05 24 21.82 2 13.33

4 1 8.33 - - 5 4.55 2 13.33

5_= Most oppo,,ea - - - - 3 2.73

_...

X 1.33 1.33 1.76 1.87

SD 1.37 1.05 1.28 1.30



K3

Table 6.3

Scale Scores for Kalamazoo Parents on the Instrument

Measuring General Attitude Toward Medication for Hyperactive Children

Parents

Attitude Score

(n

f

39)

0 = Most favorable 9 23.68

1 12 31.58

13 34.21

4 10.53

5 = Most opposed

1.32

SD 0.96



Table 6.4

Child'S Attitude Toward Medication

Iteta

Grand Ra
(n = 12

f

Kalamazoo
(n = 36)

Medication is a good thing 52 40.6 13 36.1

Some good/some bad 21 16.4 8 22.2

Medication is a bad thing 8 6.3 1 2.8

Don't know if it is good or bad 25 19.6 13 36.1

Child unaware 22 17.1 1 2.8



General Attitudes of Grand Rapids Parents; Teachers and Physicians

Toward Medication for Hyperactive Children

Item

Parents

(n . 179)

Agree Disagree

f % f %

While the use of medica-

tion may be necessary

for a small percentage

of children, its usOas

.
become too Widespread. 100 55.87 64 35.75

Most doctors are careful

in prescribing medication

and they work well for

hperactivechildren.

There is so much confu-

sion about what hyper-

activity is that the use

of medication is;Oes-

tionable,

Not enough is_known about

dangers of medication to

take it a afe apptach, 82 45.81 87 48,60

140 78.21 29 16.20

113 63.13 59 32.96

It is never proper to use

medication to tamper with

the minds of children in

school, 64_ 35.96 03 57.87

For children who need

them, these medicines

are a]most a miracle. 142 79.33 30 16.76
Rm.

It's ashame to let Child.7.

rin_SUffir Whin third drë

medines like these that

can help them. 160 89.89

Mediation is not the

total solution for the

hyperactive child, but it

Is a useful and important

Part of the solution 169 74.94

365

13 7.30

4,49

Undecided Agree

f % f %

15 8.38 46 56.10

10 5,59 50 60.98

7 3.91 53 64.63

10 5.59126 32.10

1E6,18 18 21.95

73,91 53 64.63

5 2.81 63 76.83

omm

1 0,56 72 95.06

Teachers

Disagree Undecided

f % f %

Physicians

(n = 51)

Agree Disagree Undecided

f % f %

27 32.96 9 10.98 34 68.00 12 24.00 4 8.00

21 25.61 11 13.47 28 56.00 17 34.00 5 10.00

25 30.49 4.88 19 38.78 30 61.22 -

44 54.32

61 74.39

11 13.58 12 24,00Am......,

3 3.66 5 10.42

74.00 1 2.00

43 89.58 -

19 23.17 10 12.20 33 66.00 15 30.00 2 4.00

12 14,63 7 8.53 39 82.98

o 1. m. -.--. ,er

1.24 3.70 48 96.00

8 17.02

4.00

-366
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Table 7.1

Interiiiei4er Rating of Child's Understanding

of Medication Used in Treatment

Grand Rapids Kalamazoo Total
(n =106) Cu = 34 ) (n a 140 )

f Z-

Mnch understanding 43 40.57 11 32;35 54 38;57

Some understanding 29 27;36 16 47;06 45 32;14

Little understanding 24 22;64 6 17.65 30 21.43

No understanding 10 9.43 1 2.94 11 7.86



L2

Table 7.2

Child's Report About People

Who Explained Medication to Child

Grand Rapids

to =104)

f

Kalamazoo
(n = 34)

£ f

Total
(n =138 )

Z

No reported
conversation 37 35.58 18 52.94 55 39.86

Conversations with:

Doctor 20 19;23 9 26.47 29 21.01.

Teacher 1 0.96 0 0.00 1 0;72

Parent 52 50.00 8 23.53 60 43.48

Nurse 2 1.92 0 0.00 2 1.45

Other professional 0 0.00 1 2.94 1 0.72

Don't know 1 0;96 1 2;94 2 1.45

Of



L3

Table 7.3

Child's Perception of Critical

Incident Leading to Decision to Medicate

Grand Rapids
(n 61 )

f %

Kalamazoo
(n = 30)

Total
(n = 91 )

No critical incident 15 24.59 8 26.67 23 25.27

Problems at school 15 24.59 4 13.33 19 20.88

Problems at home 9 14.75 1 3.33 10 10.99

Example of others
taking medication 2 3.28 0 0.00 2 2.20

Learning or behavior
problem 5 MO 6 20.00 11 12.09

itad dreams 1 1;61 0 0;00 1 1.16

Hurt self 1 1.64 0 0.00 1 1.10

Check-up 1 1.64 2 6.67 3 3.30

Other 0 0.00 2 6.67 2 2.20

Don't know 14 22.95 7 23;33 21 23.08



L4

Table 7;4

Child's Perception of Whose Idea

It Was to Start Medication

4
Grand Rapids
(n =106)

f t-

Kalamazoo
(n = 34)

Total
(n = 140)

Parents 40 37.74 8 23.53 48 34.29
Teachers and other

school personnel 6 5;66 1 2.94 7 5;00

Physician 56 52.83 16 47.06 72 51,43

Self 3 2.83 0 0.00 3 2.14

Other family member 1 0.94 0 0.00 1 0.71

other 1 0.94 2 5.88 3 2.14

Don't know 19 17;92 4 11.76 23 16.43

Child Guidance Clinic 3 8;82 3 2;14
(Kalamazoo)



L5

Table 7.5

Child's Evaluation of Medication's Efficacy

Grand Rapids Kalamazoo TOtal
(n =107) (n '34 ) (n =141 )

f X. f X

Helps very much 61 57.01 19 55.88 80 56.74

some 32 29.91 11 32.35 43 30.50

Doesn't help 14 13.08 2 5.88 16 13.35

Don't know 0.00 2 5.88 2 1.42

372



Table 7.6

Child's Assessment About Effect of Medication

on Ability to be with Friends

Grand Raids
(n =1C-)

f 7.-

KAiaTa-....00

;'ti .4 )

f %.

Total
h =141 )

f %

Medication makes it
more difficult tt
be with friends 21 19.63 10 29.41 31 21.99

Medication makes it
easier to be with
friends 66 61;68 18 52;94 84 59.57

Medication makes no
difference 18 16.82 3 8.82 21 14;89

-,n't kno7 2 1.87 3 8.82 5 3.55

L6



Table 7;7

Child's Assessment of Effi=cc. of

Medication on Ability to dO School Work

Grand R2pids
(n =107)

f %- f.

Kalamazoo
.(n .34 )

L

Total
0 .141 )

f %

W'tcation makes work
tore difficult 19 17.76 5 14;71 24 17;02

Medication makes work
easier 60 56;07 22 64.71 82

Medication makes
no difference 19 17.76 1 2.94 20 14.18

Don't know 9 8;41 6 17.65 15 i0.

L7



L8

Table 7.8

Child's Report of Consequences

cf. Not Taking Medication

Grand Rapids
(n ,l06 )

f %.

Kalamazoo
En =34 )

f f

Total
(n =130

z

No discernible
consequences 46 43.40 12 35.29 57 43;85

Negative psychologi
cal symptoms 19 17;92 6 17.65 ?:3 19.23

Behavior problems . 9 8.49 5 I' 71 14 10;77

Problems a: home 4 3.77 0 0.00 4 3.08

Problems with school 10 9.43 1 2.94 11 h.46

Problams with fri,alds 3 2.83 0 0.00 3 2.31

Secome "hyperacti, 6 5;66 5 14.71 11 t.;6

Get "sick" 2 1;89 0 0;00 2 l;5i
',..

Feei better 1 0.94 1 2.Q4 2 1.54

Feel d::fterent 1 0.94 0 0.00 1 0.7-

Ociet 3 2.83 2 5.88 5 3.



L9

Table 7:9

'role and Plate of Medication as Reperted by Child

Grand Rapids
(n = 108)

Don't
YeS Know

% f ';'. f

Kplamazoo
(n = 34)

Don't
Yes Know

X f % f

Total
(n - 142)

Don't
Yes Know

% f %

In morning before school 86 79.63 5 4.63 33 97.06 0 0.00 119 83.80 5 3.5

In morning at school 12 .1.11 5 4.63 2 5.88 0.00 14 9.86 5 3.5

At lunchtime at home 17 15.74 4 3.70 8 23.53 0 0.00 25 17.61 4 2.8

Ac Thnthtite at school 67 f-2.014 :1 2.78 26 76.47 0 0.00 93 55.49 3 2.1

RiPht after school 17 9 8.33 17 50.00 0 000 14 23.94 9 6.3

Before supper 7.41 6 5.56 3 8.82 0 0.00 7.75 6 4.2

After supper 8.33 5 4.63 3 8.82 0 0.00 12 9.4_1 5 3

At night 19 17.59 4.63 A 11.76 0 0.00 23 16.20 5 3.5

Other 0.00 0.00 4 11.76 0.00 4 2.82 0 0.01



Table 7.10

Child's Report of Others'

Reactions to Their Medication

Grand Rapids Kalamazoo Total

f

(n = 104)

%

(n =33 )

f Z f

(n =137 )

%

Other chiidren:

Say nothing
Ask for information
Tease
Other
Don't know

71
15
15

3

1

68.27
14.42
14.42
2.88
0.96

13

8

9

0

3

39.39
24.24
27.27
0.00
9.09

86

23
24

3

4

61.31
16.79
17.52
2.19
2.92

0"A er children: (n = 103) = 33) 136)

Treat child
unfairly 20 19.42 16 48.48 36 26.47

Do not treat
child unfairly 83 80.58 17 51.51 100 73.53

Other chi7dren: (o = 10A) (n = 34, (n = 138)

27 25.96 13 33.24 40 31.25
Do nct tease 77 74.04 21 61.7F 98 ;1.01

Sibltngs:

meat child
unfairly 6

(n = 95)

6.32 3

( 30)

10.30 9

(n 125)

7.20
Do no treat

child unfairly 1 93.68 27 90.00 116 97.80

(n 95) - 31) n = 126)

Tease 11 11.58 4 12.0 '5

Do not tease 84 88.42 27 87.10 111 83.10
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RESPONSES FOM CHILD INTERVIEWS

Why :lc ioatn is TaKel.

Help i;et better tamily-wise.

My dad has nerves, my mom has nerves, and I save nerves.
My mor:'s, dad's are stronger than mine. They still got 'on.

I'm kind of off:

WE take it onty when we get mean and evil and your tempera-
ture goes up, and then you take one to cool you down

I'm too annoying.

Because my friends and my cousins were. I sometimes..I get
kinda_ crazy lookin' and I smash into my head, and the jaws on
she chair and um::: (You fall down?) Yeah, and hurt myself.

I talked to my pareots and my- parents told me that I have to
take them but I have an awful life; you know: I just -go
around being hyper as an ox. Well; I have ar aWfUl life. I
go around as hyper as a tornado.

(Do you change your pills? Do you sometimes take more or less?)

It's_not how I'm feeling: It's how, I'm happy..it's how my
mom is_teeling_about how_the Ritalin is helping me. I'd rather
not take it. I betcha I'd be it the same.
(If your mom decides that she thinks *Maybe, you said that it
was your mom who decided: I think 3791.1 said if she thinks
your're happy; she::)
She doesn't give me it or doesn't give me as much. Like, well;
if I'm acting good, she doesn't give me as much or doesn't
even give it to me.

you have any other ideas about why you take the medicine?
What problems were you having?)
I was frijhtened a lot is kindergarten. But kindergarten
we -went ) school and; see; they have up to 6th grade:
And they all go out at the same Zime at recess there. That's
a proble.m. The 6th graders are beating up on everybody:
don't mean going- and threatening. _It's threatening and -doing
it whether you did what they wanted you to do or not. _Even
if you did what they want, they'd still beat_you up. .I can
remember on the monkey bars jumping on one of them.
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Why Medication is Taken (Cont'd)

(So you can remember what you were doing in kindergarten
and ( school. Can you remember anything else that you
were doing when you were taking the medicine?)
Umhmm. I_ wasn't taking -it in kindergarten.
(I mean why you were taking it, What problems were you hav-
ing when you started the medicine?)
A lot of lighting_ I don't like to remember about_kindergar-
ten. It was an awful time. I felt like I was in World War
II.

(Was there anything particular that got you started taking
it... Was there anything that happened?)
Umhmm. I got in a lot of fights. I hadn't been doing my
work cause I fight better when I'm tired. Cause when somebody
makes me angry it just puts back my energy. And I have my
energy cause I'm all awake. I've been using it up in working
so I just save it inside when I don't take it. That's how I
am now.

(So,_ theY_IIPIped you How di_cl they help you; did they keep
you out of trouble?)
Yea; they kept -me out of trouble and I_didn't speak f.:at much
so_um, I coildn't get into like - well, when I was on the
pill§ if I kept on talking, you know in a really -- I'd get
in trouble somati=s end nobody could beat me up cause they
h:.0 never heard my voice or anything. And if they'd call me
a came I'd just, jou know, shrug my shoulders, or whatever;
and call it just later. (You liked being that way better?)
Ye think.

What Happens if Forgets to Take Medication

I just get re;:1.11y, I act funny. I don't know what's happen-
ing to me. L!.ke 1 hit people, like I just jump around and
get my mom mad, you know, like that.

Attitude Toward__Me_di:oa,.Lon

It's a eery nice thing; It's a vcIry good thing; It' _some-
thing to be proud c.:f Lecause you're a lot__stronger than a
Tot of people who are older than you rre. You're 3tronger
thar_some of your friends._ I'M tris, s_rongest one on the
block bec,:use I'm hyperactive.
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Effect of Medication

(Do othc:r children ever say anything to you about the medicine
you take?)
Yes. At school they call hyper pills. (Does that bother
you?) Only when they foo. -1.:And like, "Ha, Ha, you take
hyper pills;" like that that's the only time it gets me
really mad. Know what %,(ta someone gets me in trouble, you
know, they say, "Hey, D=)e," and they're gonna be in a fight
you know; and other people talk about it, you know; and the
fig,":'s gonna be in a few minutes, they go, "Hey Dave; did

ke your hyper pills"
iys that?)
I think, you know. And if I said_yea, he's "Aw

Si , You would have tore him apart, if you didn't take
them."

(So, they wanna know when there's gonna be a fight, huh?)
Yea. Because if I have a Lot of candy, like loads of it,
like a ton, and I didn't take my pill or drink any water,
and guess what. could tear someone's arm out of the soc-
ket if I wanted to. (You think you really could?) It's only
an expression of speech.

(Does it seem harder to be with your fri,mds when you're tak-
ing the_medicine?)
Nb. L:'s never hard to be with friends: All I do is walk up
to them. BuL it_'s hard to work with them_it seems -hat
everyone is watching me. especially -when I'm taking y medi-
cine. You know what I mean? (I think so.)
(Cln you think about that question again. Then see you
would choose on tose answers.)
Weli if you mean whan I'm in school and I take the Ricalin,
you knoTw4 when I'm working it's hard to be with friends
becanse I know_Fd rather do _the work than be with friends;
because I _wciuldn't just stand there and talk_and it feels _

weird co do_that. It's hard to do that. It:s hard to do that
in class. Because of you know what's gonaa happen to

(When you forget to take your medicine, what happens?)
When I forget to; well; sometimes I get; you can make me
aggravated very easily, Ane one time I forgot to have it and
on purpose, because I knew that this kid wanted to fight, He
wanted to settle it by fighting me after school. And I told
my baby sitter, "Bonnie, I'm gonna hay.a a fight with this kic
first: Then you can give it to me." And I didn't even wait
for an answer. I just jumped on my bike and rode off. And I
came back and won t17-.e fight:
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Effect of- Medication (Cont'd)

(And then you no longer took them in fourth grade?)
My mom says she wanted quit --_yOU're too quiet
and stuff; and I don't waf.. I don't like you like_
this. (Were you glad that she said that?) No. Because I
like being quiet:

May I ask you 7i question? (Sure:) Like they said that stuff
was dangerous because you'd have hallucinations like snakes
crawling up your legs and stuff? I don't think I've ever
heard that.

(Well, they've said a lot of different things and_it's_hard
to know what to count on. I really don-'t know_ I don't_
know much about it myself...aottallyi that's what. we're do-
ing this for; is to try and find out more about it so we can..
You can ask_me all--these questions- all day; and I'll give you
answers. (Good. You're really helping us We have a lot of
people who are '-elping usi and some people that - really don't
want to -help U6, so this is really nice.) I like talking to
people and getting my feelings out. (Good.)

Communication_ ing Medication

(Do grown-ups ever say anything about the madicine?)
Dr. ( ) and Some of the other doctors. (But how about uncles
are, friends, relatives?) Scaetimes my cousins and aunts talk
co my mom about it because it's an interesting subject and
':hat's the first thing they think about because that's the
4Py they start a conversation, getting interested in some-
thing. and that's very interesting - so my mom's a good con-
versation started. (4hat do they say.) They usually just
talk about I'm nieying with the relatives mostly.

(So, that be4c..1 you in school., Did you ask your tea:her or
you mom or your dOttor any questions about being 3iv.2n the
pills.)

I aSk,Jd_the d-ci-.:to±. why I_ ,,:as on it and he goes, 'Because you
have a diSeatie," And I thorkghl-_, you knew; _th.e f3= or Pome
bugs -Ltside of Mt. That's w1121- I got, and -ed and
e\eryth4iig elee. (Did you fork to your teacher or yo--.r mom?)
About i __(Yes) I 'night have. I ain't that grad cf remem-
bering, buc _ :;o 1,-.11d have.

(Did you ever tilk to them about changing th 71113?)
One time I Sciid, the first time I was taking them, I said,
"I Wan:: to go di-. something else; I don't lira them:" And
he Said; "We 11 fi..d some. This isn't the only thing;"
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Teasing an _,Stigmatizing by Peers

The notion of stigma can be seen in the child's response to
the question (Do you talk to anyone?) Child responds:
I kept it a secret.

Reports that his brothers tease him and say to him, "We don't
have to take pills like you, fool."

They say; "Ha; ha; Eric has to have medicine. (This child
was a 7 year-old boy:)

So, but like, you know; you- take -it at a drinking fountain;
and they say, "Oh, I see Bill taking some pills;" you know;
and make fuly, and say that you're taking drugs and stuff.
They'd make joke out of it.

(What did r'ey say or what did they do when they were teasing
you about ?)

Well, like I don't know how they found out. Some of them
found out. you know, that I was supposed to be hyperactive.
They found out from my sister. They say, "Joe's hyper," you
know. It's pretty funny. They think it's funny. They didn't
really bug me. Sometimes I get mad.

(Did you brother :dr your sister or your parents may anything
about the medicine you took?) Umhmm. (And what 'd they
say do you remember?)
Like when me and my brother and sister ever get in a fight,
they used to say staff like, you know, "Why don't you take
one of your pills?" I don't know if they were saying this
cause they're mad, they just want to, you know, hurt my feel -
ings.

OND other children ever say anything to you about the medicine
you take?) Yes. (What do they say?) I don't want to say it.
(Do other children treat you unfairly because you cake medica-
tion?)
Yea, lme. (What?) I don't want to say it. Does this go to
my mom or dad? (No.) Where does it go to? (Western Michigan
University. We've talked to a lot of other boys and girls
too; and this is the way we can learn a lot of things about
how you feel about taking the medicine) I feel terrible.
(Do ere other chldren ever tease you about taking the medicine?)
Umhui (What do they say or do?) They just say mean things.
I don't want CD say them.
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Teasing and r

(Do your brothers or sisters or parents ever say anything?)
Not usually.
(Do your brothers ever treat you unfairly because you take the
medicine?)
Oh year They also get...(What do they do?) Sometimes they'll
say "pill freak" and they don't live very long. My brother's
uniy six and...(0h, they're younger brotherS?) The other _

one s nine. (Do they ever tease you about it?) Yup. (How?)
Just the way I said, but they're nice brothers.

(L_ rhor cf-aldren treat you unfairly because you take medica-

(What do they do?) Call me names, and I don't like that
because that's unfair. What did I do?
(Do other children ever tease you about it?)
Yes. (What do they say_?) Well, they say "John i8 a hyper
head" or "You take pills." I know that. Why would I want to
be reminded about them? T ey're stupid.

Maintenance of Regimen

Sometimes when I didn't want Lo cake theM,_like at school; I'd
throw th'.m away, and not let my mom know about it

(Do you sometimes take more or less m,dicine when you're feel=
ing a certain way - or when you're about to go somewhere or do
sometilLg?)
Well, ar'tually, I've got to take my pills when I go someplace
like to a relative's or- camping, because I've gotta act my best
so I won't get my dad mad when he's driving.

(While you were taking tbse, did you take them every day?)
Umhmm. Every day.
(And were there snj n yzIu didn't take the pill? You
mentioned one time forgot to; were there any other
times when you didn maybe skipped a day?)
No, wait a minute, 7_ was late one time and hadn't had time to
tae my pill before I went to school...and the teacher, oh,
I got so.; (They could tell; huh? Okay, zime to go and get
your pill and come back upstairs)
(But most of the time you remembered pretty wen.) Yea;
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Teasing and Stigmatizing by Peers (Cont'd)

(Did you take it on weekends, Saturday and Sunday?)
Yea; I had to take them all the time.
(Every morning and..?)
Every morning and afternoon.
(Even when you went home for Christmas vacation?) Yea.
(And during the summer vacation, too...and probably during
Easter vacation also?) Yea.

(Every morning you'd get up and take it either before or after
breakfast?)
Yea. It's like you got a routine like when I get home, I gotta
watch t.v. I now it's on (part of your routine, right?)
Yea, so I, you know, I wake up and my mom smiles, and I say,
"I'll be right back, mom,: and I go and finish. (Yea, I think
I now what you mean. Get into a routine and you don't forget
too often.) Umhmm.

Etiology

(In what way does it help you?)
Well, if, like after. It's at the tip of my tongue. Um, when
like I have something to eat, like, and I have to take that
medicine because sometimes it doesn't really do that Like if
I have food, and I don't have the pills, I'll like_act sort of
funny. I'll get hyperactive. And if I have some foods that I
can't have, I'll get hyperactive, too.
(So, you think the medicine is helping you? Do you know it
helpsyou when you're hyperactive?) yes.

(Do you think it has something to do with your food?)
Well, if I have something that's off my diet, I'll get hyper-
active and if I don't get hyperactive yet, like I just had
some chocolate cookies, and I was allergic to them,_I'd drink
a lot of water to dissolve it. Then I'd, like, barf, and then
that would get rid of it.

Miscellaneous

(But the pills were changed. Whose idea was that?)
The doctor's._ He went up there to a new field, and I think it
was because of money. The brand new ones cost more.
(You think he wanted more money?)
The money. Because they was building some more things in the
hospital.

(Who did you ever talk to about changing the pills or going
on to something else?)

My mom.
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Miscellaneous (Cont'd)

(What did she say about that?)
She said , "This is the best thing in the world; we'll see
what we can know."

(Did you ever talk to any of them about stopping the pins?)
No, because I hadn't ever really thought of it
(Whose idea was it to stop the medication?)
My mom. And the doctor decided, well, if you want coffee,
there ain't no pills, and it don't cost that much.

(And he agreed?) Yea.
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Table 9.2

Distribution of Index of Agreement by Dyads

Parent/Teacher (n = 92), Parent/Physician (n = 125) and Teacher/Physician (n = 72)

Index Scores

Parent/Teacher Parent/Physician Teacher/Physician

80- 84 0 0 0 0 0

85- 89 1 1 0 0 0 0

90- 94 0 0 0 0 2 3

95- 99 0 0 0 0 1 1

100 -104 1 1 2 2 2 3

105-109 2 2 3 2 4 6

110=114 1 1 4 3 0 0

115-119 5 5 8 6 4 6

120-124 4 4 8 6 2 3

125=129 7 8 7 6 9 13

130-134 5 5 7 6 3 4

135=139 7 8 10 8 9 13

140-144 4 4 7 6 11 15

145-149 12 13 13 10 3 4

150=154 10 11 16 13 5 7
_.

155-159 6 7 12 10 2 3
.

160-164 7 8 5 4 5 7

165=169 5 5 8 6 2 3

170-174 3 3 7 6 0 0

175=179 4 4 2 2 6 8

180-184 3 3 2 2 0 0

185-189 1 1 2 2 1 1

190=194 1 1 1 1 0 0

195-199 2 2 1 1 1 1

200-204 1 1 0 0 0 0

3E 147.9 144.6 140.0


