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medical; educational; and familial social systems regarding d1agnOS1s
and treatment of ﬁypéract1ve children. Three gquestions were focused
on: Bélléfs and attitﬁdes of physicians, tééthers, énd parénts

parents,,and physicians; and modes of sog1al,systems interaction in
treatment. Interview schedules were developed, refined, and
administered along with guestionnaires. Findings are discussed in

terms of prevalence of hyperact1v1ty (substant1ally lower than
comparable findings in: the literature); parents', teachers', and
phys1c1ans perceptions about the dlagnOS1s and treatment of

hyperactive children (including monitoring of children being treated

with stimulant medication and the social psychological context);

differing beliefs about and attitudes toward hyperactivity and

stimulant medication treatment on the part of physicians, parents,

and teachers (reflecting differences among social systems); the
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children's attxtudes, perceptions, 3nd experiences (1nc1ud1ng an

overall positive v1ew toward ‘their medxcat1on) and parent teacher,

disagreement over major respons1b1l1ty). Analysis of d1menS1ons of
inclusion; dominance; and leg1t1macy in rocles of parents, teachers,
and phy51c:ans reveal areas of tens1on ‘and 1ncoherence in the three

which hamper pol1cy development. Extensive appended material include
sample forms and data tables as well as responses from child
interviews. (CL)
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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 accomt 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 thamp~two
hours--ever--from the time we brought him hqﬁeffrom
the hospital. Rocking the floor with him would

temporarily pacify him biuit, 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. 4And 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:

. Nesdless 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 spoiiled,

you're just not f£irm enough, you're too nervous,
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1're By the time
the kid was a year old I really thought that I was

you're making a mountain; you krow.'

a mental wreck and causing atl 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, it/s a sickness of .some sort and

you should ask your doctor about it:
Us: Do you remember where you heard this?

 Parent: Well, like from friends. I have a
girlfriend...that 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-

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
is 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:
I 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:

"I 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
fwo;, no it was about three. And by six, I thought
the kid was active before he got on the medircine,

you know, and he was just--he just tore--he didn't

P3N
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run anymore, he just tore around 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 thtCh hlS whole

mumble.
I called the doctor and he said well, it takes
a period of time to adjust to his new. medlclne

And I said well, you know, what is this med1c1ne5
"What is it dorng to him? He's not calmlng down

if that's what it's supposed to do: "Well, 1t

takes a whlle for his system to adjust to It

e o Trae 2 At

Well, this was about 3 o

I began to think he was havrng some kind of a inter-

action to this medicine.:.:So anyway he calmed 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 dlrectlons

and you wonider why you don't get results, you know:.'

I--...the son of a bitch, you know, tha;fs what he
is. I can't help it. He's a ped1atr1c1an but he:s
a son of a bitch. '"We'll cut the plll 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 tiotice a change. I didn't
notice any improvement whatsoever, and I just had
this awful feeling I was harming him more than I was
heloing him and 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

In the popular literature, the parent - particularly the

riother - of the hyperactive child is frequently perceived as

negatively as our respondent was by her first vpediatrician.

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 wrth her

own problems and who may not have wanted a child in

i




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. 7\
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
coticerned with the consequences of the condition being overlooked
because of disagreement about the causes.

s and T. A. Vanderhaar's assessment. Rather, she is

~_ 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; finme!' 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---help! 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.

and so forth and lo and behold we get to the ages--

they don't take care of little children. They nelp
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 catl

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. 8o 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
phore.

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

desperate: = So they have a staffing meeting on
Tuesday and they will present it then and present

the problem--how desperately L need help and maybe

someone will be willing 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 onm 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--I. .

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 krnow, ''Can I get in? Pleasel' ''No:
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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; "€all your doctor; the nurse will

answer or the receptionist:. Simply tell her you want
a referral. They will call you back with an appoint-

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: 1I'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'1ll get it out. TI'll get it out

this afternoon:

I thigk 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?' 4And I

proceeded to teit him and he said, "My god, a two
year old; that's way_too much medicine.'" Here the
kid was taking 15 milligrams at two and he's four

now and only takes téh;i

s
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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--compared 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 piayed
alt morning and washed their grubby little hands.
Up and play real hard until suppertime and play

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 he'll 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
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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 Ritalin 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 retationship,; you know, by bringing

in other things: I was that desperate for help.

Us: How concerned are you about the medication

 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...I 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 calm 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?

vay the doctor had prescribed it and to keep a close
check on it. ''Do I have teenagers in the house?"
"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.

16 .




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 flnanéés, drag P:leémgi”béé?”ptbb;émé5

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 goo& and bad, but it s helping, he

is improving, so untxl something better comes along

this is a start. She's a very quiet, patient person

and she' s _very sxckly and cannot help me and has had

On a good day, like yesterday afternoon, she said:

"You go to the store and leave David here: The

th1ng 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 dammn 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 1nfluence on him is the

impression they give me and.:..I 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 talklng about.

The picture that emerges as this parent presents her lgfgii
experiences with her hyperactlve child is not one of an uncaring,
1rrespon51ble 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 entertainms thoughts that, in spite of the comnsequences
that she knows all too well, she might want to stop the medica-

tion.

| 9%
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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 phvsicians 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
Sehnnling" (Bruck, 1976; Conrad, 1975; Charles, 1971; Clement,
Solursh & VanAst, 1970; Hills, 1977; Hambrick, 1974a; Hambrick,
1974b; Divoky, 1973; Swazey, 1976; Offir, 1974; Murray, 1973;
Ladd,; 1970; Krach, 1966; Vondehaar, 1975; 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
gbgimegiggl;”péﬁféﬁhyéiblbgiéél; 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; Eisenmberg, 1971; Krager & Safer, 1974;

Sprague, 1977). Several excellent recent summaries of these
works exist: Interagency Collaborative Group on Hyperkinesis,

1975; Juliano; 1974; Armold, 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; Julianmo; 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

[ Y
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different ways: Hyperkinesis, for example, is used by some to

indicate a complex of behaviors including 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 on im-

perfect understanding of the condition, the terms do refer to
a concrete medical entity.

~ Recently, DSM III, 1980, (Diagnostic and S
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 chnanges 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 teésts, motor coordination, laboratory _
tests such as liver function, kidney function, and integrity of
blbbd;fdrming 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 o
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 findingcs which are often

conflicting or inconclusive.:

volved in the care of hyperactive children is the question: 1Is

[y
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the use of the diagnostic term hyperactivity and its treatment

with stimulants harmful or beneficial? Wnile 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; 1971; Weiss; _Winde,; Werry,
Douglas & Nemeth; 1971; Eisenberg; 1972; Harlin,; 1972; Glennon
& Nason, 1974; Cole; 1975; Robin & Bosco, 1976). 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-

being approached.
The Interagency Collaborative Group on Hyperkinesis (1975)
stated:

It would be difficult to overemphasize the im-
portance of the social envirocument 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

prcblems on th2 one hand, and of the adequacy of

educational assistance and family therapy on the
other. (page 711)

[ xb]
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effective in reducxng the symptoms of hyperact1v1ty with "'well

managed" vaeractlve 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 enviromment (i.e.,
the relatlonshlp among the larger social systems constituting the
child's context, particularly educational, medical, and familial)
provides a context which may be pervasive in its 1nf1uence upon

the course of the child's condition and treatment.

As we approached the contrcveréy surrounding hyperactivity,
therefore, it became clear to u§ that it would be useful to
examine the social context in which the individual experlences
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
étldlUgY, dlégﬁbéié énd tréétméﬁt Wéré bélng tréﬁélltérétéd intc

the individual attltudes atid behaviors of those 1nvolved 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
abbut thé use bf Stimuléht drugs éééméd td éﬁtéil ébCiél Vériébléé;
within a framework whlch,would,be,comprehenslve enough to include
the social context and the individual experiences of hyperactive
children: . The fﬁﬁdaﬁiéﬁtal préﬁiise upon Whiéh prdééedéd as _we

stimulant drugs for the treatment of chlldren who exhibit the
hyperkinetic syndrome is a social as well as a medical act. The

purpose of our investigation, therefore, was to provide an under-

standing about_ the socxai Drocess and the controversy about that

the Beglnnlng of the chapter, tended to reduce our w1111ngness to

take a doctrinaire stance. We have sought to understand the
world of the hyperactive child and the perspectives of those who

1ntersect with him in stgnlficant ways.

pﬁy51cians The social reali;z of hyperactlvity 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:

21



CHAPTER TWO
EVOLVING AN APPROACH

- In 1973 both principal investigators were administrators in
the Grand Rapids Pubiic 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 €enter. In the earlty 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 Puplic 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 with-the 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 om 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
Ritalin 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 respomse was ''don't know ., "'




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 prb—medlcatlon attitude among teachers
in our sample as the exposé led us to expect. Also, we were
conicerned about the lack of information at the teachers command
and their uncertainties about their professional behaviors.

These concerns led to a second, expanded study (Rosco &
Robin, 1976) which contained several aspects. One aspect was a
repllcatlon of our initial QCudy,,,A,second,entailed,an examina-
tion of prospective teachers' attitudes, beliefs, and teacher ,
role expectations with ‘regard to hyperactive children A third
its treatment in undergraduate teacher educatlon classes. A
fourth section was content ana1y81s of textbook materials about
hyperactivity and it§ treatmenl in relevant education courses.

These 1nvestigatibﬁs told us several thlngs ~ First, the

rebilcatlon of the study of ‘teachers in Grand Rapids (agaln 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. prospectlve tedchers (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 fresuman and sopHomore

between cciiege years and the flrst few years of teachlng

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 educatlon 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 ot
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 if
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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 dlffeféﬁE 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 magnltude of the stereotyplng or stlgmatlzlng of o

ways such behaviors occurred?

) Ve also recngnized 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 zollected data from one key par-
ticipant in the process - teachers. We had asked teachers about
their interactions with parents and physicians. They hud reported
the situation as they perceived it (very limited contact). Yet,
we came to realize it would be necessary to get infermation from
the other key participants themselves rather than to merely use
the reports of teachers as the basis for understanding the situa-
tionn. We had not involved the most important key participant in
our research: the child. While everyone spoke about the chlld
no one spoke to him. Our studies had been confined to one
stimulant drug: Ritalin. We had done this because it seemed
to 1Us that Pitalin was the most familiar and dost recognizable
aspect of the problem. We did not want to confuse our respondents
by référiﬁg to psychoactive br,étimuléﬁt,drugé., However, we
Wéré not concerned with é,pérticulér product but rather a Rlnd of
— - treatment and thus-we-realized-that our. prévious studies. which

.~ 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 repsrcussions of .
a medical act - the diagnosis and treatment of hyperactivity. Aas

~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 shHows 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.
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Physicians do not diagnose properly. They fail to
analyze the situation adequately.

[\OH

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.

approaches are avoided.

6: Children who are treated with medication are subject to

stigmatization and stereotyping:
7. Teachers are overly assertive in suggesting medication.

8. 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 statementsand 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 prescribéed 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.

of these three critical participants; as we thought about our
preliminary studies and the information 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 pergons 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 aporoach 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. 1In the role literature,
alternative conceptions of role have been formulated. Role has
beern 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

predictable patterns

provide the essential structuring of regular,

of behavior on the part of persons in the systems. Sets of norms

comprise roles:. The usefulness of role as an explanation constructc

is expanded when it is tied to 2 social systems theory:

The treatment of EE"' ren with stimulant drugs Involves the

medical, educational, andu«¥amilial 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 specxfxc fashion which, as described by

Williams (1960), has a '"...definite arrangement of parts having

boundaries, unity or cohe51on resistance to external forces and

enduring through time.:.'"' The orientation to social systems in

this dlscu551on is strongly influenced by Kuhn (1974) and Monane

(1967). Kuhn's and Monane's works—are -elaborations—on-earlier- -

theoretical positions articulated by Parsons (1951, 1961), Homans
(1950, 1961) and Loomis & Loomis (1961).

As discussed by Monane, social systems are characterized by
cultures or ethos. Spec1allzed 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 )
p081tibhs in one soc1a1 éyétém may ‘have knbwledge which persons in

otheér systems; or. they may have attitudes and beliefs about mat-

ters unknown to those in other systems. Al

AN



_ The medlcal famll;al and educational systems have quite
differernt structuresL r"he,sti:'i.iéti.ﬁ:'e's 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 exXercises reiatlvely great

ccntrdl over children. 'Its goals, the _prevention and cure of -

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. 1Its 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 guite different, the
definition of the illness and the technology used to treat it

S¥P S %

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 ocider 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 difrficult and the probability of systems interaction
decreases
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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 perspective 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-
mant 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 rirspective 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 téchnology impacting upon each of the sccial systems.

~_ _In order to use a technology such as stimulant medication
which requires the collaboration of more than omne social system,
a series of social inventions may be required, These social
inventions are the reciprocal rolés which should be crafted )
so that the behaviors expected are simultaneously appropriate for
the social system in which the role reésides; cohérent with regard
to the other social system(s) with which it is reciprocal, and

D
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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.

_ 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 differemt. The medical
socizl system is comprised of highly credentialed individuals and
those séeking 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 demanding. The family is the most open
system. Membership for most is automatic at -birth 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. :

o ‘0 Social S ,

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

29
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coherent articulation of social systems required for an effective

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. i
Failure to respond to the social system change demands 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-

niology 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 belia:; 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? 1Is 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 svstems 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 critiecal social systems
leads to the following three questions:
1. What are the beliefs and attitudes of physiciams,
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 interactiom 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 o

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 prevalefice of children treated with

stimulant drugs can be used in order to extrapol. findings from
other segments of the research: If; for example; .. 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 poputation (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 similariy affected.

2. What are the events and precedures for the diagnoses and

treatment of hyperactive chitdren?

o

The '‘natural history" of stimulant drugs 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 of
being diagnosed and treated? : .
At present, 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 weil

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 comsti-
tutes an irreducible point of contact, he may be in a position .to
influence (particularly the older child) the initiatiom; 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 interac-
tion of the parents,; teachers, and physicians impinge on the
treated child. To neglect to obtain the perspective of the chiid
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context of the disorder and its treatmernt.




"HAPTER THREE
METHODS
esizn of the Study

The research was conducted in the Grand Rapids, Mrchrgan

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 dimportant byproduct
of this _process was an estimate of the prevalence of dlagnosed

of alternative approaches.

In cons1der1ng the hyperactlve child’ s environment 1t

who had recently been placed upon a medication regimen - all
children who had been diagnosed during the 1976- 1977 school vear
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 collectlng 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 beglnnlng of the 1977-1977 school year. These type two
terminations were so des1gnated because the data would need to be
collected from that teacher in whose class the studernt was at the
time of initiation. _The type two termination subjects presented
the double problem of retrospective data and the difficulty of ™
determining and flndlng the appropriate teacher. Consequently,

we did not interview teachers of - type two termlnatlon subjects.

_The magor advantage that we percelved in des;gnatlng 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 falrly detailed information. about
what happened, when, by whom. By employing an approach which _

minimized the time lag between the events being recalled and the

26



intérviéw, we hoped to insure the quality of the information.

Also, d1v1olng the interviews into phases_ enabled us_ to ‘reduce

_ When we began to draw the samples for the interviewing and
noted the distribution among thke 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 gatﬁered

data about the total process from each subject interviewed:

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 hyperactlve chlidren from Kalamazoo, Michigan,

was_obtained from the "'Live Y'ers' program begun in the summer of

1977. The program was intended to develop 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 tﬁerr parents and were

medication” for hyperactivity:. The children and thelr parents
enrolled in this _Program were 1nterev1ewed with an lnstrument that

Savaissing. 1 R

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

1nterv1ews 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 folloW1ng these consulta-

tions we revised the mail questionnaire and the interview

ReaY
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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 referernce 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 diffiuse and ill-formed

area.

Another problem was a consequence of the need to develop

interview instruments which could bé used by an interviewing
staff. Givern 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. '

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 Balter, Chief; Special
Studies Section, National Institute of Mental Health; Dr. Romald

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.€.; Dr.
Donald Waterman; St: Mary's Hospital, Grand Ravids, Michigan; and;
Dr. Edward Birch, Assistant Superintendent for Special Education,

Grand Rapids Public School System.

SIS
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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 all 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 nad 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

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 gues-

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 exercilse 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

The second part of the questionnaire dealt with the treat-

Again, it paralleled the parent questionnaire

ment of children.

but used the class as the unit rather than being child specific.

e 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, psyehiatric
treatment or medication for behavioral or learning problems. We

were aware that these treatments could well be used for hyverac-

tive children but the number of children specified would not be

confined to hyperactive children:

Events and Procedures for the Diagnosis and Treatment of

Hyperactive Childrem.

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 initiation, 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 inquiring 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

physicians 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 coritext, adjunctive therapy, and medical treatment:
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The interview schedules for parents, teachers and physicians,

while tailored to their own unique nossibilities 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 Eyperactive Chlldren 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,; "amorig one of the most serious

problems I have seen in my students' for teachers.

ey -~ g4 . e 9 - o — . o e =L e q 1 1 .
. _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 develoved using as a
basis (MH9-28173 Clincial & Global Impressions, 1973). '

, General Attitude Toward the Use of Medication for Hyperactiv-
ity: An eight-item Guttman scale 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 view
developed in the more scholarly literature.  Prior versions of

this scale were used in our_research about the attitudes of

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 chiid through ambivalence to disfavoring the

use of medication for the child in question).

Beliefs about Hyperactivity and Stimulant Drug Treatment:
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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 conseguences 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-

 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 Pérceptions of Hyperactive Children About Being Diagnosed
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 altermate 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 tlie interview
at various stages if the child's comprebension 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 experiemces 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 Physicians about
Their Roles and the Role of Others Toward the Hyperactive Children:

The Patterns of System Members Interaction with Regard to the Care
of Hyperactive Children. ‘

Data fbor 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. We first

aslted 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 -

for each individual.: a//
~ Prepara tions for Data Collection: Instrument Refinement,
Pretests and Interviewer 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-

We knew it would be

terion was that the interviewers be mature.

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 bachelotr'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 degress.
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 theé 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 semnse 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 sensi-
tive and a competent manner (see Appendix C for a description of

the interviewer training).

It enabled us to try out the interviewing schedules--to run

The interviewer trainitnig had two other functions for us.

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

o,
oo
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also used the interview training session as a screening process
to select those persons most capable of handling the interviewing.
As with all other aspects of the pre-test procedure, the training

arid selection of interviewers were to be used as tests of the pro-
cedire 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

~ During the Kalamezzoo Dre-test study we had nine different role
inventories (one foi 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: 1In addition;
listening to these tapes gave us a good understanding 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.

ection

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 iﬁtét?iéﬁérs were contacted
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and were interviewed by members of the research team in a pre-

Iiminary 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 becatse
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 candidétes were instrucced in the _nature of thé reseérch,

problems that might be encountered 1n,th1s research In the
final day of training each of the candidétéé conducted a praccice

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 réspbﬁSiblé posture toward the interviewing pro-

cess. . We stressed ‘that it represented ‘the most critical and cul-
years. Further, we 1mpressed upon,the candidates that the re-.
search itself was intended to benefit children and their families; _
many of whom were enduring considerable difficulties. We impréSSéd
them with the fact that the respondents in this research were __
sharing with us painful, important feelings and information. The
fidelity of their iﬁtéfvrewxng, 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 tralnlng session prov1ded another test for the
interview schedules: Once again we found semantic and substantlve

Many defects in the instruments were remedial

Métied Questionnaires: Cotermxnously with the 1nterv1ew,
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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 children, 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 gome
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 réceived 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 737%,; reassured us_ that the unfortunate error
had not placed the study in any major jeéopardy.

Responses to the mail questionnaire were secured through a

process developed by Robin (1964). 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-
love. 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-

tionnaire receiveda 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,; ail

of the responses were to be anonymous as well. To achieve this

"we used the technique developed by Glock and Stark (1966). This .
involved enclosing a postcard, self-addressed and stamped, on
which the respondent wrote her or hHis namé and indicated that she
or he had returned their questionnaire separately. This post-
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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 returmned 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 omne of the principal investigators inspecting all of

gation. We excluded many children from our sample at this point
because the first step had been a very rough screening and thus
there were many children who were réeceiving 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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s1ghts and understandlngs that enabled us to make modrfrcatlons

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 realtization that completed

interviews were not falling 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 done 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 sufficiert

proximity to the conduct of the interviews to ensure the quality

of data.

o The interviews with the teacher, the physician, and the child
were arranged after the parerntal 1nterv1ew was completed. At
the conclusion of the parental interview, the interviewer asked
the parent if she or he would permlt 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 (92%) 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 offlce staff to schedule
their interview. The teachers were informed of the nature of
the research, of the parents' permission to contact themn; and
of the publlc schools permlssion to conduct the research by

schools,: durlng thelrrbreak or after school. The questlon 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 instcances, by checklng back with the parent
to get more 1nformatlon 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

about,the research and prov1d1ng,other,1nformatlon necessary to
get their cooperation. The physician interviews were_usually
conducced iﬁ thé dffiCéé df thé thSiCiéﬁ Iﬁ ééVérél iﬁStéﬁCés

in our sample had moved from the. Grand Raplds area. We made
efforts to secure interviews with physicians whenever it was

feasible even if they had moved out of state. In _most instances
moved.. In a couple,lnstances, the phys1c1ans 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 destrcyed 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 logi:-

‘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, bit 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
Hedr 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 prov1ded ad-
ditional interview training during a one-day session. The child
interviews were domne 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 @ very substantial task. We had approximately six hundred

compllcated ‘and sensitive interviews to code. Even. though meny

questions: We developed rigorous procedures for quallty controi

of the coding process These procedures involved double coding

of interviews, the monitoring of aitl coded interviews,; and

speciééfiitréiﬁiﬁg 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 prlor to
being entrusted with the coding process. During the training the
principal 1nvest1gators 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 ot. Consequently, we developed
a quality control process for coding in which quality control
procedures were irncreased toward the end of the task (see Appen-
dix G). Several tiimes we met with the coders, discussed the
codlng process, and tried to do and say the things required to
maintain a hlgh level of morale during this cumbersome stage of
the resedarch. On several occasions we brought the staff to a
1uncheon at whlch time we reviewed for ‘them the process of the

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 helnful information,; °
enabllnﬁ us to 1dent1fy and surmount nroblems in the coding process:

We coded the data onto mark sense sheets as an interim stage
rn the process of developxng computer data files. This procedure

poss1ble
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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 consistad
of a review by the principal investigators of every interview to
determlne whlch segments of the interviews should be transcrlbed

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 afgggggéa in data files,

case in a process called 'final adjudication.' 1In 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

elicit information about behavior and 1earn1ng problems of their
Childréﬁ. Oiir réasoﬁ fbr Séﬁdihg thééé quéétibtitiairés was to .

condrtrons 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 questlonnarre led some to percerve us as a resource.

;hat they described in greater detarl 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 responsrBrllty for the

consequences of this intrusion. At the same time we recognized

that our first obligation was to achieve the goals of the DrOJECt;

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 mlaht receive help from the
resources within the community and the school systemn.
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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 receéive 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.ce 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. Qur 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

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.

*We 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: We 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 occurxring 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 conjectire.

- 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-

Many of these calls

dreds of phone calls on this toll-free line.

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

ral 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

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 concermed about the require-
ments of state law 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 chiid 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 ae-
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




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 that 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

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.

777777777 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-

Rapids. We also contacted persons connected with family practi-

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 Grand Rapids physi-

cian who answered questions and concerns from his colleagues:.
In esserce, this person served as a hotline for us to the medical
community of Grand Rapids.

54




47

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 diagnostiec
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

Union (ACLU). The ACLU was concerned about the violation of con-

remarks it seemed highly probable that our previous caller was

stitutional rights of our respondents: Given the content of her

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
dnvolved the school system's posture and use of the research; it
was our belief that a school system representative should speak

to these issues. 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 guestions and de-

scribed what we were doing. The story was presented as the first
news item of the locat 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 couid 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 by mail about earilty research we had published about the
attitude of teachers in the Grand Rapids Public Schools to the
dse 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

e 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 %ecture. 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 questionndires 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 guestionnaires
abotut 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 diagrniosed 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? Relatsd 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 o
(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:
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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 estimaté somewhere
between about 1% to 3 or 4 million children. Based on
surveys.
- At another point in the hHearing 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-

Mr. Gallagher. Then further you state; I think the
rest’ts of the last few years of research will soon reach

the Jation's doctors. The pediatricians will begin using

them." 1In effect, what wili 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

méet 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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begomes 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 1nvolyelﬁas 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 thé Prevalence of Hyperactivity

An examlnatlon of the research llterature on the prevalence

Huessy (iéé?— 1974) , Huessy 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 grrls manifested "hyperactive symptoms,

while Miller, Palkes,; 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: Loais: Cantwell (1975b) and Wender (1911};
generalizing from z series of studies,; placed the rate between 5%

and 20%, Stewart, Pitts, Craig, and Breruf (1966) placed the rate
at 4%, Renshaw (1974) at 7%; Office of €hild Development (1971) at
3%, and the Staff Report of the Education Committee of the Cali-

fornia State Senate (1974) at 15%.

The ;é@est reported prevalence of which we are aware comes

from Lambert, Sandoval, and Sassone (1978) who conducted a study

of 5,000 school cﬁrldren grades K-5; in 146 schools in two

counties of California. The researchers gathered data from the

home, physician, and school, and after a process of integrating

these data sogrcesfconcluded that the prevalence rate was 1.19%:
(Whalen and Henker,; 1980)

Some of the confusion in estimates results from mrsrnterpre—

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.



Methodological Prch'ems in Prevalence Studies

 One of the most critical problems thatbesets attempts to
estimate prevalence i§ the population/samplé problem. Lambert et

hyperactivity may be associated with demographic characteristics,

this shortcoming may be critical:

___ Other sampling problems center around the definition of popu-
‘lation at risk. Almost all 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

It is essential, therefore, to define the population

or age 11.

to which rates are being generalized. If the definition ~f the

population is unrealistic in terms o>f 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

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.

definition of the pathology, and various types of persons (physi-

, Even if we are explicit in our definition of who is placed in
the category and recogrnize it as a stipulative rather than a real
definition, there is another problem in counting hyperactive chil-
dren. : Should a l4-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 - four years? No single pre-
valence rate is sufficient sirnceé medical procedures for promnouncing
the child no longer hyperactive are often vague, invisible, or non-
existent. Thus, what is required 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 determineé which reporting



Table 4.1

Various Estimates of Prevalence of Physician-Diagnosed

and Treated Children in the G6rand Rapids School System

Parsnt Source Teacher Source
(7,248) 1(9,293)
Group £ % £ %
Ever Diagnosed

UQVérified 229 3.16 314 3.38

Verified 212 2.92 - -

Treated within past 5 years 130 1.79 - -
Currently being treated o N B B
with stimulants 52 .72 75 ;81
Ritalin ° 46 .63 70 .75
Dexedrine 1 .01 1 .01
Cylert 5 .07 4 .04

is adequate. Our first estimate of '"ever diagnosed (unverified)"
q v — —_— = — — - g -

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. ‘

were similar. Initially we were concerned about parental under-

reporting and teacher over-reporting and, thus, the need to rectify



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 popuvlation. 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
arid parerit 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

tised as the treatment of choice to any appreciable extent.

mated the number of children in school, up to age ll, who were
medically diagnosed as hyperactive. The number of children so _
identified is 94, which is 1.297% 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 addition to the estimates presented inTable 4.1, we esti-

~_ 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. 1In order to
produce a comparable estimate from parents, we examined data from
the Connors (l973) '"Parent-Teacher Questionnaire' (l0-item symptom
check list) completed by parents in the sample. Two hundred eighty-
seven children (4.96%),; excluding thosé diagnosed as hyperactive,
were rated two or more standard deviations above the mean (mean =
15.55; standard deviation = 5.40; score values 1 to &; 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 parerts in our sample. This
table shows that the most common treatment for hyperactivity was

Ritatin:
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Table 4.2

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

% of % of

Hyperactive -Total School
m S Children Population
Treatment (7,248)

H
—~
N
N
N
~.

Megavitamin Therapy 4 7 1.89 .06
Counseling 68 32.08 .94
Special diet 14 6.60 .19
Behavior Modification 22 10.38 | .30
.25 .12
.02 .23
.19
.30 - .10
77 11

Psychiatric treatment 9
Dextroamphe tamine 17
Mellaril 14
Dilantin 7

Cylert 8

0 W W oY 0 &
o
o

Phenobarbital 18
Ritalin 158 74.53 2:.18
Benadryl 10 4,72

Valium 5 2.36 .07
Imipramine 7 3.30

Coffee or tea 19

~ 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 1C0%.

Almost 3/4 Sf”EBérﬁﬁyéiéiéﬁ-éiagﬁGSéd,hypéréCCivé,chiid%en

were treated with Ritalin 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-source reporting of hyperacti-
vity may be advantageous. In a situation in which we suspect that

the prevalence rate is an artifact of the sourceé of the 3lata,

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 o
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 medicatinn for hyper-

activity (Gallagher, 1970). Greenberg and Lipman (1971) reported
91% of the physicians surveyed in the Washington, D.E€. 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 (in 1973) with stimutant medi-
catiorm. '

More directly, Sprague and Sleator (1973) calculated thar

2-47% of the children in the Chicago School System received drvg
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 :3% 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): €learly, such data are needed to
address questions about and charges concerning the misuse of med-
ical diagncses and medical treatments (particularly stimulant

medication) and of inappropriate treatment and pressures from
teachers and school systems.

L

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 treatcd

for hyperactivity by any of the methods: 2:.5% have ever been

treated with any stimulant medication, which is 3 1/2 times the

proportion of those currently being treated (see Table 4.1). With
the excepticn of counseling (,94%), no other treatment had been

experienced by more than .57% of the total school population.

Table 4.3 shows 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

preponderarnice of hyperactive children are male. Males outnumber
females by almost 4 to.l for our sample. This cable reveals that
there were significantly more hyperactive children (48%) than non-
hyperactive children (367%) who were oldest or only children in
their families; X4 = 12.03; p < .00l. However, if we compare the
proportions of only children who were hyperactive and non- o
hyperactive; we s&3 that they are very similar. Within the multi-
child families; the proportion of oldest children who were hyper-
active (36%) is significantly greater than the preportion of =~
oldest children who were not hyperactive (27%), X2 = 8.82, p < .003.
A significant difference was also observed between tte 15% of the
hyperactive children who were fourth or later in their families
and tke 24% of the non-hyperactive who were also fouwrth or later,
X2 = 9.74, p< .002. We conclude that the best family predictor
of hyperactivity in our data is the child's place within a multi-
chitd family; being the first-born child is associated with highe~

rates of diagnosed hyperactivity while being born fourth or lateyr
its associated with lower prevalence.

Une 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 betweern
social class and the diagnosis and treatment of hyperactivity from

an extensive collection”of theoretical and empirical papers in the
medical literature: Various conditions (e.g.; 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: :




Table 4:3

_ Comparison of Personal and Family Characteristics of
Physician-Diagnosed Hyperactive and Non-Hyperactive Children

Hyperactive Non-Hyperactive
Children Children
o , 7 - (n=212) (n=7,036)
Characteristics f % f %
Sex o - -
Male 167 78.77 3;513 49.93
Femate 45 21.23 3,518 50.00
Missing Data - - 5 .07
Family size
One chitd ' 25 11.79 641 9.11
Two children 51 = 24.06 1,642 23.34
Three children 66 31:13 1,762 25.04
Four - six children 62 29.25 2,454  34.88
Seven or more children 5 2.36 529 7.52
Missivig data 3 1.42 8 11
Mean family size 3.17 3.59
Oldest and Youngest children -
Oldest child 102 48.1r 2,553  36.28
Youngest éﬁii'&b - 56 26.42 2,203 31.32
Place of object child in
multiple-child families?
Oldest child 77 36.32 1,9%1  27.16
Second child 54 25.47 1,705 24,23
Third child 25 11:79 1,109 15:.76
Fourth or later child 31 14.52 1,669 23.72
Youngest childb 56 26.42 2,203  3%.30

83ince "only children" are excluded, the totals and percentages

for this table will not sum to the number of children in the sample
or 100%.

bYoungast chiltdren are reported separately since this catégory

is not exclusive of second chiitd,; third child, etec.:

g
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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; Both 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

Fathers Mothers
Mean 7 ~ Mean
Group of Children n* SES  (SD) n*  SES (SD)

Hyperactive (N=212) 162 35.03 (22.94) 198 20.56 (22.47)
Stimulant treated S i L
(N=168) 131 35.85 (22:53) 159 21.83 (23.04)
Diagnosed/never S .
treated (N=9) _ 3 19.67 ( 2.08) 6 13.83 (€ 9.24)
Non-hyperactive L
(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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Table 4.5
Frequency Distribution of Physician-Stimulant-Treated
Hyperactive Children

__Prevalence of
__ Currently Treated -
Children in Percentage Number of Schools
.0 = .29 6
.30 = .59 5
.60 = .89 N 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 showsfor 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 medication 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 individual has access. 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 prevaleuce than schools with higher SES levels.
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Samples for the lnterviews

‘The parents of the 229 children (i:éi;iﬁééitiVé 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 mziled questionnaire data and the data
gathered from the parents (or 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 system. Some of them clearly

suffered from ~ther behavior disorders but could not be consid-

ered as hypera.tive. 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 8.67% interview
refussl 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 schools and thus the proportion of refu-
sals found among parents of children in those schools could have
been by chcnce:

Of the 191 parents interviewed, 6 parents (3%) refused to_
allow us to approach any other 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.
Seventeer: 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, oOr
18.8% ¢f rhe 191 parents interviewed refused us permission to

intesview their child:

In conductiny the teache, intarvieéw the decision was made not
o attempt to interwview the t=ache.s ¢f hyperactive children whose
course of medication rad been digzoritinued more than two years.
prior to the beginning of the 197/ school year. It was thought
that the logistice ¢f locating ths teacher; added to the uncer-
~rainties of retrospective data: would make this unproductive,.

Forty-nin: children in our sample were ''post termination (or
second-orde:) stimulant medicatien children;' Thus,; no attempt.

was made :i interview their teachers:.  One _hundred and twenty-six
teacher inrerviews were thus atcempted. _Of those; ten teachers

cculd nct bo locatec: they had either left the school system or
the gzeographi. area or simpiy were not traceable. Of the 116 re-

o

maining teachers,; nine teachers or 7:7% refused the interview.

total of 1¢7 teachers were interviewed:

Y

Q. | 6y




The physicians of 16 of the children in our sample whose
parents had given us permission to interview the physician were
not locatable. 1In several instances the physicians had moved but

we were able to contact them and arrange an interviéw. 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 att 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 %4.9% 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, 5I

or 27% were children who were not on stimulant medication or had
never been on stimulant medication. These includad 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 8%%

were in the initiation phase, 40 or 28.67% 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 (11.67%).
One child was not available for interviews because of other cir-
cumstances. Thirty-severn children were interviewed from the
Kalamazoo Live Y'er program.
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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 reguire-
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 rerusals were quite comparable to other studies.
The refusal rates, usually 7 or 8%, seemed to us tolerable.



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 for evalua-
ting the status of medication and _recommending policy. = 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 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 teachery, parents

and physicians to obtaining the story of the treatment of the.
child from the perspective of these three key parties. In 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 timé the child had been
treated.*

Diagnosis and Initiation of Treatment

Our smallest grgup of subjects was that designated as initi-

ation phase (n = 12). We augmented the information on the question
pertaining to initiation by developing another set of data for a
seconid group of subjects  (Kalamazoo Live Y'ers):. The data on

the Live Y'ers group will be presented later in this chapter:

 The first question to consider in the description of the
diadgnosis and treatment of children as hyperactive is:. _who recog-
nizes the problem and how is it determined that the chiid is. _ .

experiencing difficulties which go beyond the problems of children?

Much of what emerges in the child's treatment may be shaped by the
way the problem is recognized. The extent to which parents, .
teachers. and 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:

_ Teachers play an important part in the recognition of prob-
lems that lead to the diagnosis of children as hyperactive. -
Seven of 1l parents (6?%), 6 of 12 teachers (50%),; and 5 of 10

6%.

3
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physicians (50%) é;i@ﬁ;hét,tﬁé teacher was the first person or
one of the first persons. (i.e., teacher together with someone
else) to recognize the chitd's problem and that this led to the

diagnosis of hyperactivity.

' The close agreement of the three samples 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* (25%) 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. As 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 nome of the respon-

deuts 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 c¢wild or when the child is being treated for other ailments.

7 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

viclent," "irrational,' "irrespoasible,"” 'problems getting along
with other chHildren,'" "short attention span,' ''mot sitting still

in the classroom,” '‘emotional problems,'" 'frustrated,"” "unhappy."
problems,  "~'Irustrated,  un P

These terms give an indication of the considerable range of be-
haviors that were identified in children by parents, 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 chitd's high activity

”””””Aﬁétﬁér aspect of the reports of problems is the pé?éﬁts;
sense of gravity of the situation. In some instances the parent

indicated tittle difficulty at home but was informed of problems

at schoo. Tn 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. 1I'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 difference among
the three as to the nature of the child's problem. For example;

¥4 changes for the three groups because of missing data on
particular questions.

7.



66

in one case, the parent reports the problem as follows: 'He was
a slow learner, and had astlgmatlsm 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 sampies The parent said, ''very violent, irrational, irre-

sponsible." The teacher said, ”famllv problems, defends hlmself
W;;hﬁkprfe 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 eplSOdlC character. The variation

in the description of the child's initial problem among the in-

volved adults leads us to suspect thav differerices among respon-
sible adults may orlglnate in the very beginnings of the percep-
tions of the child's problem. .

Another aspect of tha teacher's participation at the nsrly
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, 1l
of 12 (92%). indicated that they did not make the decision to
contact thé 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-
vity arenot picked up spontaneously by the physician. One further
observation about problem recognition. The examination of the
detailed table (Table 5.1, Appendix J ) shows that few of the
salient dec1s1ons oceur. through the concerted effort of parents

One of the concerns that we had in examining the problems
associated with the diagnosis of childreti 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_ ohlld's conditicn given to them by
the phv,1c1an in most cases (7 of 12). 1In three other cases the
diagnos.s came from the social wcrkers or other professionals
Most teachers,; however; were infcrmed of the child's diagnosis
by parents; various other sources, cuch as school psychologists,
social workers; school nurse; etc.; also provided the information
to the teacher about the child's diagnosis. There is little di-
rect communication between physicians ~nd teachers about the
child's diagnosis:
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.~ Another important aspect in communication is communicat:ion
with the child about the decails 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 ti.e discussion is of the most fleeting, ephemeral kind,
we might heve expected to see much higher percentages of response
to this ques*ion: This response to this question suggests some

thinness with regard to discussion between adults and children on
the nature of the children's condition.

Since the way in which theé 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.nnnel with whom the
child will come in contact _are not inforumed; 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 this 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 1l 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
ot get on the cumulative records: In addition; 5 of the 12 (42%)
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 rélative 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 trearment of hyper-
active children is the use of medication:. 1In the popular liter-

ature on hyperactivity, it is often asserted that improper,

unethical, or illegal acts occur in the decision to use medication.
ThHus, questions concerning the nature of the process for deciding
about medication provides data that can be used to reexamine
arguments 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 wnich the child's treatment will have
a positive consequence.



68

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 te 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%) parentsdesignated the teacher as a decision-maker in the use
of medication and one of theseé two parents has the teacher as a
joint decision-maker 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 1l (457%) of the
parents indicate that they were the ones to make the decision to
use the medication treatment; five of 12 (427%) of the teachers
repor-t that the parents were the Adacision-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,

that they tatked with the child about how medication would help.*

A good ﬁéftraé the concern about the treatment of hyperactive

children with medication for chilldren 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 schuol each
day. Eighty-two percent (9 of 1i) 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.

" *The 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-ws 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 intefview dealt

with the regularity of medical check-ups. When we compare the
responses of parents and physicians, we find that there was a ten-
dency. 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 J )

shows this discrepancy between parental and puysiecian reporting. . .. -
in detail.
A similar difference is noted when we asked parent and phy-

sician who takas responsibility for the medical monitoring of
ched neck- by a physicia Sixty-five
percent of the physicians (17 of 37) say that they are responsible

the child via scheduling check-ups by a physician.

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 teacliers and parents of

77
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hyperactive children to meet with greater frequency than is re-
ported for other chlldren in tne class Teachers report the _norm

per year. (Slxty percent, 20 of 33, of the teachers reported

that they meet with parernts twice in oné year.) For parents of
hypérééti’i}é 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 timeés per year. Onée consequerice

. for teachers of having hyperactlve children in théir classroom

is the increased amount of time and energy which is spent ln
parent/teacher conferences.

A critical aspect of the monltorlng of a child's reglmen is
the evaluation of the effectiveness of medication treatment. We
asked parents, teachers and phy51c1ans about thelr activities. in

parent or teagﬁer to Eelp them dec1de lf the medication has re-
sulted in harmful side effects (94%, 29 of 31). Eighty-eight

percenct of the parents (356 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 informa-

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 betweeﬁ teacher and physician:

The data on dosage level is similar. Virtually all physi- -

cians (over 90%) 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 ;s;tﬁe rélatioﬁsﬁiﬁ between teacher

arid physician in the effect of the child's medication treatment on

school performance As previously noted, a gr2at deal of the _

hyperactive child's difficulty occurs in scheol and with school-

work. The majority of children, being treated with stimulant _

medication, notably Ritaiin, 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 pe=rcent (16 of 32) of the physicians said they

had received information directly from the teacher: Of the 16

physicians wno indicated that they received direct information;

however, only two reported that they received written information
of any kind.

~J
® o)



71

Flnally, 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 suggest:ﬁg to the’ phys:c:an a

(5 of 37) suggested that the medication be dlscontlnued on a trial

basis for thexir students:

Adjunctive Iuerapy

The literature on hyperactive children stresses the impor-

tance of adjunctive therapy. Even promotional literature provided

by manufacturers of the commpnly 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 educatioral, behavioral: problems that have
led the parents to seek help for their child. It was for this
reason that we irncluded 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 ) 1is
the paucity of other approaches which would e1ther supplement th
medication or begin to deal with the more fundamental problems
involved in the chHild's treatment. Treatments such as megavitamln
treacment, 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 phy51c1ans as to the extensiveness of these
treatmerits. It 1§ perhaps of even,greater concern that some of
‘the treatments which are more easily claimed are in no instarnce
repurted for more than 50% of the children,; i.e., 'changes in the
manner of rélating to the child.” The béneflts that may accrue
from the medication car. provlde,the basis for insiuring the success
. of these changes. These data; thus, point fairly clearly to an
impdrtant conisideration relative to the treatment of hyperactive

children: the use of medication tends to be perceived as a more

completd; omnibus solution to the child's problem than the medical

or educatlonal literatiure would seen to warrarmnt.

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. théy 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, ic coula cisTup®
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 trarents, _
teachers and physicians that there were negative psychological or

social conditions in the life of theé 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 cf 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 problums less frequently than teachers who reported
them less 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 chiid 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 data point to a phenomenon that we hav: observed in other

situations which we might characterize as the 'proximity = sensi-
tivity relationship.' When we examine the question of.differences
befween 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~hers (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. _Perhaps
fathers, who are generally in less contact with the child,; have

a greater propensity to consider the.ethical, 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, rather, those
who have accepted treatment or are part of a treatment program.

It would be erromneous to genieralize these attitudes to a general
population.



Assessment of Parents  Teachers, and Physicians about Severity of
Condition Prior to Ireatment

, The natural history and social context of hyperactive chil-
dren, the agreement and disagreement among adult populations about
the course of t—eatment and what has happened and shotld be done
with such childwen, may hinge upon the severity of the condition
and the agreement among the sample about that severity. Previously,
we have discussed that parents, tcachers 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

di fferent: light. 1In 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
samplé as having considerable or severe probleme 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 2ll agreed that the majority of the children

had more seveore 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
parents, 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.

Assessment of Parents,; Teachersyand Physicians of a Cha e in
Child' s Condition since Medication Began

No less essential to understanding the natural history of

hyperactivity; its diagnosis and treatment, or its severity, is

the assessment of the adults aboiit 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 catagory is ''much improved'" - the second highest categor;

available to our respondentg, A majority of parents, teachers,
and physicians say that the”cnild is either ''very much improvead"
or "much improved:.' Teachers tend to be a little more comserva-.
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," or ''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.

'\
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Assessment of Parents, Teachers, and Physicians about Side-Effects
ot Mediecation

There are sharp differences among physicians, pétéﬁtsféﬁa

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 fail
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 what
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 mot tell = .
physicians about their perceptior or the physicians do not credit
the parent's dccount 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

examination of the data from parents,; teachers; and physicians
on this stage of the process indicates an ending without a con-
clusion: .Cur subject groups for these interviews were 113
parents; 31 teachers, aga 68 physicians.

For the most part, the decision to end medication treatment

seems to b: '~ most frequently by the parent,; less frequently P
by the phy In 20% (6 of 30) of the cases,; the teachers ,
reported - was at their suggestion that medication treatment

be terminza

RO
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Termination of treatment is typically not a planned phasa

in the process. Very few physicians (3 of 53, or 6%) made any
special plans for terminating medication. A somewhat larger per-
centage of parents, about one-third of them, indicated that they
did make special plans for the termination of 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

rrsatment, physicians report little contact with teachers g#elative
.. the termination of medication. Two-thirds of the physicians
(37 of 54) reported that they did not collect information from

che teacher. Half of the parents, however, did report collecting
information from teachers.

Physicians generally did not decide to end the treatment

guided 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 instan-
ces where there is a clear organic pathology it is to be expected

that an examination wyould be 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 acccordingly low usage of any examination in
order to determine if the treatment should be terminated: This
seems to be the case with hyperactivity.

Wit >, 3 of
41 physicians provided parents with information about ways of

disposing of medication wher the treatment was ended. Since the

With regard to post-treatment aspects. by and large,

stimulant medications are considered to be a type of pyschoactive
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 thc treatment this had not been communicated to the physi-

cian and had no# been communicated to anyone until our interview
took place:. In other instances; the physician assumed the child

had discontinued medication only because as he checked records

during the interview it was clear that the prescription had not
been refilled: €learly; in these cases; the physician's ability
to advise the parent about post-medicaticn treatment of the child;

disposal of unused medication,; and similar matters, is severely
limited.

' The picture that emerges from this section of the interview
is tlie termination of treacment as a relatively spontaneous and
vrideliberate aspect of .he process: It typically does mnot entail

high degrees cf structurs nor any extensive interaction among the

participants in the process: Treatment for chiidren just seems

ro fade awav rather than end with any careful consideration of

8 ‘



subsequent procedures or processes that are useful to the
maintenance of the child's health or education.
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CHAPTER SIX

BELIEFS ABQUT AND ATTITUDES TOWARD HYPERACTIVITY AND ITS

TREATMEN" “ITH 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
attituaes toward the nature of liyperactivity and its treatment_
as held by parents,; teachers; and physicians. This is done via
a scale developed to measure general atti’‘'ides toward medication
for hyperactive children: We then examiu&< specific attitude
items that were asked of parents; teachers, and physicians,; some
of which comprised the scale. T[inally, we examined the beliefs

about hyperactivity: its nature_and its origin, as held by these

rthree groups in the children's lives.

Ceneral Attitude toward Medication for Hyperactive Children

Parents, teachers; and physicians all hcld generally favor-

able attitudes toward the treatment of hyperactive children with
medication. Very few are strongly cpposed to the use cf medica-
tion. 1In each of the three groups; three-quarters of our o

res. dents are in favor of the use ~f medication for hyperactive
chi~ =n. (See Table 6.1, Appendix K¥.) The major difference
am rhe groups is that physicians are more strongly in favcr of

me .ca. on 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 -roup concerning the use of medication.
Less than omne-fourth of th. teach::: and physicians and parents
have scale scor=s in that most favorable category. _AS groups, _

the paret.ts and the teachers present very similar pictures on the

Guttmarn Scale. The physicians are consideratly stronger in thelr
endorsement of medication.

, We have also analyzed each group separately by the three
ohases of treatment. (See Table 6.2, Appendix K.)

There is not # great deal of variability z—ong f.e three treat-

mén. phase. fcr any ¢’ the three samples:. Tarents, teachers, and
physicians all tend to be s:ronglv in favor of the use of medica-
tion for hyperactive children no matter which phase of  treatment

rhe child in their care happens tc pe in: Examinetion of the .

differences in attitudes toward medicatio:: use by hyperactive
children by phase of treatment within each sample indicates iio
significant differences for any of the sampties across the phases.
‘n each semplée there is some slight variztion in the provortion

t.vorable, btit these differences are not significant.
The distribution of the Kalamnazoo sample on the Guttman Scale,
measuring the general attitude tfoward medi -ation for hyperactive
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children,; is very similar .c that of the Grand Rapids parental
sample. The Kalamazoo parents were slightly more in favor of
vedication for hyperactive children:. None of the parents had -
scale suores in the category of greatest opvosition to the use of
medication for hyperactive children: Stightl; higher proportions

A}

categories. (Sece Table 6:3, in Appendix K.

item Examination of General Attitudes of Parents; Teachers;and— ——
Physicians B

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 per-

cent of pavents and teachers agree with the statement :hat "while

the use of medication may be nccessary for 2 zmall percentage of

children, .ts use has become too widesprz2ad.' More physicians
: e r1as beccmeé CO0 wldesp poy

than parents and teachers agreed with this statement (34 of °1%,;

or 68%). The physicians are more critical of the current uv-ag2

of medication for hyperactivity than either the parents or .-
teachers.

Two-thirds of all parents and teachers agree that 'there is
P ers ag

so much confusion about what hyperactivity is, tkat the use of

the medication is questionable.'” Less than 40% of the physi-~ians
agreed -o this item. Fifty percent of teachers and 60% of phy-

Sicians agree that '"'most doctors are careéeful .n prescribing

meédication and they work well for Liyperactive children.’ Far
more, aimost 80% of the parents expressed this belief in the

carefulness of the prescribing physician. Whether this greacter
trust in physicians on the part of parents is reflective of the
naivety of the ''hon-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 respcnded in much the seciie fashion
that they did to the iten concerning confusion about hvperactivity
making the use of medication questionrable. Although a smaller
proportion of each sample agreed to triis then to ti> former ques-
tion; nearly 50% of the parent expréessed doubt abc © the state
of know'.edge of the dangers of medication, as compared to only
cne-third of the teachers,; and less than one-fourth of the physi-
cians. The physicians i+7 pa.ticular tend tc minimize the dangers
in the use of medicatica for hypéractivity while the ocher groups

are not quite as sanguine.

Two items w-~.e constructed to z2licit, from tle groups,
responses to extreme statements; Tositive and negstive, abcut the

St
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use of medication for hyperactive children. Oné item: "it is

never proper to use msdication .to tamper with the minds of chil-
dren in school' evokes very different responses from the three
samples. In none of the samples did a majority of our respondents
agree to this item. However, over 35% of the parents agreed with

this stacement, contrasted with just a little over one~fifth of
the teachers, and ovne-tenth of the physicians. When the groups
wers asked to respond to the item "it's a shame to let children
suffer when there arec medicines tike these that can help them,"
each of the samples overwhelmingly agreed with this item. Nirefv
percent of the parents, and approximatelv 80% of the physici--

and teachers agreed with this statement These groups, tlien.
were quita different in the extent of thzir rejection of the nega-
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 usc of medication for hyperactivity
shows that, even though these items scaled as unidimentional by
Guttman standards, there is considerable variation in the coupo-

nent belief by sample. As with the zeneral attitude score;
parents and teachers tend to agree with one anc. =r more than

either agrees with physicians. Physicians tend t "a more posi-
tive on items that call for more specialized knowiedge. _And
parents seem to feel more strongly about ite. ; whick call broader,
ideological; or ethical questions into play.

Fewer Kalamazoo thau Grand Rapids parents (slightly more

than two-fifths) agreed that the use of medication has Secome toco
widespread. Grand Rapids ar.d Kalamazoo parents agreed very
closelv. more than thi:e-quarters of each sample, that physicians
are ca-:ful in prescri-ing medication. The two samples agreed
Guite closely, over two-thirds; that the use of medication may be
questionable because of confusion over the nature of hyperactivity.

Somewhat more Gra d Rapids parents, about 46%, feel that mot
enough is known about the dangers c® medication to make it a safe

approach than do Xalamazoo varants, 35%. ' Si_.iiarly, more Gr = '
Rapids parents, ahout 36%, as compar=2d with just over one-fi-

of the K-lamazoo parents; agreed that it is never proper tc 2
medication to tamper wich the minds cof children in school: -C
all of che Katamazoo parents (all but orne) believed that for c.il-
dren who need them, medicines for treatimen: of hyperactivity are
almosc a miracle:. _This compares with four-fifths of the Grand
Rapids sampie who felt the same way. A vast majority, 90% of the

Grand Rapids pare.ts, and all but ome ol the Kalamazoo parcmts,
the igric that it's a shame to le: children suffer when there are

med: rines like these that can help them. The same oroporcion of

Kalamazo> and Grand Rapids parents iliought that medication was
not the cotal >Slution but a useful and important nart of the
solution. :

It is important to note thc strong convergence of opinion

b swecn these two sar-les - samples that differed ir. the manner



80

in which they were selected. The generalizaticns made above

about the Grand Rapids sample, the major parental sample in this
research,7gagfbeﬁgg;ggdegrWithoqt”diffiéulty to the Kalamazoo
sampie, and the general attitude about medication is therefore

homogenenus among the two major sets of parents in this research.

Attitudes of Parents . Teachers, and Physicians toward the Use of
Medication for Children in Their Care

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 increasec when the
respondent is co.dcerncd with a situational or personal circum-
stance as opposed to an abstract, general circumstance. In addi-
tion, our sample is comprised of thr parents, teachers; and .
physicians of children for whom medi.ation has been prescribed,
and/or who, for some period of time, have been taking medication..

Neg-tive attitudes toward medication for these children may indi-
cate that the responsible adult thought that an error hac been
made in thé prescription and the taking of the medication.

When comparing the attitudes of parents, teachers; and

ri.ysicians toward the use of mwdication for children in ti-ir

care (see Table 6.4; Apper:ix ..), we note that, unlike ti.
expression of attitudes ir. gerw:ral, there is a convergence between

the feelings >f physicians and parents, while teachers are marked-
ly different trom both of the other groups. For parents - 1d

physicians, more than two-fifths of each sample elected the posi-

tive, unambivalent statement about medication and their child

"I strongl.y favor the treatment of this child with medication.”
These responses were the model responses for both parents and

physicians:. Just oveér ona-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 abouc the use
of medication but am inclined to favor it for this child." Close
to two-fifths ef the teachers selected *“is item. The comparable

ambivalent item which lezned toward a negative position; "While
T see something in its faver, I am inclined to disfavor it for
this child," was selectéd by approximately one-fifth of the par-
ents, and almost one-quartér of the physicians. Only 16% of the
teachers selected this category. The unambiguous disapproval of
medication for the child was indicated by 6% and 8% of parents

and teachers respectivaly, but by n-ns of the physicians.

The salient findings about this a:titude are th: much greater

ambivalence of teachers abuut medication for the chiidren in their

care, -d the relatively low,; unqualified endorsement given LV
ali th :e samples talking -bout ~hildren in fth ir care who liave

been oi., or ure currently on a .edication regimen. For e ample,
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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 differcnces 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.

Yilamazoo Sample - Attitudes toward Medication for Children in
Their Care

The Kalamazoo group of parents displayed somewhat different
attitudes toward medication fnr their children than did the Grand
Rapids sample. One-third of ti.e sample endcrsed the medication
without qualification, while 55% of the sample are ambiv:e'ent,
leaning toward favoring its use for their child. Virtually all
responses were in thesz two favorabls categories. The ambivalence

noted in the three samples in Grand Rapids is also to be found in
che Kalamazoo parent sample. The positive ambivalent category

is the model category for the Kalamazoo parent 1 3ponse. _The
general attitudes of Kalamazoo parents of hypera tive childrenr

are quite similar to those o’ Grand Rapids parents though sligntly

more favorable:

The 3eliefs of Parents, Teachers, and Physicians about Hyper-
activity and Its Etiology

considerable importance to the cohesrence c¢f the child's

envirunnent and tne ability of parents, teachers, and physicians
o communiczre and work in organized fashion in the diagnosis a.a
treatment ¢. the hyperactive child is the convergence of their
beliefs obout hyperactivity: +there are many different views on
the nature and etiology of hyperactivity in the popular and tech-
nical litsrature. Parents, teachers, and physicians mna, secure
information abcut hyperactivity from ur tversity tr=iniug, in-
service trairing, discussion, magazines, televisiorn:, newspapers,
and the like. Whatever the sources of informaticn, the conver-
gence of the members of tha threc social syscems and their views

about this disorder is «f considerable importance to the child,
and hiis treatment.

We will Zirsi examicz the genera’ beliefs about hyperactivity.

When aska=d to respond to the statemen:: ''the term hy, "ve-tive i
used to characterize children whe are esnergeftic, active, creative,
or merely restless,'" a majority of each samplte tended to agree:
Just over hul- of th~ physicians and teachers agreed with that
stateme~t, but over 70% of * - parents zgresd. (See Table ©v.o,
Apperdix (.) More of the :nts, thzrefore, tended to view thne-
lzbel., .wperactive, with sor cenign denotition. The more person<

al jnve.vement with tie hyperactive chi'd vn the part of tre

§9
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parent may well serve as motivation for this view. A sharp rever-

sal of these beliefs was seen when the three groups were re~pond-
ing to the statement: '"In some instances 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 thc¢ parents

agreed with the statement. Appreciable proportions of the physi-
cians, parents, and teachers agreed with the statement that: 'The

rerm hyperactive is used by 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).

e asked respot dents whether the term hyperactive is a legi-

tinate diagnosis of a real problem for some children. Overwhe lm=

ingly, parents (93% of them) agreed that it was. Almost as many .

teachers agreed, but only three-guarters of the physicians agreed

to th.is statemeat. In the realm of medical diagnosis and medical

entity, rherefore, the physicians r"ow the least amount of agree-
ment anong the three camples.

~ The meaning of the samples’ respoases to these four items
characterizing hyperactivity is that thev agree that hyperactivity
.s a real problem and a real medical encity. When asked specific

questions; each of the samples has a lazge preoporticen qual’ fying

the pathological implications of rhe label hyperactive. 1In three
of these four items, the s~ - ~espond in manners difrering.

signiricantly from one anc we parceptiorn of lLiyperactivity

among parents; teachers; ..elars is aot homogeneous: They
differ from one another 1L © tney believe the label is and
me ing: ¥ ,

When examining the parents'; teachers’, and physicians' no-

tions about the etiology of hyperacrtivity, we alsc rote consider-

able difference among the three samples. Of the six guestions

%One of the things that caught our e-e was that 26% of the physi-
cians (13) said that they disagreed with the statzment: ''The term
"hsperactive' is a legitimate diagncosis of a real problem for some

cnildren." We reviewed the tapes of the interviews with those

physicians, to audit their response tc this item. (ne physician
said, "I don't know if it's a_ legitimate diagnosis. 1I'd have to

say hyperactive is - I den't like to call it a diagnosis I guess: '
Other physicians refer teo hyperactivity as a synarome or a

description rather than a diagnosis; buttressing our concern *+hat
the argument was with terminology rather than with medical entity.
One diswgreeing physician said "No._ It's just a symptom, LOEL a _
diagnosis.' Another comment was: 'L think it should be the Lyper-

active chiid syndrome. Just %o zav a child is hyperactive without
the -yadrome, there is no point. If you re just saying ae. is

hyperactive that's not a diagnosis.'_ Arother phyciciar -oted,
"I wouldn't call it hyperactxzve,; so I woulc say "0 - because I

just use the word syndrome:'

S0
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asked a.. . eriolony, there wore significant differences among
the ctrriow samples o {ouw of these questions. On two questions,.
"at least & me . 1sns of hvnerac-ivity are caused by psychological
or emotionai proslemst and 'at least some cases of hyperactivity
are caused b+ leid poisoning' there were no differences among the

camplés. Overwhrielming proportions of all three samples agreed

tiat cases of hyperactivity are caused by psycholorical or emo-
t:onal problems. _Clo3é to, or over 90% of each of ihe samples .
dzreed to this. In the case of lead poisoning being a cause of
hyneractivity, l.rge proportions of both samples simply said they

did not knev. These ranged from about one-guarter Jf the physi-
cian sample to 70% and 90% of parents and teachers respectively:
Of particular inter:st here,; however, are the responses of the

phvsicians. Fifty peccent of the physicians agreed that lead
poisoning could cause hvperactivity. The other 50% were divided
equatly between disagreeing and not knowing.

~ Teachers and physicians agree in proportions far greater than
parents that some cases of hyperactivity are caused by physiolog-
ical or meurological disordevs. Three-quarters of the parents _
agreed that this may be the case, hut greater proportions of tea-
chers (88%) and physicians (92%) agree. This may reflect the

- .ndency on the parft of some parents to deny either the reality
or the physiczl reality of their child's disorder. Parents also_
agreed less than teachers and physicians that some cases of hyper-
activity are caused by poor nutrition. A majority of the teachers

and over two-fifths of the physicians agreed with this statement,
hut only 377% of the parents did.:

Even more dramatic; anc in the same direction, i- e 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 cpposeéd to one-fifth of
the physicians and less chan one-ternti of tic teachers. Over.
three-cuar-ers of the physicians felcr that tne etiology of hyper-
activity could be tied to poor social conditions. More than
two-thirds of the teachers felt this way,; but_just cver two-fifchs
of the parents felt this was a possibility _Finally: continuing

the pattern, more physicians and teachers felt that pocr schools
could be a cause of hyperactivity than did parents. _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 that this might be a cause, compared with just
over one-third of the teachers and two-fifths of the physicians.
It 15 .nceresting to note the strong proclivity of the teachers

tc ascribe causality of hyperactivity to basu schools. More
teachers agreed that bad schools might be the cause of hyper-

activity than eirier the parents or the physicians.

. When asked whether food additives might be a cause of hyper-
activity, thé physicians were least likely of the three samples
to credit this as a cause. Less than one-fourth of the physicians

thought that this was a poscible cause, compared with two-thirds

9
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of the teachers and almost two-fifths of the parents. Over ha'f
of the physicians indicated that rhey did not know, and siightly

cver half of the parents were ‘ificertain.

These data show a differeénce 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 patterns than the physicians.

The difference between parents, teachers, and physicians about

the etiology is striking:

Summary

The data support the positing of systematic differences in
perception, belinf, and attitude among the parencs, teachers, and
physicians responsible for the ayperactive children in our sample.
The differences among the thr=ze groups seem to reflect the pre-
viously discussed differences among tneir social systems. Those
differences, it was predicted,; would generate among SysStem mem-
bers systematically different perspectives on hyperactivity and
its treatment. :

The differences among iavolved system members,; iu turs, were

seen to produce not only a lack of articulation among the svstem
:n general but an iucsherence in the hyperactive child's envir-
onment in particular. The reaction to hyperactivity creates an

environment which is unpredictable for the child. The incoher-

shce of the 2hild's environment, resulting from the differing

beliefs and perspectives cn the part cf the significant adults
in his environment, provides yet another source of difficulty

for the Ayraractive ohild. Theve is a double penalty: the social
difficulties under wi.ch the child is laboring are jncreased and

these difficulties ar= organized arvund attempts to deal with
the child's condicior.



CHAPTER SEVEN

THE CHILDREN: THEIR ATTITUDES, PERCEPTIONS
AND EXPERIENCES

No issue pertaining to the -:-e ot stimulant medication is
more important than the consequ: '~ of stimulant medication on the
childrézn beirng treated. There a3 beern much research abait the
effect of medication on various scholasitic and cognitive wvariables,
and there kns been some speculation (and assumptions) about the
consequer: -. 3f stimulant medication on attitudes and other kinds
of perceyr....» formed by the chiid. When we began this research,
we could .. ao research on the impact of medication treatment on
hyperact. ~ 1ildren from the perspective of the children. Infor-
mation_abcul the perceptions, beliefs and attitudes of the children
themselves was lacking. This struck us as é,pérticulérly critical

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 consultants told us hat we
ought not to expect that hyperactive children would make cd
research subjects: We were cautioned to be modest in our pco-
tacions of ou» interviews with children. Not only, w2 were to d,

would we have the problcm of interviewing young children but, in

addition,; we would encocunter the problem of.interviewing hyper-
active children; who would be particularly non-reflective and
obliviouz ©c 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 uncercain abecut 0w much information
we could cotair from the interviews; we were even more concerried
about the potential fcr traumz from the interviews. _1f; indeed,
the children were oblivious and unmindful of their diagnosis and
treatment, an interview which focused questions on these concermus
could potentially raise new and additional issues and problems for
the children. Both for reasons of avciding trauma and testing
how accurately the extznt of the childrem's obliviousness had been
predicted, we begzn the interviews with a series of questions that

examined the extent o their awareness to their diagnosis and
medication treatment.

We found that mnst children were aware of their diagnosis as

hyperactive. When wa asked questions about the knowledge about
85
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the medicetion that was taker. to help them in school or at home;

most of the children in both the Grand Rapids. and Kalamazoo samples
demonstrated awaren=ss (83% in Grand Rapids /108 of 1307 and 947

in Kalamazoo £34 of 347)., When asled - .- tne medication and pills
were being taken,; the most common :--’o0s:i were 'because I am
hyperactive'" or 'to calm me down," or some variation on Tresponses
such as these.

.~ Our interviewers were carefully trained to ask the open-
ended questions,; to lis ¢1 to the responses made by the children;

and to watch their reactcions to the guestions 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 the
questions that pertained to the di.gnosis 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 infervicwers were also trained to assess the extent to which
it ap-edared the child understands the role of medication in the

treatmenc of his conditi n: A substantial percentage of both
sauples (68% in G6rand Rapids and 79% in Kalamazoo) were judged

understanding of the medication and th2 use to which it was being

put. (See Table 7.1, Appendix L.) 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. Tnis is particularly impressive since 407 of the children

(367 in Grand Rapids, 53% in Kalamazoo) reported renembering no_

communicaiion explaining the medication (see Table 7.2, Appendix L)

As might be expected, given the variety of positions which

exist ou_.liz part of parents, teachers; and physitians concerning
the functicn of the medication, there was variation among children
about the reason for the medication but;, to a considerable extent,

the children in buth samples cemonstra-ed that they were not =
oblivious fo their c¢tati.. as a diagnosed hyp:ractive child,; that
they did parveive themselves as having a behavioral or learning
problem, and that the mcdication they were taking was in some way
intended to help them wrrn that condition.

"Even theigh most childrer were aware - their diagnosis and

treatmenc, theze was mich murkiness about how and wh.s traacment
began. LUoubtless, some of this murkiness was cacsed by “he time

whic.i had elapsed from ihe commencement of the medicavicu * -"eav-

mert to the time of the interviews: Aboat half of each szmpiz of
cnildren could not rerzil a cvritical ianciaent that led tc the
decision to medicat= Ta%le 7.3, Appendix L). #b-oil a cbird of
the children cited prcilems in school or learning or bcehe “oral.
problems as a critical incident. This indicat=zs chat the cnild's
perception of the problew does not appear generally co be linked
to a4 crisis. Wheri i. is linked to a crisis, the school is the
site of the incident.

w
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Along the same lines; even though some of the literature

(particularly the popular literature) attributes the use of medi-

cation to teachers, the children in our sample tend not to see
teachers as involved in the decision to initiate medication, The
pe-ception of the childrer 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 éhildreﬁfigfbgthﬁga@g}éé reported _the physician as
initiator; slightly more than oné-third (38% in Grand Rapids; 24%

in Kalamazoo) cited their parents as medication initiators. (See

Table 7.4, Appendiz "..) Only 6% of our Grand Rapids sample and
3% of the Kalamazoo <-inple report that the teacher was the decisive
persorn in the decisiociu to begin medication. Three children in _.

our Grand Rapids sampie Andicated that the decision to begin medi-
cation was made by ti-mselves.

One of the focéi points of the interviews with children was

their perception of .he communication of parents, -doctors, and
teachers with them. During the parent, teacher, and physician

interviews, weé asked a number of guestions about communication
with tha child. Was aiso asked these questions of the children
themseélvés. Thir.y-seven percent of the Grand Rapids children

and 56% of the Kalzmazoo children indicated that there were mno
conversations with them. We find this a particularly troublesome
finding. Even if the c-~nversations did occur with some children
who did rot report them, the usefulness of those conversations is
ia considerabié mésiure raflected in the recollection of them.

However,; it is riot inconceivable that conversations may “ave been
very beneficial and had 2n impact on the child’s life ev - though
they are no longer remembered.

About two-thirds of -he Grand Rapids sample and one-half of

the Kalamazoo samplé reportéd conversations with people who ex-
plai..ed the medication to the child. When these conversations
occurred, tihiey typically cccurred with the doctor (21%) or the
parent (44%). 1In only one instance, in both samples combined,

was there a report of a conversation with a teacher pertaining

‘to the medication treatment. (See Table 7.2, Appendix 5.)

The chiidren generally perceived the nature of the medication

to be tied to the nead to calm or slow them down, to treat their
hyperactive coudition, to assist them with school work or because

of misbehavior.  The first two of these explanations were provided
by roughly one-third of the .hildren and the second two by around
30% of the rcporting semples. Their own beliefs were quite similar

to the explanations they were perceiving.

"It is o: in“erest that teacher involvement in conversations

pertaining to the medication are reported only to a very limited
extenr by the child: [here ma; be some underreporting of conver-

sations; but this substantiates thé finding in other data indi-

9
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ca-ing that teachers are generally cautious about discussions per-

caining 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 the children (24% in Grand Rapids and
38% in Kalamazoo) had no opimion about the medication they were
(or had) taken. But a plurality of the children, 467% (49% in
Grand Rapids and 35% in Kalamazoo) assessed their medication rosi-
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 heips veiy much" (57%) or “‘'some'" (30%). (See Table

7.5, Apn.iiiix. . Y Large majorities (about 60%) report that taking

- their o ati . makzs their schiool work easier and makes it easier

to be w..i. friends (Table 7.6, Appendix L) ‘

: Seventeen percent of the combined samples said that me~ica-
tion made their work more difficult. A comparable gquestion was
asked pertaining to the effect of medication on the ability to be
with friends; the percentage raspoucing that medication made it
easier to _be with friends was similiar 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 tke medication made it more d.rficult to be with their friends,
Cenerally,; the greatest benefits -he children perceive from taking
medication is :hat they are calmed down,; exhibit improved behavior,
and are helpeu in school performance. (See Table 7.7, Appendix
L.) The child's perception of the unp!2asant aspects of medica-
tion was predominantly focused on the tas.e and on the texing of
pills:. Thesas two explanations were tle predominant responses by
those who dia perceive unpleasant aspect. of taking medication.

: Atthough a sizable group of the children f{about 40%) repowvted
that they felt no different when they did not take their medica-
tion; over two-thirds reported that others could tell, mostly

‘ their pare:-s and teachers. (See Table 7.8, Appendix L.)

. The patcern of med® aking reported by the children
raveals the importarice procedures. Thile almost all
the children indicate tF. - rtedir medication prior to going.

tc :school; two-thirds aicz- 2 s _they took their medication at
{mmch time a: school. Relatively few children take their medica-

tion at any other time (see Table 7.9, Appsndix L).

.~ Data from the children indicate a diversity of places in
which their medication is administered _at schuol. No single place
characterizes this activity in spite of the relative frequency of

medication at school:

While i- 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 of children

that they were eithev teased or treated unfairly as a reaction of

Qo
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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-

harmful outcomes:
In sum,; then,; children recognized some negative consequences

of being on medication and displayed some resistance to it. How-

ever, their ass:ssment of the medication was positive and their
understanding of its purpose, accurate. The social arrangements

of treatments for hyperactivity and communication about it 1s 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, 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. 1In 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 idosym-

cratic aspects of the care of hyperactive children as perceived

by the relevant parties: 1in ocur interviews with parents; teachers,
and physicians about role; we shifted the focus from their own
child; pupil; or patient to the perceptions of what ought to hap-
pen for effective diagnosis and treatment of hyperactive children

in generatl.

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 ougiit
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 inciusion
dimension were high. Parents endorsed 86.27% 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
90

gi?



9t

90% of any of the samples. In the case of parents; 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 paremts 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
Items Yielding Discrepancies Among Samples
on_the Dominance Dimensions
Percent of Agreement  Deseription

Ik - Parent(s) Teacher(s) Physicians(s) of Contest

In addition to child's doctor, another doctor . . . o
or specialist should be consulted, - 85% 89% Stk P/T vs; Ph
The diagnosis of hyperactivity and use of medi- . . N -
cavion should be put into official school records. 6% 19% 8% P vs, T/Ph
Soieciié other than the doctor should suggest a | -
possille diagrosis of hyperactivity for a child. 12 76% 867% P vs. Ph
The use of nedication should be recommended fora | R
child vho is diagnosed as hyperactive. 84% 143 12, P ys, T/Ph
When a hyperactive child is treated with nedica- |
tion; the use of medication should be explained
to other members of the household who are old o e . -
enough to understand. 947, 95% 84% P/T vs, Ph
Students ir the class of a hyperactive child be-
ing treate with medication should have an expla- - _
nation of the medication treatment. 17% 20% i P/T vs; Ph
& hyperactive child being treated with medication

should have an explanation of that medication . o - o
treatment, | 967% 087, 647, P/T 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 o | .
in the home or school situation, w9l 94% Pvs: T/Ph
A progran of regular visits to the doctor should.
be set up for the hyperactive child being treated o - -
with medication, , 0% 98% 100% . Pvs, Ph
Thére shiould be a channel of information between |
the teacher and physician of the hyperactive child " B -
haine treated with medication, | 8% 95% 087 P vs, T/Ph
ERIC | oo " _ -

E P .
| 0 c , \ ? 1
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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

scmewhat qualified. Parents had the lowest level (74%) of agree-

menit 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 paremnts than the use of medication.

Thére were two items which did not have at least 65% agree-
ment among all three samples. These two items were item ll and
item 17. = Item ll 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 cr-el 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; with teachers and parentcs exceeding 65% on these items.
These items were: ''In addition to the child's own doctor another
doctor or specialist should be consulted," and: "'A physical exam-
ination should be required to determine if medication. treatment
can be ended.'" Teachers and parents endorsed these behaviors with

fiirly high percentages: The percentage of physicians endorsing

T
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Physicians are somewhat readier to

this is substantially less, Ph r
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 intetr-saiuple 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 =
Parent Teacher Physician

Parent 54,747 17.74% 26.98%
Teacher 41.84% 26.70% 30.40%
Physician 36.90% 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 427% 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 theé dominance of the parent and the physiciar 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 @nalysis 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 lével at which a sample would be consid-

- Ina



ered to reflect consensus about &g@iﬁaﬁCéL, 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 - Information about the child's behavior at home should be part

of diagnosing hyperactivity. (dominant figure: parents)

14 - The use of medication should be recommended for a child who

is diagnosed as hyperactive. (dominant figure: physicians)

15 - When a hyperactive child is treated with medication, the use

oFf medication should be explained to other members of the. house-

hold who are old enough to understand. (dominant figure: parents)

20 - Reports of the child at home should be used to adjust the
medication and the times in which the medication should be taken.
(dominant figure: parents)

94 - Information from home should be used to judge the effective-

ness of medication treatment. (dominant figure: parents)

56 - 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 anid 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 1l 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

, ,%Exceptiéﬁéiﬁéwﬁﬁiéiéiéritéms 11 and 1% in which consensus
about dominance is high but consensus about inclusion is low:
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a part of diagncséng hyperactivity.

6 - Thergeacher should understand the meaning and diagnosis of

her student.

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

13 - Someone other than the 'd'o'éj:'o'r,sh'o'iii'ci suggest a possiblé diag-
nosis of hyp'éi-a'c'tivity foar a child:

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:

and the pEySICIan of the hyperactxve child bexng 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 ernded.

In examining these items we can see that 3 of the 11 items

pertain to the school and, indeed, to aspects of the treatment

which are particular and unlque ‘given the nature of the child's

hyperactivity. This set of items suggests that agreement about

who should be the major figure in the treatment of the hyperactrve

child declines in those behaviors that do not constitute routine

medical treatment, even if all concerned agree that the pehaviors
should take place. -
sniother aspect of decisions about who has the maJor respon—

sibility to ensure that the needed behaviors occur 1s depicted in
Table 8.3. This table shows a ''collaboration index' of two types
and ''set breaker' index. Type 1l collaboration indicates the
designation of shared resoon51b111ty involving the person who is
reporting, i.e., parents saying that the responsibility should be
shared on a partlcular item between parerits 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

Inz



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:
Table 8.3

Percentage Response of Parents, Teachers and

Physicians to Two Types of Collaboration and to

Underrating of Other Persons as Dominant

Other person
Dominant
(set-breaker)

Collaboration

in Dominance
without Self

in Dominance

Respondents with Self

Parent
Teacher

Physician

5.967% 1.6
12.97% 5
19.25% "8.52%

4
:15%
;247

8
13

54,

, Turning to the items themselves we found that
item did more than 20% of the samples specify that "o1
That was item 8: '"Tests and other diagnostic pro-

be involved."

"others should

for only one

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

20% of the samrples.
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 chauges be made

in the 1ife 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.

Q : 1 Of)
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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 combinations 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.
A1l the items on which teachers and parents exceed the 207% 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 doctoxr
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 colvmn 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 1llegitimacy 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

107




99
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 o
conservative form of involvement, ''recommend'' rather than "request"
or "demand." Nevertheless,; parental invelvement was not considered
legitimate by the majority of physicians.

g

‘Parent, Teacher, and Physician

Designations of Legitimacy*

Resporndents Parent Teacher Physician

Parent 69.79% 97 .40% 41.13%
Teacher 59.167% 40 .84% 47.99%
Physician 52.76% 29.83% % 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

miost krnowledgeable 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.

Onice again, the tendency to proscribe teachers from involve-
ment is 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 beiiefs 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

were rejected. ©nly 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 the.

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.

regarded the teacher as having the role with highest levels of
illegitimacy. Teachers were nominated as iiiegitimate on_22 of
the role items by parents (63%) and on 10 of the items (51%)_ by

With regard to legitimacy and illegitimucy, all samples

teachers and physicians. Parents were ncminated 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 sample. 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, TFor
teachers the number of open cells was 12, or 34%, and for physi-

cians it was 11, or 31%:

Summarizing this overview, e make the following observations:

First, there tends to be ccausiderable agreement among all three
samples about the inciusion 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 sénse, a direct conflict

among members cf 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 disagreement among_ the three
samples in some instances; with one group viewing it as prerogative
of one of the groups and another group tominating 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 onty 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 vigs-a-vis the item.




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
reésearch is that the extent to which roles fit together constitutes
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.
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 chiid 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 chiid 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 wili 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
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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 mutuallifggrgggblé may not be undertaken
out who is respoasible for initi-

because there is no conserisus al v r

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 causding 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 cf 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 ggg%iéi about children who have been treated for
hyperactivity. The next questions will deal with your view of

what parentcs, 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 the reference to the individuai

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/
teache:sgng:gpgs[ghygég;ggéj”téééhéts/physiciéné); 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. 1In 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.

liz.



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 whilie 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 légitimétély involved in behavior or when Chéy,

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.

777777 The dominance dimension 1is quite §ifféféﬁt; There is éﬁiyr,

about 407% 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 shouid 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 ROt 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 uwember 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:

)
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Table 9,1

,,,,,

Agreement Among Dyads of Parents, Teachers, and Physicians

About Behaviors Toward the Hyperactive Child

Parent/Teacher
Dyad Agreement

Role Dimension f

%

Parent/Physician
Dyad Agreement

£

/3

Teacher/Physiciar
Dyad Agreement
f %

Inclusion of
proposed behavior
in regimen of
child -
(INCLUSION) 2580
Specification of
person respon-
sible for proposed
behavior_ . o
( DOMINANCE) 1014
Specification of
persons legiti-
mate to be
involved in
proposed_behavior . __
(LEGITIMACY) 332

85.26

41.19

2163

3542

1377

391

§5.23

4185

18.70 -

9192 84:18

732 37,18

991 18.00

[y
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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 diaghnosis 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 627% 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 O to 77 for the dyad of
parent/physician and from O to 50 for the dyad of teacher/physi-
cian. The major variation is by component of rolz 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 agreemernt 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 107% 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 thése cases, the members of the
dyad disagree with one another in determining who should be dom-

inant and who is legitimate in <his process. This seems to be

particularty the case when_the school and the medical system are
involved simultaneously. Some of the items that are low inm 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

5
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medical diagnosis of her student?'; and, "Should the child under-

stand the details and meanings and medical ciagnosis 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 legitimacy: ''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 thc -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

. Indéx of Agreement. The Index of Agreement for each dyad was
calculated by adding the percentages of agreement across the three
role dimensions: inclusion, dominmance, and legitimacy: Therefore;
if the parent/teacher dyad of a given set had 85% agreement in
inclusion, 42% agreement in dominance, and 23% agreement in legi-
timacy; the index score for that set would be 149. Since the
Index of Agreement score was created by adding three percentages,
the lowest possiblé score was zero and the highest possible score

was 30Q. The distribution of the index of agreement by dyad is

to be found in Table 9.2 in Appendix J.

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 velow 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-

1ig




Set Classtfication by Dyad Designation on the Index of Agreement

Table 9.3

~ Set Type by
Index of Agreement

Total
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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, 1l7 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 coutd 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. 0f _the moderate agreement
sets, 13 were parent/teacher dyads and 33 parent/physician dyads.

Of the low égreemencﬁsets;73fﬁéfé,ﬁéféﬁt/téachér dyads and 9
parent/physician dyads. In all of the one-dyad sets, 267% 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 with moderate. The modal category (traceable to our method

of categorizing dyads) contains 21 sets comprised of all moderate
dyads: Sixteen sets are comprised of 2 moderate and 1l low dgree-

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 find relatively few sets comprised of two or more high agree-

ment dyads: ©Only 50% of our three-dyad sets falt 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 one-dyad 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 dectined 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 jnterviews with the tea-
cher at the time of the stimulant termination were not attempted:
The logistics of locating these teachers plus the mature of such

retrospective data seemed to impede the Cdllé?tlon of these data.
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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
distribiition 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 1 moderate _

dyad, 67% of the parent/teacher dyads are high agreement, 67% of

the parent/physician dyads are high agreement, and 67% of the

teacher/physician dyads are high agreement. Since this set con-
sists of 2 high and 1 moderate agreement dyad, this disribution
its precisely what probability would indicate. "The situatioa is
different, however, when we consider the 19 sets with 2 moderate
ard 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 proportion of parent/teacker 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%). 1In 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 a-tempt to

characterize one set of dyadic disagreements_as more important oOr

disabling than another. Nevertheless, a child who is in a situa-
tion where there is disagreement between the parent and the physi-
cian will have different kinds of difficulties and incapacities.
than a child in a situation where the disagreement is between the

teacher and physician. Different aspects of the process 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
sys-ems in which the hyperactive child lives: The data indicate
st.ongly that there is relatively little agreement; . This picture

of an incoherernt and fractured environment for children whose dis-
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order already severely limits their ability to funmction in their

soeial and physical world has yet other overtones.

In asking parents, teachers, and pﬁysiéigﬁéfﬁ§”ggspéﬁa 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 chargz

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 arialyzed by

dyad and set indicates that the integration possible 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 special
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 behaviors 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

Introdiuction

The détgwtﬁggfwgihéve presented in,chapgeggﬁféﬁi through nine
are compelling; but do not quite speak for themselves, The results

of this research inform us about the lives of the hyperactive chil-=
dren and the nature of the society in which they live. The data
point to the need for policy and to directions in which policy may

be developed. This concluding chapter is devoted to these consid-

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 sib-

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

pPrevious beliefs aboit 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 to
document the magnitude of this phenomenon. It is alsc possible;.
for the reasons advanced earlier; that the prior estimates for the
Prevalence 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 concerin

from 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 trearments for hyperactivity
are rarely applied. - .
____As we saw in chapter four, the proportion of children in the
school system diagrniosed as hyperactive was small and the proportion
of currently treated children was even smaller. If; hHowever. 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 concerd.

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%7§§&7§5§6%;-in,spité,bf,

the relatively small proportion of children diagnosed by a physi-

cian as hyperactive and the smaller proportion of currently treated
children. For some policy or procedural considerations, it is

reasonable to expect that parents and teachers of children in this
undiagnosed pool, in addition to parents and teachers of diagnosed
and treated children, may be concerned and involved.

We have no reason to assume that the data gathered from Grand

Rapids, Michigan, are very different from other similar communities:.
More studies of prevalence, however, are needed in order to assess
the size of the problem; to plan policy, prevention, and treatment,
and finally to free ourselves from the tyranny of myths about the

nature of hyperactivity and its treatment.

Controversy and Context

~ The fundamental question embodied in the controversy over
hyperactivity is: 1Isg the diagnosis of children as hyperactive,

and their treatment with stimulants, a beneficial or a harmful

activity? 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 case
finding. Both recognize that there is a failure, at times, to

employ approaches which address the ‘range of problems gggounteréd

Both recognize problems in the manage-

by the hyperactive child.

ment of the monitoring and the maintenance of the regimen. Both

acknowledge some possibility (though to different extents) that
treatment may lead to labeling that works to the detriment of the
child. ]

This research was conducted because we believed that the

question_posed above could not be answered solely by additional
pharmacological cr medical research. We believed that an under-
standing was required of how the people who are invoived 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 involving
medical and educational aspects; for; if hyperactivity is confined
to 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
vith parents who have told us of the years in which their chil=
iren's problems have gone unrecognized by the school system. We
1ave evidence of the battles between physicians and teachers in

vhich the child becomes the unwitting victim. We have been in-
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formed; in painful detail, about the children placed on stimulant

medication by the physician whose regimen is strongly opposed by

the teagher, with the result that the child and parents are caught
in a_tUg-of-war between experts. We have seen bewildered, unhappy,
and fr}ghte’ned teachers equipped with too little. information about
the congi+ion and treatment of the children in their care,; and who
feel hopelessly isolated from the physicians and the medical treat-

ment_being given these children. We have seen these and what
strikes ys as just about all other conceivable consequences of the
tack of coordination:

When our respondents speak of their experiences with hyper-

activity, they speak of it in terms of the social; interpersonal;
and €dUcational 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
intervigys, there is often an expressed belief that the diagnosis

and treéatment of the child was correct and helpful.

In contrast to this holistic perception of the effects of the

disorder and the application of medical and social treatments,; our
data sPecify the fragmentation of the experiences of hyperactive
children, their families, and others involved with them. The data
indicats that parents and physicians each nominate themselves as
legitimgte and dominant. A contest for legitimacy and dominance
is evidept between the parents and the physicians. Both parents
and Physicians see the teacher as rarely dominant and often not
legitimgte, and teachers concur. Teachers also tend to agree with

the pParents in their definition of who should be dominant and who
should he legitimate.

_ Phygicians, 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

parents and/or the physicians. Our analysis indicates extremely

strong incoherencé because of the nature of the responses of these
competlng 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 1t is their prerogative to do so, and that it is not the
physicisn's business tc 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-

'As ye have been involved in this research, some have said to
us that pyperactive children are totally unaware of these factors
in the treatment. We know this not to be true. It seems clear

[ Y]
)
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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 environ-

ment. :

lems that are encountered in the diagnosis and treatment. of hyper-

activity? 1If 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-

herernce 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 problems. 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

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 approach that we have taken has another important con-

sequerice. 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 wiil

follow. It seems clear that it is not until onme 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 orgamizations,
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 i§ incor-

belief that information from

porated: It means that we act on our

school personnel and parents is essertial 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 inte-

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 years with regard to the treatment of
hyperactive children, then the creation of solutions is valuable

only to insure that children beiig 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 recognizgg7§5§E"§éyéhbphaerCOlbgical”tgghnolggy has not

reached its culmination with the development of this generation _
of existing drugs, one sees that our need to think carefuliy 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.._I1f policy came when called,

like a well-trained dog, we would have long since had public policy 7

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

timé 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. TFor 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 corntroversy, 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-hyperactivity 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;

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 fcrmed:

I1f 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 tuat a variety of persoms be consulted.
Parents, physicians, educational personnel--all nave somo involve-

ment in these activities and thus their participation 1is required.
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We know that when there are different beliefs and attitudes among
these individuals about what shoul” --~d should not be done, we
confront a very difficult task in t. ng 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

gome issue when there are alternative positions possible. The
important features,; in the case of the policy pertaining to hyper-
éctivjé éhildreﬁ - are._ that the pérspéétiiiéé and béliéfé thét éré

the familial social system, the" Eyperactlve 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

competlng deflnltlons of the situation, goals, functlon, and legi-
timacy.

What are the implications of this for Eollcz 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 gnly as individuals representing a
partlcular 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. While the propensity to serve

as guardians uay vary from individual to individual, it is unlikely
that a physician, parent, or teacher will ever totally relinquish
their role 'as a phy51c1an parent, or teacher. The extent of
flexibility possible in the negotlatlons 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

_1nd1cate that parents, teachers, and physicians dlsagree on atti-
tudes toward psychoactive medication, on the perspective of the
assignment of etiology to the condltlon its nature and character-
1st1cs, and the degree to which the same set of behaviors is
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We have never ceased to be both intrigued and dismayed by

the realization that, when looked at in this multi-system 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 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

énd'in-beliefs,”actitudeg;;gﬁd”conceptionsHWHichméré 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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INSTRUMENTS

MAILED QUESTIONNAIRES:

QUESTIONNAIRE: Parents
QUESTIONNAIRE: Teachers

INTRRVIEW SCHEDULES:*
BACKGROUND: Parents
BACKGROUND: Physicians
BACKGROUND: Teachers
BACKGROUND: Child i
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 _
ROLE: Parents; Physicians,; Teachers
ATTITUDE GENERAL: Parents
ATTITUDE CENERAL: Physicians
ATTITUDE GENERAL: Teachers
ATTITUDE GENERAL: Child
SPECIFIC BELIEFS: Parents
SPECIFIC BELIEFS: Physicians
SPECIFIC BELIEFS: Teachers =
AWARENESS OF MEDICATION: Child _
PROCEDURE IN TAKING MEDICATION: Child
RESPONSES_OF OTHERS TO CHILD: Child
SELF-ESTEEM: child

*Rather than including all interview schedules for all phases
(initiation; monitoring and termination) in their entirety,
the gbove is an index of the sections included in the various
inteyview 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-
plicgble, for monitoring and termination phases.
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: o ' ~ A-3

Please list the ages of your children and indicate '%ﬁéii’ sex. Include ali children who weré mem-
bers of your household;, even if they now are grown and live elsewhere. {(Continue on back if
necessary.)

First Name ' ' . Age Male Female

8

O

1: - ——

W N
|

\

\

|

|
Ol

0 O

al

4. _—

al
o o

5. S

father OJ stepfather O male guardian (J female guardian [

mother [J stepmother O other (please specify)

In what age category are you?

20-24 (3 25.29 g 7 30-34 g 35398

3043 OJ 45490 - 50-54 [] 55 or older (J

in what age category Is your spouse—if you have one?

20-24 ] 2529 [J 30-34 OJ 35-39 O

40-44 OJ 4549 [] 50-54 (] 55 or older [J

What is the occupation of the father (stepfather, male guardian)y—such as lawyer, auto mechanic,

salesman—in your family?

What is the occupation of the mother {(stepmother, female guardianj—such as lawyer, auto mechan-

ic; salesman—in your family?

PLEASE ANSWERTHEREST <
OF THE QUESTIONS ABOQUT -
THIS CHILD

Has &:ur child had a medical diagnosis of a learning or behavior problem?

vyesd wNoO

What was this diagnosis?

Who made the diagnosis? Physician CJ Teasher O Counselor O Nurse O]
Psychologist [J Other person [ (specify) _
' , : : - ) 14An

ERIC

IToxt Provided by ERI



8. Please check any of the following diagnoses that have been made for your chiid.
MBD B  overactive L3 Minimal brain dysfunction =
Hyperkinesis [0 Impulsedisorder [J  Minimal cerebral dysfunction O

Hyperkinetic [J Learningdisorder [J  Hyperkinetic Child Behavior Syndrome [
Hyperactive [0 Learning disability O3 |
My child has not been diagnosed in any of these ways [

9: Is—or has—your child been treated in any of the following ways?
Yes this Treatment __If treatment _
treatment started has been ended,
is—or has— monthlyear when did it end?

been used

Megavitamin therapy — -
Counseling
Special Diet

Behavior Modification

00000 R

Psychiatric Treatment

Medication for some sort
gfrfb:e,ljé)?ib'r or Iééfﬁiﬁg

O

problem
If your child is taking
or has taken medication
check beiow:
Dextroamphetamine
{Dexadrine)

Meltaril

&)

2
000000 oo

|

Imprimine (Tofranil)

Coffee or Tea (Caffeine)

g an

-

Other




10:

~

- = NT s

it here. e

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 has 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 & in the appropriate column to the right. Please answer all items:

Not at ~ Justa Pretty Very

Ali Ltittle Much Much

Restless =] O

-k

Excitable; impulsive

ar al al
ar ool

oo

Disturbs other children

=
=
4. Fails to finish things he o
starts {short attention span) O
o
8

Fidgeting

O o a
O 0O o
O gl g

Inattentive, distractable

o -

Demands miust be met

a
O
a
0

frustrated

a
O
a
O

8. Cries

a
O

9. Mood changes quickly : O O

10. Temper outbursts

(explosive and unpre- - , . .

dictable behavior) O O O O

If you checked “pretty much” or “‘very much” for any of the above items, please indicats whare

these behaviors usually occur: , '
~atschool [0 everywhere []
“athome O other (please spacify)
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SCHOOL CHILD SURVEY . A4

"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.)

What grade level(s) are you teaching?

How many childien in your class this year do you believe exhlblt symptoms of the condltlon known
as the hyperkinetic (hyperactwe) child behavior pattern"

havior syndrome, mlmmal cerebraldysfunct:on" _— - e — -

Please indicate the number of children in your class this year who are being treated or who were
being tréated 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.

777777777 Number of » Number ot
Treatment Children Treatment Chiidren
a. Megavitamin Therapy =~ - ———— e. Behavior Modification =
b. Counseling S 2 Eéycma’t'ri'cfréétrhéht
c. Special Diet E— - g. Medication for Behavioral
d. Remedial I'n'ét'ri.i'ctlon - orLea’r'n’i'rigProblems

lf th’éjré are 'cﬁii"d"réh’ in your Qiéés'rdd'm' ih’j year belng treated with medlcatnon(s) for behavioral or
learning problems (question 5g above), please indicate how many children are being treated with
each of the following medications:

o Number of o » ‘Number of
Medication Chiidren Medication Children
Dextroamphetamine .
{Dexadrine) o Benadryl
Meilaril _ Valium
Dilantin - Imprimine (Tofranil)
Cylert ' Coffee or Tea(Caffeine)
- Phenobarbital : - Other (please specify)
Ritalin - Unknown e

What is the name of the school youteachin? _—_-—




BACKGROUND
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BACKGROUND: Parents

1.  Would you tell me your full name? -
2. Wnat 15 your husband's (or wife's) firSt name?

(TURN ON RECORDER HERE IF PERMISSION WAS GRANTED.)

3. what is your relatiomship to (chiid's name)? L

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? o _

7. How many years have you lived in Grand Rapids?

- f 145




BACKGROUND: Physicians

1: Sex: Mals _  Female -
2. Whnat i5 the approximate age characcaziscics of your practice? Could you
tell me if the:

Majority of your patients are adult,

Majority of your patients are adult or adolescemt, or:
Majority of your patients are childrean under 13.
3. For how many years have you been a practicing physiciamn? ___
4. Could you tell me your age? _ |

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

& substantial proportion (6 - 25%) ___
I specialize in treating these conditions.

6. Are patients with school and behavioral problems rafarred to you by other

physicians?
Yes
No




BACXGROUND: Teachers

1. You now teach — level (grade).

2. Have you ever taught im another level? Yes No
24. (IF YES) What level? °  How many years? .

Level - Number of Years

'

lfi,,i

2, .

3_ —————

4 —————

5 -

6 -

77,7 o

9-12 I

3. How many years have you taught?

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

5. Have you ever beem 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? S

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

(IF YES) What was it?

~|
®




C3ILD INTERVIEW: Treated ' - . A-9

Interviewer: Hello I am Mrs. (Miss) . Are you
(child s zxrst ::ame)9 I would lxke to ta1 you for & little wnxle and ask
I would llke to record our talk with this

tape recorner so I caa be suras to get everything you say right. If you liks;
can listen to a iictle of this on the tape recorder zfter we're done. Is

ve
(IF CHILD SAYS NO TURN IT OFF, PUT

it OK wich you if we use the tape recorder?
IT AWAY AND PROCEED WLTH INTERVIZS 1.

1. wﬁéi is thg fiame of your téacher?

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

3. How old are you?

4, What do you like to do best in school?

\

(NOTZ DIFFERENCE BETWEEN PROBES AND FOLLOW-UP QUESTIONS. PROBES ARZ USZD ONLY
IF TEE SUBJECT CAN NOT RESPOND TO THE INITIAL QUESTION. FOLLOW-UP QUESTIONS

ARE TO BE USED WHEN IT IS NECESSARY TO FOLLOW & PARTICULAR RESPONSE AND ANSWER
WITHE ANOTHER QUESTION:. THE FOLLOW-UP QUESTION WILL BE SIGNALED BY THE DIRECTIONS

"IF YES" OR "IF NO:.")

,h‘
Ty
(0 o)
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EVENTS, PROCESS AND ROLE BEHAVIOR

Y
B
o]
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EVENTS, PROCESS AND ROLE BEHAVIOR: Parents

Whac I WOuld like to do now is get some bac<ground 1nformat10u about

medication. I am g01ng to ask you some questions. Your answers to these

questions will give us a picture of (child's name) diagnosis and treaztment.
(PROBLEM RECOGNITION AND RESPONSE)

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

child's father
relative

Chlld s doctor
other (specify) o

don't know S
dou'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 haviag at that time?

3. When was this? Month 1 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 (chiid 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




A-13

6. Wno 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 kmow

don't remember

*7. In addition to (child's name) doctor, did you or your spouse go to amyone
for help?

Yes No Don't remember R

7a. (IF YES) Specify

(DIAGNOSIS)

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

Yas ' No Don't remember

8a. (IF YES) From whom?

doctor — school social worker ;
doctor's nurse schocl nurse = -
teacher L school psychologist
other (specify) -

8b. 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?)

¥

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

" Yes o - No ___ _ . Don't remember

9a. (IF YES) Do you feel your talk with the doctor emablad you to undarstand
(child's name) condition? ‘

Yes No:




9b.

9c.

10.

1i.

*12.

*14.

*15.

A-14

(IF YES) What, 1f anything, did you find out that was helpful and important
for you to know?

answered by the doctor when you talked with the doctor about the meaning
of (child's name) diagnosis? : o

When was the diagnosis made?

Month Year __ Don't remember

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

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

Yes No Don't remember

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

Yes No Don't remember

Did you explain (child’'s name) diagnosis to other members of the family
whe were old enough to understand?

Yes No Don't remember

Did you tell members of the school system about (child's name) diagnosis?

Yes No Don't remember

(IF YES) Whowm in School did you tell about (child's name) diagnosis?

principal physical education teacher

reading teacher

teacher aides
other (specify)

school nurse

school social worker

school psychologist
child's teacher




*16.

164,

16b.

*17.

A-15
Did you talk with the teacher or any other member of the School system
about the details and meaning of (child's name) diagnosis?

Tes ' No Don't remember

T{IF YES) Do you feel that your diScussion about (chfld'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 comdition?

Yes No : Don't know

personnel) helped you to understand more about (child s name) condition or
his/her school situation? -

Yes __ No Don't know ——

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

Yes No ] Don't remember

When (chiid’s ueme) wee Eeing diegnosed’ did yéu féqueéﬁ consultation with

Yes No Don't remember __

(MEDICATION TREATMENT)

19.

*20.

20a.

20b .

21.

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

Month Year Don't remember _ _

Did you recommend the use of medication?

Yes No  Don't remember

(IF YES) "Was it a specific medication?

Yes No

(IF YES) What was it?

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

pareat J—

doctor P — y

other (spec. 7) I

Did you explain to the household members old enough to understand why
{child's name) is taking medication’

Yes . Mo Don't kaow
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523. Did you tell the teacher that (child s name) was being treated with
' medication?

Yes No S Don't remember

©24. Did you tell others in the school system that (child's name) was being
treated with medication?

Yes No Don't remember

24a3. (IF YES) Who?

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

25. Were any othHer means of dealing with (child's name) tried before medication

was bagun?

Yes _ No __ Don't remember

25a. (IF YES) What were they?

psychiatric treatment
counselling —

behavior modification

special diet

changes in classroom situation
other (specify)

26. Bas 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 I S

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
tiedicine at home?.

Yes No




29:

*30.

*31.

3la.

32:

32a.

A-17
Where is the medicine kept at home?

Did you talk to (child's name) about what his/her medication 1S supposed
to do for him/her?

Yes | No Don't remember

his/her medibation’

Yes . No Don't remember

(IF YES) Why?

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

Yes No Don't know

(IF ?ﬁéj WhHo is responsible at school for Seeing that (child's name)

classroom teacher
school nurse

principal

other (specify)
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(ADJUNCTIVE THET.::'7)

33, 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) ?

Tes __ 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.)

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

{Check if _ approach for  Dates
Mentioned) (child's nazme)? From To

Counselling

Megavitamin
treatment

Special diet

Changes in your
' way of reacting
to child e —

Psychiatric
treatment

Special
education o

Changes i home
life

Changes in class-
room procedures

Counselling for

parents

Behavior modi~
fication

Other (specify) o o I




(ATTITUDINAL CONTEXT) : . ‘ A-19

34,  Has (child's name) been treated unfairly by anyonme hecause of his/her |

diagnosis or treatment?

Yes No Don't krow

34a.  (IF YES) By whom?

parents - school personnel ____
teachers S other childrem —
doctor _ relatives S—
other (specifv) : — e
35. ﬁb you tﬁiﬁk (child s name) might have a better chance for éﬁééeeé in

School Lf his/her teachers and other school personnel did mot know about
his/her diagnosis and treatment? :

Yes ‘ _ No _ . Don't know

School persounel not informed

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

Yes No ' Not applicable~-no 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)

Yes RS = . Don't kuow

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

38. Do you think ichii&fg ﬁaﬁéj might be Héﬁﬁief at school if others did

Yes No - Don't know

School persomnel not informed

39, Do you think (child's name) might be happier at home if others did not
’ know of his/her diagnosis and ‘treatmer<?
Yes No 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 . Bon t know o

School personnel not informed

41.. Do you think (child's mame) benefits at home because the family knows

of his/her diagnosis?

Yes No __-_ Don't know

(PSYCHOLOGICAL AND SOCIAL SUFPORT)

42, Has the teacher exrressed any frustrations or feeslings of difficulty about
teaching (child's name) to you?

Yes No ‘ Don't remember

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

o

Yes . No Don't remember _
“3:  Has (child's name) been taased or made fun of because he/she is taking
medication?
Yes o No Don't know - -
44, Have you found that (child's name) is being teased at home becaiuse of his/
her condition or treatment’ :
Yeg : No Pon't remember

v4a. (IF YES) Did you do anything about #t?

Yes No . Don't know

i4b,.  (IF YES) What have you done? —

55 Hiave you found that (child's nama) is being teased at school because of his/
her condition or treatment? o
Yes : No Don't know —

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

Yes No — Don't know




45b.

46;

46a.

47.

_*48.,

*49 ..

A-21

(IF YES) What have you dome? _ | o o

Do any adults give (child's name) a "hard time" because he/she is taking
medication?

Yes No __ Don't know

(IF YES) What; if anything, did you do about this?

Does (child's name) have personal doubts or bad feelings that stem irom
the use of medication?

Yes No Don't know

HBave you joined or attended meetings of organized groups of parents to

discuss problems and hold rap sessions about their hyperactive ciildren?

Yes No

Do jou ever get together informally with other parents of hyperactive

Yes No '~ Don't remember ____ =
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EVENTS; PROCESS AMD ROLE BEHAVIOR: Parents

The first thing I'd like to do is to get some background information about

§§§;1&'§ 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.
iﬁdﬁ;@éifﬁéé
1. Bow often do you or your spouse take (child's name) to the doctor to cheek

up for his/her medication? , : S

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

3. Who usually conducts the check up? —_
4. How do you kuow whed 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 im; i:e: every two months

The doctor contacts me when I need an appointment

I go in to see him each time I need to get a prescription for a refill .
I go in when I think it is necessary _______ —_
Other (specify) . —~

*5. Have you or your spouse had special visits with (child's name) doctor because
of problems or:difficulties connected with the yperactivity?
Yes No Doii'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 detérmine if tha
medication has side etfects for (child's name)?

Yes No Don't know -

*8. Do you provide the doctor  with informaticn which helps him decide how much

medication to give (child's name)?
Yes No __ Don't know __
*9: Do you provide the teacher with information about (child's name) condition

and treatment to help the teacher do a better job in workiag with (child's
name) in the classroom?
Yes No

Don't xnow




*10.

10a:

11,

13.

14,

'goctor°

Yes " Ne

(IF YES) Is the information usually spoken or written?
Usually spckenAgggf
Usually writted —

Did you get - information from other sources (such as school officials,

scout leaders; relatives; etc:.) about change in (child's name) beha;v:tor

after medication began?’
Tes No

Have you or your spouse consulted with new teachers at the beginning of the
school year to help them relate to amd teach (chii&'s name) ?

Yes No - Don't remember _ i
How often do you have a meeting with (child's name) teacher to check up on
how things are going with (child's name)? .

Never

Once a year

eoupi:e 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
Oother (specify) o

Hll.llll

In the past year how many meetings have you had with (child s name) teacher

to discuss how things are going? — b

When was the last time you met with the teacher?

Month Year "

Bave you stopped the medication on a trial basis to see if (child's name)

stlll nieeds it? S ]
Yes , No - Don't remember

Have you suggested to the doctor that medication be discontinued om a trial

basis to see.if (child's name) still needs it?
Yes No Don't remember

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 15 get some background information about how

(child's name) 2nded his/her medication treatment for hyperactivity. I am

going to ask yon some questions. Your answers to these questions will give

us a picture of what happened when (chzld s name) ended treatment-:

(TERMINAIION)
1. Why was (child's name) medication stopped?
child no longer needed medication

side effects were too great R

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

othe* (specify)

2. D1d you or your spouse sugcest that the medication be ended?

2a. (IF YES) To whom?
parent . _ — doctor

teacher c¢hild — - ——
other (spec*fy) U

3. When did (child's name) stop taking the medicatiom?
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

S

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

6. 'Did you collect information from the teacher in order to decide whether

to stop the medication? S
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 o

other (specify)




*|

9a.

10.

10a.

10b.

=11,

A-25
Did you or your spouse discuss endiﬁg medication treatment for (cﬁxid's
name) with his/her teacher?
Yes No . = Bon t remember

Did you discuss with (child's name) the p0551b111ty that medication
mizht no longer be needed?
Yes No Don't remember

. Was medication for (child's name) started again at any tiﬁe after being

stopped?
Yes No Don't remember

(IF ?ES) ﬁid you or your spouse ever recommend to (child's name) doctor

Yes No ‘Den't remember

Did (child's name) have any fears or doubts about stopplng the medication?
Yes No Don't know

(IF YES) Do you know if anyone provided reassurance for (child s name)
when he/she ended medication?
Yes No Don't know

(IF YES) Who?

Did you try to find a time to end medication when (child's name) was not

under a2 lot of pressure? (e. 8> during exam tima, around Christmas or

Spring Eolidays when: child is upset about something else)
Yas - No = Don't %now
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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 diagnosaed as hyperactive and treated with medication.

I am going to ask you soma questxons. Your answers to these questiouns 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
doctor (self)
doctor (other).
other (specify)

| HHH

don't remember

la. (IF OTHER THAN SELF) What brought it to your a-ctention?

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

3. When was this? Month Year o
4. Did you suspect any problem before this time?

Tes No Don't remember
5. Who First brought up the idea that (child's name) needed medical help?

child's mcther
child's father
relative '

chiid's teacher
doctor (self)

doctor (other)
other (specify)

don't know
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. L [ . . , o . . .
*6. Did you provide help for the teacher at this pre-diagnostic stage?

Yes - - - Xo Don't remember

*7. Did you provide help for the parents at this pre-diagnostic stage?

Yes No _  Don't remember
7a. (IF YES) What sort of help did you provide for the teacher and/or parents?

DIAGNOSIS

8. What was your initial diagnosis of (child's name) condition?

9. About how long was the visit during which (chiid S name) was diagnosed?

10. When was this dizgnosis made? Momth —  Year

11. Has that diagnosis ever been changed? Yes No

1la. (IF YES) What is your current diagnosis?

itb: (IF ?ES) When was this diagnosis mada? ﬁéﬁfﬁ __________ Year

*12. Did you arra;nge a consultation with other medical specia.list:s’

Yes No Don't remember

%13, Did you talk sitk the teacher about the child's behavior and learning

in sahecl o urder to artive at a diagnosis?

ies No Don't remember

o -t —

*14. IMd rou request sumples of (child's name) school work, test results,
observations, acecdotes or written reports from the teacher to help
you maka th.s d4iagnosis?

Yes No — Don't remember

Did you actually receive samples of (child's name) school work, test

*
o
w

results, observations, amecdotes or written reports from the teacher to
help you make this diagnosis’

Yeq No ___ Don't remember .

- 165
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16. What tests and procedures were used with (child's name) to arrive at a
diagnosis? L

%x17. Did you provide the parents with a working knowledge of (child's name)
diagnosis?
Yes No _ pon'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 diaguosis? Yes _ No

20a. (IF YES) Was the teacher the first to provide the diagmostic label in
(child's name) case?

Yes No Don't remember

21. Do you feel that (child's name) parent helped in formulating your diagnosis?

No ___  Don't remember ____

21a. Was the parent the first person to provide the diagnostic label Im (child's

Yes ___ No ____ Don't remember
22. When was the decision to place the child on medicatiomn made?
Month Year

#23. Was there any predisposition on the part of any other adult im (child's
name) life to treat him/her with medication?

Yes Xo Don't remember




25a.

26.

26a.

27.

A-29
(IF YES) Who?
mother
father
teache: 7
other (Specify) - o

Did vou tell the teacher (child's name) was being treated with medication?
Tas o Don't remember

Did you tell others in the school system that (child’'s name) was being
treated with dedication?

Yes No Don't remember

{(TF YES) Who?

school soctal worker ___

reading teacher P —

others (please specify)

school psychologist
principal , ,
ph?SiCél edugatidu :aacher
qusic or réédiﬁg taacher

Were any other means o dealing with (child's name) tried before medication

Yes No _ Don't remember
(IF YES) What were they?

betiavior modification psychiatric treatment

special diet_ ] , counselling —
changes in classroom situation other (specify) -

What medications; and dosages of medications have been used to treat

Medications Dosage Dates: From=To Regimen

Did you talk to (child's name) shout what his/her medicationm is supposed
to do for him/her?
Yes No - Don't remember

o
()
‘&] .



*29.

30a-

A-30

Did you talk to (child's name) parents about what the medication you
prescribed for (child's name) is supposed to do ?
No Don't remember

Yes

Did you adjust the dosage or regimen because of information from the
parents or teachar? -

Yes No Don't remember

(IF YES) Who provided you with the information?
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ADJUNCTIVE THERAPY

31. In addicion o medication; have any other changes in (child's mame) home

1ife or school life been made or other treatments used to help (child's
name) ? B
Tes No

- Don't kiow

31a. (IF YES) What approaches have been or are now being used? (NOTE: YOU NEED
NOT READ THE LIST OF APPROACHES. CHECK TEOSE MENTIONED BY RESPONDENT AND
FOR THOSE MENTIONED; COLLECT THE ADDITIONAL INFORMATION.)

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

(Check if approach for " Dates

Mentioned) (child's oame)? From To

Counselling

ﬁégéﬂtamin' 4 1
treatment _ S

Special diat S — . L

Changes in your
way of reacting _
to child . o o

Psychiatric
treatment E—— o ]

Special
education - : : : —

Changes in home

—_— S *,‘,]»;ifé.._._.,. e e e e e e e = —

Changes in class=
room proceduras

Counselling for

parents

Behavior smodi=
ficaticn

Othar (specify) o - I

169
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ATTITUDINAL CONTEXT

32. Has {(child's name) been treated unfairly by anyone because of his/her
diagnosis or treatment?

Yes No Don't Kuow

32a. (IF YES) Who?
parents - school persomnel __
teachers S — other childrem
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 Know
School personnel not informed —

3. Has the fact that (child's name) has been diagrosed as a "hyperactive .
child" seemed to make some people around him/her blind to (éhild S name)
other qualities?

Yes No Don't Know _
34z, (IF YES) Who tends to be this way?

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

- Yes No Don't Know

36 Do~ you think (child*s name) might be happier at home if others did mot
know of his/her diagnosis and treatment?
Yeé No Don't RKoow

37. Do you thisk (child's name) benefits at school because school personnel
know of his/her diagnosis and treatment? -

Yes No Don'. Raow
38. Do you think (chiid's name) benefits at home beczuse the family knows of

his/her diagnos:s and treatment?

No Doi1‘t Koow

Yes
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PSYCHOLOGICAL AND SOCIAL SUPPCRT

*39

- 40:

*40a.

4%;

*42.

*42a.

42b.

*43a.

43b.

44,

Have you attempted to provide (child's name) parents with support and
reassurance about their child?

Yes No . Don't remember

Yes No _ Don't remember

(IF YES) Have you tried to help her deal with these feelings?

Tes No Dou't ramember

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

Yes _ - No Don't remember
Bave you found that (child's name) is being teased at home?

Yes No Don't remember _

(IF YES) Did you do anything about in?

Yes No Don't know -

(IF YES) What have you done?

Have you found that (child's name) is being teased at schooi9

Yes

No Don't kmow _____
(IF YES) Did you do anything about it?

Yes No _ Don't kaow

(IF YES) What have you done?

Do adults give (child's name) a "hard time' because he/she is taking
medication?

Yes No Don't know

[ ™Y
e,



45.

46.

463

47.

' very anxiety provoking

=3

Does (child's name) have persomal doubts or bad feelings that stem from
the use of medication?

Yes No — - - Don't kmow

Is treating the hyperkinmetic child with stimulant medication more of an
anxiety-provoking professicnal activity in comparison with treating other

chronic childhood conditions (i.e. asthma,; diabetes; wetz.)?

Scmewhat

very little o
less anxiety provoking
not at all

(IF VERY OR SOMEWHAT) To whom do you turn for support?

colleagues in same practice

£zuily members

others (specify) I -
no ome

Do you ever provide psychological support for colleagues treating hyper-

kinetic childrem with stimulant medication?

Yes No

— ee—

*These items parallel to role items on pages A-67 thru A-102:

i
bl



'EVE%TS PRECESS AND ROLE BEHAVIOR: Phﬁsiéiaﬁ » ’ A=35
The first thing I'd like to do is to get some backzround information about
(child's name) treatment for hyperactivity. I am going to ask you Scze
questions:. Ycur answers to these questions will give us a pIcture of (chlld s
name) treatzaent.

(MONITORING)

1. How oftec do you sSee (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 practlce
other (specify)

———

%3. Do you conduct pariodic eéxaminatiocns of (child's name) to monitor treatment?

Yes - No Don't remember

3a. (IF YES) How are the periodic examinations scheduled?

Phyqlcian (I) set schedule
Physician (I) contacts parent when it is time for an examination

Child is seen when prescrtptlon is rcxllled — —

Other €spec1fy) S o

%4, Do you get information dIrectiy from the teacher or other school personnel

in order to evaluate (child's name) treatment?

Yes No Don't remember

4a. (IF YES) 1Is this information requested by you or, volun;eered by the
teacher?

some volunteered, some requested ____

requested -  volunteered
"4b . (if YBS) What Eype of information do you get’

verbal descrlptlon of Chlld s school work

test resuit;i .

written responses to a specific question sent to the teacher
other (specify) _ S o

i
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5.

*6.

*10.

*11.

*12.

*13.

*14.

*15.

What kinds of tests and procedures do you employ for (child's name) check-ups?

Do you use information from the teacher in maintainiug a dosage level for
(child's name)?
Yes No , Don't remember

No you use infermation about (chii:d;'s name) behavior at home to help you

evaluate the medication treatment?

Yes No _ Don't remember

Do you use information about (child's name) behavior im school to

help you evaluate the medication trea.ment?
Yes No Don't remember

Yes _ No _ Don't remember

Do you use information about (child's name) behavior at home to halp
you determine if the medication treatment has side effe~ts’7
Yes No Don't remember -

Do you use information about (child's rame) behavior in school to help
you determine if the medication treatment has side effects?
Yes _ No Don't remember

Do you provide the teacher with information about (chn:id s name} con-
dition and treptment to heip the t-cher in worklng
with (child's name) in the classroom?

Yes No . Don't remember _

Have you obtained information from other sources about change in

(child's name) behavior after medication began (such as school
o“ricials, scout leaders, relatives, etc.)? '
Yes No

Have you consulted with new teachers at the beginning of the school
yrar to help them relate to and teach (Chlld s name)?
Yes No Don' t remiember

basis te see if (child's name) stxﬁﬂ; needs it?

Yes —_— No e Don't remember

174



EVENTS, PROCESS AND ROLE BEHAVIOR: Physician A-37

; What I'd llke to do now is get some back°round lnlorwatlon about how (c&*id s

name) ended hls,her medication treatment for hyperactivicy. I am going to

ask you some questio1s " Your answers to these questions w:.l1 give us a

picture of what happened when (child's name) ended treat=ment.
(TERMINATION )
1. Wﬁ§ was (Eﬁii&'é name) medication stopped?

mndication d01ng no good

side effects were too great

child didn't like the idea of medication

parent didn't like the idea of medication
doctor didm't llke the idea of medication

teacher didn'tc like the idea of medication
other (éﬁééify) S

Illllll

*2. Did you suggest that the medicztion be ended?

Yes No ~ Don't remember _

2a; (IF YES) To Whom? parent teacher ____ _  child
other (specify) - . _ . ) ,

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

year ___
*4. Did you have an advanced indication of when (child's nare) treatment would
end?

Yes No . Bon t remember

4a, (i? YES) How far in advance did you kaow?

name) medication?

Yes No Don't remember

Sa. (IF YES) What were they?

6. Did you try a trial discontinuation of medication 4s a method of finding if
(child's name) medication should be stopped?

Yes _ No Pon't remember

*#7. Did you collect information from tihé teachés in order to decide whéther to
stop the medicatlon?

Yes i No .. _ Do, ' zrmember

&




7a. (IF YES) What sort of informacion did you gather?

verbal reports
test results
writteg reports
other (specify)

Hll

%8, Did you discuss ending medication treatment for (child's name) with his/

her teacher?

Yes No —_ - Don't remember

*9. Did you condict a physical examinationm 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 you use in conducting the examination?

#10. Did you discuss with (child's name) the possibility that medication might
no longer be needed? .

Don 't remember

Yes No

lla. (IF YES) Did you collect information from the teacher in order to decide
whether to resume the wedication?

Yes

Na Don't koow
12. Did (child's name) have any fears or doubts about stopping the medication?

Yes No . Dos't know

12a:" {IF YES) Do you know if anyonme prov1ded 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 _ -

19p




*14.

*.5.

15a.

*16.

17.

A-39

Did you give directions to (zhild's name) parents about the disposal of
b4 {child

medication when the treatment was ended?

Yes No . Don't remember
Did you conduct a post-medication examination for monitoring long range
side effects of the medication treatment?

Yes No Don't kaow

(IF YES) What procedures did you use for the examimation? ___ _

Did you discontinue medication at a time during the year that involved

Yes No _ Don't know

Was (child's name) placed on any other stimulant medication after he/she
P on any o

stopped taking stimulant medication?

Yes No Don't remember

(IF YES) Wnat medication? ~ :

(IF YES) When? month year

(IF YES) Why? _ e

g |
Jd



N A-40
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 picturs 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 kihow
don't remember

| HHI

ta. (IF OTEER THAN SELF) How did you hear about the child's problem?

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

3. When was this? Momth . Year

4. Did you suspect any problem before this tima?

Yes No Don't remember

*5, Did you make the decision that (child's name) needed help?

Yes No Don't remember -

k52, (IF NO) Did you take part in the decision to seek help for (child's name)?

Yes - No

——— ee——

Don't remember
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*6. Did you make the decision to contact the doctor for medical help?

Yas No . . Don't remember —

Did you cdntact a doctor for help?

~4
.

Tes No Don't remember

*8. Were you the first personm to bring up the idea that (child's name) needed
medical help? g
Yes No Don't remember

*9. 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 informed of (child's name) diagnosis?

Yes Yo Don't remember

iia, (IF YES) From whom?

doctor school social worker
doctor's nurse ____ school murse
teacher — schc%; psychologist

other (specify)

11n. (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?)

1ic. (IF YES) When did you get word of diagnosis? Mgpen __ -  Year




*12.

12a.

*13.

15a.

18.

i8a.

Did 7ou coo-'uct or Have conducted any tests or othlier diagnostic or evaluative
procedures i.: order to develop an understanding of the nature of (child's
name) condition? }

Yes No Don't remember

(IF YES) What tests or procedures did you - or others in the school system -~
conduct? )

Did you talk with the doctor about the child's behavior and learni:rjy in
school? B o )
ves _ No - Doti't remember

(IF YES) Who réquéstéa this discussion?

Yes No Don't remember

Did you communicate (child's name) medical diagnosis to others ... the school
system? i
Yes - No Don't remember

(IF YES) With whom did you communicate about (child's name) diagnosis?

primcipal physical education teacner

reading teacher

— teacher aides .
others (please =peci¢y)

school nurse

school social worker

school psychologist

!
1 I

Do you feel that you were of hea.r =1 arriving at (child's name) diagnosis7
Yes No Vo't remember

Did you suggest that (child's name) might be hyperactive before the doctor

made the diagncsis’

Yes ___ _ No Don't remember ___

Did anyone else im the school system suggest that (child's name) wigit be
hyperactive before the doctor nads the diagnosis7
Yes No Dza't remember

(IF YES) Who?

Y
<o
<



*x19,

20c.

*21.

2ia.

A=l

Did you provide ‘information (i.e. test results, ohservation, anecdotes )
about "d's behavior, samples of work) as part of the diagnostic prec-ess?
Yes —_ No Don't remembetr

diagnosis? -

Yes No Don't renamber

(IF YES) Do you feel your talk with the doctor emzbled you to understand
(child's name) condition? ]
Yes ) No Dot remember

(IF YES) Wha.; if anything,; did you find out that was helpful and important
for you to know’

PR LV

(IF YES) What questions or concerns, if any, did you have that were not
answered oy the doctor when you talked with <he doctor about the meaning of

(child's name) diagrosis? ) S

Did you talk with the parents about the details anac meaning of (child's name)
diagncsis? B o ) .
Yes No ___ Don't remember

(IF YES) .o you fe-! +his helped vou to unders:and the child's comditiom or
his/her school situation? ,
Yes No Bon't remember

(IF YES) What did you find out that was helpful and ifmportant for you to

pid you discuss the details anu meaning o€ (child’'s name) conditiom with
(child's name)? - ,
Yes No - Doni't refiedber ——

Did you discuss the nature of (child's name)- condition with the class?
Yes No Do.'t remember _



(MEDICATION TREATMENT)

24. When was the decision to placa the child od medication made?

Month Year
*25. Did you recommend the use of medicatiom?
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 uwedication treatment for (child's mame)?
(CHECK MORE THAN ONE RESPONSE IF THE DECISION IS SEEN AS A JOINT DECISION.)
teacher —_—
doctor —
parent o -
other (please specify) )
other School perSonnel (specifv) T

*27. Did you tell the others in the s~hool system crac ¢2hiid's mame) was being
treated with i§§ié&§16ﬁ? o -
Yes 7 No Don't remember -

27a. (IF Y=ES) Who?
school psychologish
primeipal
physical education teacher
music or reading teachsr _
school §§§iﬁ§:}:f§6ﬂéé§ ,
reading teacher _
other (please specify)

28. Did you record in (.nild's name) cumulative record that he/she was baing
treated with medication? . ,

Yes No _ son't remeib. &

29. Were any other meaus of dealicg with '(EE:H%E% name) tried before mediczticn
was begun? S
Yes o _ Don 't remez =r

29a. (IF YES) Whar were they?

behav.o+ modification
special diet

—— ——

psychiatric treatw ut —
counselling -

other (piease specify)

o
iy
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30:

*31.

31ia.

32.

*33.

Has there been any change in the medication treatment of (child's name)
since treztment began?
Yes No

Don't remember - - —
(IF YZS) What change was there?

dosage o
type of medication __
time at which medication was givem ____
other (please specify) R

Do ycu give (child's nzme) pill to him/her each t-uie he/r-  cakes it ar
school?
Yes No

(IF NO) Do you know who sees %o it that (child's name) takes his/her

medication at school?
Yes (specify) No

~

Where is :he medicine srored at sche 1 _

Did vou talk to (child's name) »out wanat his/her medication is supposed
to do for him/her? . .

Yas - No Don't remember

Did you adjust the dosage or the times when (child's name) takes his/her

medic:tion Yecause of fiis/her performance in school?
Yes ___ No ._.___  Don't rem=mbsr



A-46

(ADJUNCTIVE TEERAPY)

35. In addirion toc madication, have any sther cha.n ies in (u.hi.. 's name) home
life or aschool life been made or other treatments used to nelp (chatld’s
name)? 7
Yes No Don't koow —

35a. (IF YES) Whar approdches rave been oT are now being used? (NOTZ: Y0U VESD

JOT READ TZE LIST OF APPROACHES: CH.CX THOSE MENTIONED BY RESPONDENT AND

FOR TEOSE MENTIONED, COLLECT THE AUDITIONAL INFORMATION.)

43§ it your idea When did it
- to try this Begin - End
(Check iZ apprcach for ~ Dates
¥antioned) (child's name)? From To
Counsalling . _
Megavicamiz
treatm 1o e — I
Spacial diet . S
changes im your
way of rodet ug
to cadll, . .
PaycaiacTic
Creatment - . s - .
Spectal
aducacion —_— . _
Changes iz home
life —— - _
(lianges in class—
room procedurus S
Counselling for
parents _
Behavior modi-
ficaziou S e ~
Jthar (specify) _ o




(ATTITUDLNAL CONTEXT)

36. Has (child's name) been treated unfairly by anyone because of his/her
 diagnosis or treatment? T
Yas No Pon't Know

—— v am—

36a. (IF YES) Who?

parents — - - school personnel
teachers other children
doctors relatives

other (spvify)

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 kaow about
his/her diagnosis and treatment? =
Yas - No — ~ Don't Rnow — . —

School Personnel aot informed.

38. Has the fact that (child's name) has bezn diagnosed as a '"hyperactive
child" seemed to make some peoplz avound him/her biind to (child's name)
other qualities? _

Yes Yo Don' o Kiow

38a. (IF YES) Who tesuds to be this way?

39, Do you think (child's name) might be happier at School if others did not
kiiow of his/her diagnosis and treatment?

Yes Yo Don't Kaaur

Ozhers not informed

40. Do you think (child's name) benefits at school becauie school personnel

know or his/ter diagmosis aud treatzent?
Tes Noe - Don't Koow

others not informned

(PSYCHOLOGICAL AND SOCIAL SUPP JRT)
41, Have you attempted to pruvide ichila's name) parents with support anmd
reassurinc: about vheir caild?

Yes _ No ) ben't Remesber
O _i.g::‘




4 4

*4413,

Has (child's mwue) been teased or made fun of at school because he/she
15 taking medication? o )
Yes No Don't remember

(IF YES)What was your response to this?

Do any adults give (child's nan.) a "hard time" becausa he/shs is taking

medication? B . S
Yes No Don't Know _
(iF YES) ‘'hat, ir unything, 4id you do about this? _ .

Doas (child's narié) have perscual dodbts or bad feelings that stem from
the use 7 - 7 -ation? )
Yes Don't Raow

(IF Y&z, 2 you helped (child's name) to deal with these doubts and
 feedinrs ¢ L stemmed from the use of medication?
Yes No Don't Know —
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EVEYWT3, PRUCELS W ROLE BEHAVIOR: Teachers

The :irst thing L'd like to do is get some back grouud information about (Chlld s

nage) traatment for hyperactivity: I am go.ng to ask you some questions. Your

apswe-s to these questions will give us a p ~ture of (child's aame) treatment.

(MONITORING)

*1; Do -ou prov*de the phv:ician with information to help him ev::.zate the
treatment for (child's name)? -
Yes . No / Don't remember _

%¥2. Do you provide the phy51ciau with information to help him determine 1if

the medication hzs side effects for (child's name)?
Yes No Don't remember __

*#3. Do you provide the phyéician with information which Helps him maintain a
dosage levei for ¢child's name)°
Yes ——— No Don't remember

x4 ; Have you obtained informzstion from other sources about change in (child's
name) behavior after medication began (such as school officials,; scout
leaders, relatives, etc. )?
Yes

No Do 't rememi T

- —

S. How often do you have a meeting with (chi.d . name) paTemts to discuss how
. things are going with (child's name)? 7

once a year

-ouple tlmns a year
once a month —
more than once a mouth

when T think it is necessary
when the parent requests it _—_—__

&. Io the past year how many meetings have you had with (child's name) parent(s)

te disciuss how things are going? -

7. On the average how often do ycu meet with the parents of the children iu
vour class during the year? _____

*8 . Have you stopped the admlnlstratlnn of medication on a trial basis to su=
if (child's name) still needs it?
Yes No Pon't remember -

%9. Have vou sugzested med’cationm be stoppe ca if (child's
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9a. (IF YES) To whom did you suggest this?

parents
physician

school specialist

child »

other (specify)

10. Do you provida periodic reports to the doctor about changes in (child's
name) behavior in cldss? ,
Yes No Pon't remembser

10a. (IF YES) Is this requestad or volunteered?

requested - Some -equested, some voluntaared
volunteered

10b. (IFr YES) Wnat type of informatiom have you provided the doctor?

verbal descriptions of child's work —
samples of school work E—
test results

1l. Have you requested that medication for (child's name) be discontinued?
N4 J— No — -—— Don't remember - - —

—— e




(PSYCHOLOGICAL AND SOCIAL SUPPORT)
reassurance abcu ‘heir 'chil'd?, :
Yes e Don't remember

19. Has (chili's ...2, been teasad of made Iun of because . she i. :aking
medication?

Yes __ __ Yo . . Don't kmow
*20. Have you found tuat (child's name) is being teased at nome?
Yes No Don't know . -

%20a. (IF Y2S) Did you do anything about 1t?
Yes No Don't remember

2@b. (IF YES) What have you done?

*21. EHave you found that (child's name) is beding teased at school?
Yes No von't know

. *21la. (IF YES) Did you 4o anything about it?

Yes Mo . " Don't remember

21b: (IF YES) Wuat have you dome? ____

22. Do soy adults giva (child's name) a hard tims cocause he/she is tz.:ing
medication? }
Yes No ) Don't kanow ~

22a. (IF YES) What, if anything, did you do about this?

Does (child's name) seem to have personal doubts or bad “<elinmes -“hat seem to
stem from the use of medication?

3

Yes No. Don't kuow _

233. (IF YES) Have you helped (child's name) to deal with thesa doubts and
feciings that stemmed from the use of medication?
Yes No __.___ Dou't know
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Aruitoxt provided by Eic:

A=52

EVENTS, PROCESS AND ROLE BEHEAVIOR: Teachers

The firsc thing I'd 1%k2 r: 15 1s to get some background inform-~tiom about how

(child's name) ended '. . ‘nuc 2edication treatment for hyperactivity:. I am zoing

to ask jGU some questxons. ruur answers to these questlons will give us a

L. Why was (chmid s name) medication stopped?

medlca?;on d01ng do goaod

side effacts were too great __

child didn't like the idea of medication

parent didn't }ike the idea of medicatiom
doctor iidan't like the idesa of medication
teacher dida't like the idea of medication .. . .
dcp L &ow ———— — — -

orher (specify)

=2, Did you suggest that the medxcatxon be ended?

Yes No . . _ _ Don't Kmow

Za. (IF YES) To whom?

parent , other school personriel child
doctor ot'.3r (specify) ) .

3. . When did (child's name) stop taking the medication?
Month e e— Year JE— Don't kacw

%4, Did vou discuss with (:liild's name) the possibility that medication might

LS la. &2r be needed?

Tes _ No __ Lon' t remember

5. W#as mosication for (child's name) started agair at apy time af<e* being
;Lupp&i? - B ) )
Yes - - - No Tot't rememver

%54, (IF YES; Did you recommend to Zchiid's a.. e parents that zadication bz

resumed?
Tes _ No - bon't remeribe- _

*#55. (Tr VES) Did you recommend (child's¢ nam«) coator that medicztion be resimed”

L~

Yes Ne Don'!: rcmember

- — ——:

No .. __ Don' t remembar

-~ - e e,

*3c¢. (IT Y2S) Did (child S name) reques\ that medicatzon be resumed?
Yoo




I
)

U

J |

6. Did (child's mame) have any fears or doubts about stopping the medication?
Yes - No Doa't kiow

*6a. (IF YES) Do you know if anyons provided reassurance for (child's name)
when he/she ended medication?
Yes No Don't know

(IF YES) Who ? __ . . . -

o
ol

*7. Did you make any changes in (child's name) educational program or inm your
classroots interaction with hlm/her‘a;ter (child's name) ended medication?’
Yes _ No Don't remember

*8. Dic +ou advise (child's name) parents about ways of dealing with child after
stopning medication?

Yec _ No Don't remember

(ATTI ™ "JINAL CONTEXT)

9. .. (ciild's name) been treated unfairly by anyone because of his/her
didgrosis or traatment? ,
Zes No _ Don't know

9a. (IF¥ YES) Who? S
parente school personnmel

teachers other childrem
ghysician : relatives
- other (specify) _ - - === = - —

10. Do you think (chils'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?
Yes _ _ _ No Don't know

School Parsomnel did not kmow -

11. Did the fact that (child [ name) was diagnosed as hyperact:ve make some
people around Him/her blind to (child's name) other qualities?
Tes No - Don't know

—

1la. (IF YES) Who tended to be this way?

12. Do yzu think (child's pame) might have been happier at school if others had

not known of his/Her diagrnosis and treatment?
Teu No Don't kmow - -




13. Do you think (child's name) benefited ac scliool because school
personnal knew of his/her diagnosis and treatment?
Yes No Don't know

(PSYCHOLOGICAL AND SOCIAL SUPPORT)

*14. Did you attempt to provide (child S name) parents with support
and reassurance about their child?

Yes No Doan't rememEér
7

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

*15a. (IF YES) Did you do anything about it?
Yes No Non't know

-

16b. (IF YES) What did you do?

*17, Did you fiud that (child's name) was being teased at school?
' Yes No __ Don't know

%*17a. (IF YES) Did you .. 'nything about it?
Yas No __ Don't kaow

. 175. (IF YES) What did you do?

18. Did any adults give (child's name) a 'mard time" because he/she

was tak ng medication? y
7 No —_ . . Doa't kiow
e ibet A anythisg did you do about £his?

20; Did (child's name) have -ersonal doubts or bad feelings that

seemed to stem from the use of medication?
Yes No — on't kdow — - - -

20a. (IF YES) Have you hzlped (chil.1's name) to deadl with these doubts
and feelings that stemmsd from the use of zedication?
Yes No Don't know

—

«These items paraliel to role items on pages A-78 thru A-102.




A-55
How do you feel about the fact that (child's nams) receivad medication treatzent?

(READ QUESTION, THEN HAND RESPONDENT ANSWER SHEET AND RECORD ANSWER ON THIS

I strongly believe that the treatment of (child's name) with medication
was a good thing.

a good thlng for (chlld 5 name)

While I see something in its favor, I don't think it was 3 good thing
for (chlld S nams).

I strongly believe that the treatment of (child's name) with medication
was a bad thing.

I have mo aaiﬁiaa' about (child's nace) treatment with medication:

"‘\
Q!
w‘ .
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EVENTS AND PROCESS: Child (Treated)

aRM: This section is to find out if the child has participated actively in

the process of being treated with stimulant medicatiom: By active

participation is meant whether the child influenced the process by
which he was diagnosed or prescribed, or altered the course of the
treatment.

1. How did you start taking medicine? Whose idea was ‘it?

Mother, father, or parents ,

Teacher or other school personsel

Physician

Self ) .

Other members of the family

Don't know

other

Critical incident (DESCRIBE)

2. TINITIAL QUESTION: Did you ask your teacher or your parents or Your <octor
any questions about being giveén your pilils or medicine?
Yes '
-- No

PROBE: (Use this only if child CANNOT respond to quastiom.) Before you began
taking your pills or medication did you talk to anyone about taking them?

Yes
B—

2a. (IF YES) Who did you talk to?
doctor
teacher




3. Did you ever talk to your teacher or parents or doctor about changing

anything about your medicime or pills -~ what you are taking, wnem you
take it or how many you take?

Yes :

No

3a. (IF YES): Who did you talk to?

doctor
——— teacher
______ parents

———— other

35. 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?
—- -Yes
No

4a: (IF YES): Who did you talk to?

parents
other

4b. What did you say?

'-M
o
P
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1 ﬁé&i& ﬁé§ iiw to ask you a ccuple of questlans ab””t (Chlld s nama) condltlon

about this which might be dlﬁferant from how the teacher or doctor feels

1. How serious was (child's name) problsm befors medication treatment
began? Please take this (HAND THEM THEIR SEPARATE COPY OF TEHE
CONTINUUM FUR "RATING OF PROBLEM") and put a check anywherz on the

line where it will best show how you rate (child's name) problem:

' —

-y p—— 4 - A L i - '
— | T i . | )
Normal Borderline  Mild Moderate  Consider- Severe Almost
' Yo 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 IV COVDITIOV") and put a check anywhere on the line where it

beglnnlng of treatment to the present time

-t |

— — — 1 ‘r
Very Much  Much Slightly Condition  Siightly Much Very Much

B T TR
|

Izproved Improved Improved the Same: Worse Worse Horse
Not Better-
Not Worse

197




“aa ww

side effects. For éiéppie, 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 (shild'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.

L i S ;
— ; — x -
Barely Quite Pronouriced Severs Severe -
Noticeable Mild Requirlng
Discontinu-
ation of
Medication
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: A-61
you a couple of questions about (CHIid s name) conditio

We would llxe to get your ownffeel-ngs

I wouid now li“e

to ask
his/her Erééﬁ“ent
about this which

Estimate of Problem Before Treatzeat

Can you estimate for me how sericus (chxid s name) proolem was before

-

1.
treatment began? Yes ‘No _ (ACCEPT A NOD OR GESTURE AS YES)
IF YES: Please take this (HAND THEM THE CONTINUUM FOR "ESTDMATE OF
PROBLEM') and put a check which shows how you rate (child's
name) problem.
i — ; - i i —
- _ [ . B L ) Ir - l — T
Normal Borderline  Mild Moderate  Consider- Severe Among the
No Problem Problem Problem Problem _able Probilem Most Seric
. Problem Problems I

Have Seen
My Patient

How much has fchxid s naze) condition changed since medication trazatment

began? Please taks this (EAND THEM THEIR SEPARATE COPY OF THEE CONTINUTM
TOR "CHANGE IMN CONDITION") and put a check anywhere on the line where it
best shows how you rate (child's name) change ia conditiom from the
beginning of treatment to the present timze.
— ; —
Very Much Much  Slightly Condition Slightly Miich Very Much
Improved Improved  Improved the Same: Worse Worse Worse
Not Better-
Not Worse

| oy
w
Vo)
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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?
3. (IF YES) Please take this (HAND THEM THEIR SEPARATE CONTINUUM FOR "SIDE
ESFECIS") and put a check anywherz on the line where it best shows how

troublesome side effects in gemeral were when they occurred.

H I ' i
Barely Quite Pronounced Severe Severe
Noticeable Mild Requiring
Discontinu-
_ation of
. Medication




ASSESSMENT: Teachaers
A-63

- I would nmow like to ask You a couple of questlons about (child's nzams) conditionm

and your view of his/hexr treatment: We would like to get your own feslings

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 TEHE
CONTINUUM FOR "RATING OF PROBLEM') aad put a check anywhere on the

line where it will best show how:you rate (child's name) proolsam.

j | - |

— , - - 4 t on
NMorzal  Borderline Mild Moderate  Coasider- Severe %gggszgiou
No Problsm Procblem Problem Problenm able Problem Problems I

P e e
My Students

2. How much has (child's name) condition changed since medlcatlon treatment

began? Please take this (BAND THEM THEIR SEPARATE COPY OF THE CONTINUUM

FOR ""CHANGE IN CONDITION') and put z check anywhere on the lipe where it

best shows how you rate (child's name) change in condition from the

beginning of trezatment to the present time.

} e 1 i ; S
__ __ i i [] l
Very Much Much = Slightly Condition  Siightly Much  Very Mach
Improved Improved Improved the Same:  Worse Worsa Worse

Not Bettex-

Not Worse

g
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gside effacts. TFor 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. BHas (child's name) had any side effects from his/her medication?

Yas . No

3a. (IF YES) What were tHey?

3b. (IF YES) Flease tzke this (HAND THEM THETIR SEPARATE CONTINUUM FOR "SIDE
EFFECIS") and put a check anywhere on the line where it best shows how
troublesome Side effects in general were when they occurred.

' i 4 !
| f ' 1
Barely . Quite Pronouncad Severs Severe
Noticeable Mild Requiring
Discontinu-~

_ation of
Medication



ASSESSMENT: Child (Treated)

1. Sometimes medicines help and sometimes they do not:. Has your medicine
helped you?
- Don't kzow
Yes;, Véi‘ji much
Yes; soms
No

2. When a person is taking medicine or pills is work harder or easier in
school?
Harder
Easter

Don't know

3. When a persond is taklng dedicine or pills is it easier or harder to be
with f£riends?

- T about the same
— Harder
———— Don't kunow

4. What happens when you forget to take your medicine?

Can't tell

Get angry, mad, mean

Feel nervous _
Activity problems = restless
Problems at home

Problems with friends
Problems with school work
Get sick

Other:
Don't kaow

I

l

IIIHII

4a. (IF YES) Can other people tall when you forgot to take the medicine? Who?

— 3 No

Yes
Yes
- Yes
Yes
Yes .
___ Don

ﬁ

sibs
p”a’rénts

¥

peers
other
know

IIII

5. Do you think you would be better off if you could stop taking the medicine

now? s (ASK FOR INITIATION AND MONITORING)
es
No
_____ bomn't kuow

&y
o
%}
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6. Is there anmything about taking the medicime that you don 't lika?
No

______ Yes

6a. (IF YES) What is 1it?
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ROLE




ROLE: Parent, Physician, Teacher ‘ ‘ A-68

We now come to a more generai part of the interview:. Before we were talking
about (child's name), but now we will be talking in general about children
whb are beiug treated for hyperactivity. The next questlons w1ll deal w1th

hyperactlve 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 o

4) Other (specify) - o

B. (IF YOU CHECKED MORE THAN ONE IN "A" ABOVE:) Are they (PEOPLE CHECKED

ABOVE) equally responsible or does one have the main respounsibility?

Each person mentioned has equal respcnsibility;

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? %

éhauid Should not OK but not required

2) Should the doctor also do this?

~_ Doctor already mentioned above o
Should Should not OK but not required

3) Should the parent also do this?

~ Parent already ﬁeeiiened,abéve______ - -
Stiould Should not — OK but not required ———

* (NOTE: 1IF, IN THIS SET OF QUESTfONS RESPONDENT IS UNCLEAR ABOUT WHAT "THIS"
MEANS, USE THE LANGUAGE IN PART A STEM. FOR EXAMPLE, 1) WOULD READ, "SHOULD

THE TEACHER FIND OUT IF A CHILD HAS A BEHAVIOR OR LEARNING PROBLEV’"

DO THIS WHEN NECESSARY FOR ALL 35 ROLE ITEMS.)
.

208




Do you believe that medical help should be sought for a child who sSeems
to be hyperactive?

6§uaii§ should Usually should not

(IF SEOULD) Who should seek the medical help?

I) 1};;15; _
2) Parent e
3) Teacher

4) Other (specify)

The person with the major responsibility is

(IF ANY OF THE FOLLOWING THREE PERSONS HAS BEEN MENTIONED JUST CHECXX
THAT IT WAS "ALREADY MENTIONED: '*)
1) Should the teacher also do this?

 Teacher already mentioned above
Stould Shouid 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 meutioned above
Should Should not OK but not required

o]
()
~3|



A-70
In addition to the child's own doctor, should another doctor--a
specialist--be consulted?

Usually sHould - N Usually should not __ . _

(IF SHOULD) Who should request the consultation?

1) M.D.
2) Parent S
3) Teacher

4) Other (Specify) ' , —

(IF YOU CHECKED MORE THAN ONE IN A" ABOVE:) Are they (PEOPLE CHECKED

ABOVE) equally responsible or does ome have the main responsibility?

The person with major responsibility is ' .

(IF ANY OF THE FOLLOWING THREE PERSONS HAS BEEN MENTIONED; JUST CHECK
THAT IS WAS "ALREADY MENTIONED-')

1) Should the teacher also do this?

Teacher already mentioned above S
Should Should not , OK but not required —

2) Should the doctor also do this?

. Doctor already mentioned above ___ =~ =
Shouid _____ Shouid not —— OK but not required

3) Should the parent also do this?

~ Parert already mentioned above o -
Should Should not — — OK but nct required



A-71
Should information about the child's school performance be a part

of diagnosing hyperactivity?

Usually should Usually should not

(IF SHOULD) Who should see to it that this information is at hand when

the diagnosis is made? -
1) M.D.

2) Teacher R

3) Parent e

4) Other (specify) o

(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 mentionmed has equal respomsibility.

The person with major responsibility is

(IF ANY OF THE FOLLOWING THREE PERSONS HAS BEEN MENTIONED, JUST CHECK
THAT IS WAS ""ALREADY MENTIONED:")
1) Should the teacher alsoc do this?
Teacher already mentioned above . o
Should Should not S UK 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 __ S
Should — Should ot — OK but not required



c.
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Should the parents understand the details and meaning of the medical

diagnosis of their child?

Usually should _____ Usually should not

(IF SHOULD) Who should be responsible for the parents' understanding of
the diagnosis?

1) M.D. o
2) Pareiit -
3) Teacher

&) Ochér (specify) o o L

{1F YOU CHECRED MORE THAN ONE IV "A" ABOVE ). Are they (PEOPLE CHECKED
ABOVE) equally responsible or does one have the main responsibility?

Each person has equal respomsibility.

The person with the major responsibility is R

(IF ANY OF THE FOLLOWING THREE PERSONS HAS BEEN MENTIONED, JUST CHECK
THAT IiT WAS "ALREADY MENTIONED., ")

1) Should the :eacher also do tEis’

Teacher already mentioned above

Should Should not — OK but not required
2) Should the doctor also do this?

Doctor already mentioned above — S
Should Should not - — - OK but not required ___

3) Should the parent also do this?

___ Parent already meatiomed above _
Should e Sthotiid not — OK but not required



e
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Usually should Usually should ot

(IF SHOULD) Who should be responsible for the taacher's understanding
of the diagnosis?

1) M.D.
2) Parent

3) Teacher

4) Other (specify) ____ - L

(IF YOU CHECKED MORE THAN ONE IN "A" ABOVE:) Are they (PEOPLE CHECKED
ABOVE) étiﬁéll? responsible or does one have the main rééﬁbﬁéibilit??
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.")
) Should the teacher also do this?
Teacher already mentioned above
Should j Should not OK but not required
2) Should the doctor also do this?

 Doctor already mentiocned above o o
Should - Should ot OK but not required

3) Should the parent alsoc do this?

Parert éifééd? mentioned above
Shoutd Should not OK but not required



A-74

Should the child understand the details and meaning of the medical
diagnosis of his/her conditiom?

Usually should _ Usually should not

(IF SHOULD) Who should be responsible for the child's understanding of

his/her diagnosis?

1) M,;D; _ ——
2) Parent —
3) Teacher o
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 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 nmot OK but not required __

2) Should thHe doctor also do this?
o Doctor already mentioned above , o
Should Should not OK but not required
3) Should the parent also do this?

Should . Should not — OK but not required



A-75

8.  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) : S

(IF YOU CHECKED MORE THAN ONE IN "A" ABOVE:) Are they (PEOPLE CHECKED
ABOVE) equally respomsible or does one have the main responsibility?

for]]
.

Each person has equal respomsibilicy ____

The person with the major respomsibility is :

C. (IF ANY OF THE FOLLOWING THREE PERSONS HAS BEEN MENTIONED, JUST CHECK
THAT IT WAS ALREADY MENTIONED.

1) Should the teacher alsoc do this?
~ Teacher already mentiomed above - -
Should Should not — OK but not required
2) Should the doctor alsc do this?
7 Doctor already mentioned above o -
Shouid Should not OK but not required —— —
3) Should the pareat also do thi=?
~ Parent already mentiomed above S -
Should - Should not — OK but not required

oY
by,
re)
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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 stould ' Usually should not
A (IF SHOULD) Whose job should it be to tell school persomnel?
1) M.D.
2) Parent , .
3) Teacher . ____ - R
4) Other (specify) , o _

B. (IF YOU CHECKED MORE THAN ONE IN "A" ABOVE:) Are they (PEOPLE CHECKED
ABQVE) equally responsible or does ®ne have the main responsibility?
Each person has equal responsibility.

The person with the major respomsibilify is
C. (IF ANY OF THE FOLLOWING THREE PERSONS HAS BEEN MENTICNED, JUST CHECK
THAT IT WAS "ALREADY MENTIONED.")
, 1) Should the teacher also do this?
__ Teacher already mentioned above - -
Should - - - Should ot = OK but not required - — -
2) Should the doctor also do this?
°  Doctor already mentioned above S
Should Should ot OK but not required
3) Should the paremt also do this?
~ Parent already mentioned above o
Should Should not OK but not required
Q . 254 : /




10. Should the diagnosis of hyperactivity and the use of medication be A-77
' put into official school records?

Usually should _ .. . Usually should not

A. (IF SHOULD) Who should see to it that the dIagnosi§ ‘of hyper-
dctivity and use of medication for a child is put in school

records?

1) H:D.

2) Parent

3) Teacher i

&) Other (specify)

B. (IF YOU CHECKED MORE THAN ONE IN A" ABOVE:) 4re they (PEOPLE CHECKED
ABOVE) equally responsible or does ome have the main responsibxiity’ '

The person with the major responsxbi11t§ is

€. (IF ANY OF THE FOLLOWING THREE PERSONS HAS EEEN MENTIONED, JUST CHECR
THEAT IT WAS "ALREADY MENTIONED.™)

1) - Should the teacher also do this?

Teacher already mentioned above -
Should not OK but not required — ——

Should qu
2) Should the doctor also do this?

.~ Doctor already mentioned abuve f o

Should Should not OK but not required ____
3) Should the parent alsc do this?

~ Parent already mentioned above
Should ____ Should mot __ Ok but mot required

o

bt |

1]
\
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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 mot_
A. (IF SHOULD) Who should tell tha other school children?

i) M.D. .

2) Parent —

3) ‘Igache: S PN

4) Other (specify) ——— — - - L _

(IF

o |

YOU CEEGRED MORE THAN ONE IN "A" ABOVE:) Are they (PEOBLE CHECKED

ABOVE) equally responsible or does ome have the main responsibility?

Each person has equal responsibilicy.

The

persoa with the major responsibility is . :

C. (IF ANY OF THE FOLLOWING THREE PERSONS HAS BEEN MENTIONED, JUST CHE

TEAT IT WAS "ALREADY MENTIONED.")

1)

2)

3)

Should the teacher also do this?

_ Teacher already mentiomed above o o
Should Should noc OK but not required

Should the doctor also do this?

Dector already mentiomed above , -
Should ___ Should not OK but not required

Should the parent also do this?
~ Parent already mentioned above o
Should Should not — — — - OK but not required

(READ TO SUBJECT) I would just like you to know that we are about half

way through.




Should information about a child's behavior at home be a part of

diagnosing hyperactiyity?

12:

Usually should Usually should not

5. (IF SHOULD) Who should see to it that informatiom is at han
when the diagnosis is made?

1) M.D.
2) Parent
3)
4)

Teacher R ,
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 respomsibility is .

C: (IF ANY OF THE FOLLOVING THREE PERSONS HAS BEEN MENTIONED, JUST CHECK

THAT IT WAS "ALREADY MENTIONED.") .
1) Should the téacher also do this?

Teacher already mentioned above

OK but not required

Should

2) Should the doctor also do this?
Doctor already mentioned above

Should Should not _ OK but oot required -

Should the parent also do this?

Should Should not

above - -
OK but not required
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13. Should 8cuweocne other than the doctor suggest to the doctor a possible

diagnosis of hyperactivity for a child?

Usually should = Usually should not

Al

(IF SHOULD) Who should suggest this?

1) Parent

2) Teacher -
3) Other - : L

(IF YOU CHECKED MORE THAN ONE IN "A" ABOVE:) ATre they (PEOPLE CHECKED

ABOVE) equally responsible or does ome have the main responsibility?

Each person has equal responsibility.

The person with the major responsibility is - .

(IF ANY OF THE FOLLOWING TWO PERSONS HAS BEEN MENTIONED, JUST CHECK

THAT IT WAS "ALREADY MENTIONED.')

1) Should thHe teacher also do this?
- Teacher already mentioned above -
Shouid Should not OK but mot requirad

2) Should the parent also do this?

- Parent already mentioned above _
Should Should not _...._ OK but not required

218
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1l4. Should the usa of medication e recommended for a child who is diagnosed
as hyperactive?

Usually should Usually should mrt___

A. Ci? SHOULD) Who should make this recommendatiod?

1) M.D.
2) Paremt — -

3) Teacher

4) Other (specify) —— '

B. (IF YOU CHECKED MORE THAN ONE IN "A" ABOVE:) Are they (PEOPLE CHECKED

ABOVE) equally respomsible or does one have the main responsibilicy?
Each person has equal responsibility. _7

The person with the major respemsibility is

C. (IF ANY OF THE FOLLOWING THREE PERSONS HAS BEEN MENTIONED, JUST CHECK
THAT IT WAS "ALREADY MENTIONED.") : '

1) Should the teacher alsb do this?

Teacher already mentioned above

Should Should mot OK but not required
2) Should the doetor also do this?

Doctor already mentioned above

Should B Should not OK but not required

3) Should the parent also.do this?
Parent already mentiomed above -
Should __ Should not — - OK but not required

0
i
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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 explamation?

1) mM.D.
2) Paremt —
3) Teacher R : . C e e

4) oOther (specify) — —

B: (IF YOU CHECKED MORE THAN ONE IN "A" ABOVE:) Are they (PEOPLE CHECRED
. ABOVE) equally responsible or does ome have the maia responsibzlzty2

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

TEAT IT WAS "ALREADY MENTIONED. "y
1) Should the teacher also do this?

~ Teacher already mentioned above ,
Should - Should not ° OX but mot required

2) Should the doctor also do this?

_ Doctor already mentioned above _ o
Should Should mot ___ OK but not required

3) Should the parent alsoc do this?

. Parent already mentiomed above
Should Should not OK but fot required
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16. Should the teacher of a hyperactive child being treated with medicatiod

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 — C e e

4) Other (specify) _ _ _
B. (IF YOU CHEGKED MORE THAN ONE IN "A" ABOVE:) Are they (PEOPLE CHECKED
ABOVE) equally respomsible or does one have the main responsibility?

Each person has equal responsibility.

‘The person with the major respousibility is
C. (IF ANY OF THE FOLLOWING THREE PERSONS HAS BEEN MENTIONED; JUST CHECK

THAT IT WAS "ALREADY MENTIONED.") -

1) sShould the teacher alsc do this?

Teacher already mentiomed above

Should Should mot _____  OR but mot required

2) Should the doctor also do this?
Doctor already mentioned above _ o
Should __ Should mot _____ = OK but not required

3) Should the parent also do this?
~ Parent already mentiomed above -
-Should Should not — OK but not required
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with m=2dication have an explanation of the medication treatment?
Usually should Usually should mot

A. (IF SHOULD) Who should explain it to them?

l) HiDc
2) Paremt _—
3) Teacher B

4) Other (specify) ___

*

B. (IF YOU CEECKED MORE THAN ONE IN "A" ABOVE:) Are they (PEOFLE CHECKED

ABOVE) equally responsible or does ome have the main respomsibility?

Each person has equal responsibility. ——

The person with the major respomsibility is

C. (IF ANY OF THE FOLLOWING THREE PERSONS HAS BEEN MENTIONED, JUST CHECK
TEAT IT WAS "ALREADY MENTIONED.") ]
1) Should the teacher alsc do this?
___ Teacher already mentioned above ) o
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?

Should Should mot ___ ©OK but not required __




18. Should a hyperactive child being treated with medicatios have am
explanation of that medication treatment?
Usually should Usually should not

A. (IF SHOULD) Who should explain it to Him/har?

1) M.D.

2) Paremt E—
3) Teacher
4) Other (specify) _ - ' ‘ o

B. (IF YOU CHECKED MORE THAN ONE IN "A" ABOVE:) Are they (PECPLE CHECKED

ABOVE) equally responsible or does one have the main respomsibilicy?

Each person has equal respomsibility.

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 p Should not OK but not required

2) Should the doctor alss 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

.‘zl
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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?

'15 Parent o

2) Teacher

3) Other (specify)

(IT YOU CHECKED MORE THAN ONE IN "A" ABOVE:) Are they (PEOPLE CHECXED

B.
ABOVE) equally responsible or doas one have the main respon51b111ty7
Each person has equal responsibility. o
The person with the major responsibility is __

C. (IF ANY OF THE FOLLOWING THREE PERSONS HAS BEEN MENTIOVED, JUST CHECX

THAT IT WAS "ALREADY MENTIONED.'")
15 Should the teacher also do this?

~ Teacher already mentioned above
Should _ Should not

2) Should the parsnt also do this?

- Parent already mentioned above
Should : Should not OK but not requirad

0o

&




20.

Should reports about the child from home 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) Pareat

3) Teacher

4) Other (specify)

1]
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B. (IF YOU CHECRED 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 respousibility 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 alresady mentionmed above __ o o
Should Should not OK but +1st required

2) Should the doctor also do this?

Doctor already mentioned above

Should Should mot _ OK but not required

3) Should the parent also do this?

Parent already mentionmed above

e ——

Should , Should not — OK but cot required



2. Shoald 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 mot

A, (EF 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 (specxfy) N o

B. (IF YOU CHECKED MORE THAN ONE IN "A" ABOVE:) Are they (PEOPLE CHECKED
ABOVE) equally respoasible or does one have the main responsibllity7

Each person has equal responsibllity.

The person with the major responsibility is e .

C. (IF ANY OF.THE FOLI.OWI‘IG THREE PERSONS HAS BEEN MENTIONED, JUST CHECK
THAT IT WAS "ALREADY MENTIONED.") .

1) Shosld the teacher also do this?

_ Teacher already mentioned above _____ o
Should — - Should not CK but not required -

2) Should the doctor also do this?

___ Doctor already meationed above o
Should Should not . OK but not required

3) Should the parent also do this?

_ Parent already mentioned above o _
Should: Should mot _ OK but not required

65]‘;
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In additiom to medication; should any other changes be made in tha life
of the hyperactive child; such as other treatments and approaches or
changes in the home and school situation?

Usually should Usually should not

A: (IF SHOULD) Who should decide what changes are needed?

13 M.D: -
2) Parent —
3) Teacher o . B R

4) Other (specify) _ _ , o

B. (IF YOU CHECKED MORE THAN ONE IN "A" ABOVE:) Are they (PEOPLE CHECKED

ABOVE) equally respousible or does ome have the main responsibility?
' Each person has equal responsibility,

The person with the major respomsibility 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 meationed above o o
Should Should not OK but not required

2) Should the doctor alsc do this?

Doctor already mentioned above _ B o
Should - Should not OK but not required

3) should the parent alsc do this?

~ Parent already mentioned above o
Should ____ Should not - OK but not required

DOy
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23. Should a program of regular visits to the doctor be set-up for the
hyperactive child being treated with medication?

Usuvally should Usually should not
A. (IF SHOULD) Who should set this up?

1) M., R

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 ode 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 CHECR
THAT IT WAS "ALREADY MENTIONED,'") ) .
1) Should the teacher also do this? | |

Teacher already mentiomed above

Should Should mot OK but not required -

i§ Should EEéAéccta: also do this?

Doctor already mentioned above _

Should Should mot - * OK but mot requirad
3) Should the parent also do this?

, Parent already mentioned above - o

Should ___ Should nmot OK but not required




24. Should information from the home be used to judge the effectiveness
of the medicatiou treatment?

Uéﬁéll? éhbdld Uéﬁélly 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) ™Mb, I
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 ome have the main responsibility?

Each person has equal responmsibility. - _

The person with the major responszblllty is o

C. (IF ANY OF THE FOLLOWING THREE PERSONS HAS BEEN MENTIONED, JUST CHECK

THAT IT WAS "ALREADY MENTIONED.")

1) Should the teachker also do Eﬁié?

~ Teacher already wentioned above _
Should __ Should not — OK but not required

2) Should the doetor also do this?

~ Dactor 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




5. Should informationm from the school be used to judge the effectiveness
of the medication tredtment?

ﬁéuéiiy should Usually should not

A. (IF SdOULD) 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 respoasible or does one have the main responsibility?

Each person haslequal responsibility. — — -

The person with the major responsibility is S

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 requiredg

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 menticned above -
Should Should not OK but mot required




26.
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;

/

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 e —
%) Other (specify) e = - —

(IF YOU CHECKED MORE THAN ONE IN "A" ABOVE:) Are they (PTOPLE CHECKED
ABOVE) equally responsible or does one have the main re:jonsibility?

[v1]

Edch person has equal responsibility.

The person with the major responsibility is : :

C. (IF ANY OF THE FOLLOWING THREE PERSONS HAS BEEN MENTICNED, JUST CHECK
THEAT IT WAS "ALREADY MENTIONED.™)
1) Should the teacher also do this?
. Teacher already mentioned above s
Should Should not _ OK but not required _____
2) Should the doctor also do this?
Doctor already mentioned above

Shouid Should mot OR but not required

3) Should the parent also do this?

- Parent already mentiomed above o , ) )
Sthould Should ot CK but tiot required - -

\O‘
W
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27. Should informatiom from the school 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 this information about side effects
1s-at hand when treatment is evaluated?

1) M.D.

2) Parent e

3) Teacher L ——

4) Other {specify) _ R

[a¢]

(IF YOU CHECKED MORE THAN ONE IN "A" ABOVE:) Are they (PEOPLE CHECKED

ABOVE) equally responsible or does one have the main responsibility?

The person with the major respomsibility fs ‘ .

C. (IF ANY OF THE FOLLOWING THREE PERSONS HAS BEEN MENTIONED, JUST CHECR
THAT IT WAS "ALREADY MENTIONED.")

1) Should the teacher also do this?

_ Teacher already mentioned above _——_ _ -

Should Should dot "OK but not required

2) Should the doctor also do this?
Doctor already mentioned above __— o

Should Should not OK but not required .
3) Should the pareat also do this?

~ Parent already mentioned above

Should Should mot _ 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 should ' Usually should not —

A. (IF SHOULD) Who should set-up this chanmel?

1) ™.D.

2) Parent —_— P
3) Teacher e —
4) Other (specify) R

B. (IF YOU CHECKED MORE THAN ONE IN "A" ABOVE:) Are they (PEOPLE CHECKED
ABOVE) equally respomsible or does one have the main responsibility?

Each person has equal responsibility; o

The persom 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 _ o o
Should Should mot _ OK but mot required __

2) Should the doctor also do this?

Doctor already mentioned above __

Should Should mot OK but not required
3) Should the parent also do this?

__ Parent already mentifoned above _____ ,

Should , Should mot OK but oot required
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Should parents of hyperactive childrem be provided with support and
reassurance about their child and the treatment being given their child?

Usually should Uéﬁally should not

A. (IF SHOULD) Who Should prov1de that support and reassurance?.

1) Mb: ,
2) Parent
3) Teacher

%) Other (specify)

B. (IF YOU CHECKED MORE THAN ONE IN "A" ABOVE: ) Are they (PEOPLE CHECKZD

ABOVE) equally responsxble or does one have the main rES””nSIbzltty’

The person with the major respomsibility is:

C. (IF ANY OF THE FOLLOWING THREE PERSONS HAS BEEN MENTICONED, 3UST CHECR

THAT IT WAS "ALREADY MENTIONED. ")

1) Should the teacher also do :Eié?

' 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



- ra

30: Should the medication treatment be ended as soom as it is belisved
that it might not be needed?

Usually shoutd Usually should not
A: (IF SHOULD) Who should decide to end the medication?

i) ﬁ;D;

2) Parent —_—

3) Teacher = - _ L

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 responsibilicy.

The person with the major responsibility is

C. (IF ANY OF TEE FOLLOVING THREE PERSONS HAS EEEN MENTIONED, JUST CHECK
THAT IT WAS "ALREADY MENTIONED.") )
1) Should the teacher also do this?

Teacher already mentiomed above _

Should Should not T OK but not required
2) Should the doctor alsc do this?
_ Doctor already mentioned above -
Should _ Should not . OK but not required
3) Should the parent also do this? '
Parent already mentioned above - o
Should ___ Should not ' OK but not required

| ong
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Should a trial ending of medication be used as a method of finding

out if medication treatment should be ended?

Ususally should - Usually should nmot

A.

(IF SHOULD) ' Who should decide if there should be a trial ending
of medication? '

1) M.D.

2) Parent
3) Teacher T
4) Other (specify)

(IF YOU CHECKED MORE THAN ONE IN "A" ABOVE:) 4re they (PEOPLE CHECKED -
ABOVE) equally responsible or does ome 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 aiso do this?

~_ Teacher already mentionad above -
Should - _Should not CK but not required

2) Should the doctor also do this?

Doctor already mentioned above

Should Should not OK but mot required
3) Should the parent also do this?

~ Parent already mentioned above _ o

Should _ Should not __ OK but not required

238
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Should information from the school be used in order to decide whether
or not medication treatment should be ended? '

Usually should Usually shculd not

A. (IF SHOULD) Who should see to it that this information is at hand
when the decision about ending medication is being made?

2) Parent _
3) Teacher
4) Other (specifs)

B. (IF YOU CEECRED MORE THAN ONE IN "A" ABOVE:) Are they (PEGPLE GHECKED
ABOVE) equally responsible or does ome have the main 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 . o
Should Should not —— : OK but not required
2) Should the doctor also do this?
_ Doctor already mentioned above .
Should _ : Should not OK but oot required
3) Should the parent also do this?
~ Parent already mentioned above L -
Should ____ Should not 'OK but not required

237
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33.. Should a physical examination be requlred to determine if medicatiom
treatment can be ended?
Usually shculd Usually should not

-~ A. (IF SHOULD) Who should see to it that this examination occurs?

1) M.D.

. 2) Pareat — : .
3) Teacher ..
4) Other (specify) - ~ S :

B. (IF YOU CHECKED MORE THAN ONE IN "A" ABOVE:) Are they (PEOPLE CHECKED

ABOVE) equally responsible or does ome have the main responsibility?

Each person has equal Eé§§6ﬁsibllicy.

The person with the major responsibility is

c. {IF ANY GF THE FOLLOWING THREE PERSONS HAS BEEN MENTIONEB JUST CHECR

THAT IT WAS "ALREADY MENTIONED.")
1) Should the teacher also do this?

Teacher already mentionmed above . B
Should __ Should mot OK but not required

2) Should the doctor alsc do this? ‘ : -

Doctor already mentioned above : -
Should ____ E Should not , CK but not required

3) Should the parent also do this?

~ Parent already mentioned above o -
Should Should not OK but not required

238
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that it aigﬁi ﬁéié the child?
Usually should - Usually should not

HOULD) Who shouid decide to begin the medlcation treatment’

A. (IF SHEO
i) M.D.
2) Parent
3) Teacher .
4) Other (specify) , o

B. (IF YOU CHECKED MORE THAN ONE IN “A'" ABOVE: ) Are they (PEOPLE CHECXED
ABOVE) equally resporsible or does ome Eave the main responsibility?

Each person has‘equal respcusibility;

The person with the major respomsibility is

€. (IF ANY OF THE FOEiﬁWING THREE PERSONS HAS BEEN MENTIONED, JUST CHECK
THAT IT WAS "ALREADY MENTIONED. ")

1) Should the heacher also do thi

9]
 Teacher already mentiomed above —
‘Should .~ Should not —— OK but not reﬁﬁired
2) Should the doctor alsc do this? | | N
~ Doctor already mentioned above
Should Should not __ OK but not required
3) Should the parent also do this?

Parent already ﬁentidﬁéd above
, OK but not required

Should — = Should not

239




35. Should routine foiiow-up examination and other speciai assistance be

provided_after medication treatment has ended?

' Usually should Usually should not

A: (IF'SEGU£B§ Who should be responsible for seeing to it that
this happens?

1) M.D.
2) Paremt
3) Teacher

4) Other (Specify) ' , : -

B. - (IF YOU CHECKED MORE THAN ONE IN "A" ABOVE: ) Are they (PEOPLE CHECKED
ABGVE) equatiy responsible or does one have the main responsibility?

.Each person has equal responsibility.

The person with the major respomsibility is .

C. (IF ANY OF TEE FOLLOWING THREE PERSONS HAS BEEN MENTIONED, JUST CHECR
TEAT IT WAS "ALREADY MENTIONED.") :

1) Should the teacher also do this?

___ Teacher already mentiomed above S
Should _ . Should not OK but not required

2) Should the doctor also do this?
| Doctor already mentioned above -
Should Should not .. CK but not required
3) Should the parent alsc do this?

Parent aireaay mentioned above

(READ TO RESPONDENT:) I appreciate your patieﬁéé and all the information you're
giving me. We are almost_ finisghed. . - Do ‘

Should - Shouid mot OR but not required -
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ATTITUDE (GENERAL)
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actlve children.

for treating hyperactive children.

with the following points of view:

AGREE_ _ DISAGREE. -

AGREE _ _ DISAGREE

AGREE DISAGREE
AGREE___ DISAGREE
AGREE DISAGREE

AGREE  DISAGREE
AGREE __ DISAGREE ___

GREE___DISAGREE ___

1.

A- 1’0’4

Much has been written and sald about the use of medicatlon

Please tell w®e if you agree or disagree

While the use of medication may be necessary for

a small percentage of children, their use has
become too widespread.

Mosc doctors are careful in prescriblng thIS

children.

at hyperactivity

There is so much coufuszon about

is, that the use of medzcatiou is questxonabie.

to make it a safe approach.

It is never proper to use ﬁé&ié%giéﬁ to tamper
with the minds of childrem in school:

For children who need them, these medicines are
alfiost d miracle.

me&icines like these that can help them.

Medication is not the total solution for the
hyperactive child, but it is a uSeful and important

part of the colution.

242



ATTITUDE:

2
N
g .

1.

Crnild (Treated)

h of theése sounds like what you would say

It is a good thing.

There are some good things and some bad
It is a bad thing. S

I don't know if it is a good thing or a

T
[1n Y
(Vo)

about taking che medicine?
things about it.

bad thing.
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SPECIFIC BELIEFS
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' remind you that there are many different opinions about these issues. Pon't

SPECIFIC BELIEFS: Parent and Teacher | - A=107

This set of questions is about _your beliefs and opinions about hyperactivity
and its treatzent. There are many different views about this. We want to

understand your own feelings and opinions:

1. If you were askad to explaln what hyperactiv1ty is; could you explain it?

Yes No -

la. (IF YES) How 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?

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 kmow. I would like to

AGREE __ DISAGREE___ DON'T RNOW___ 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 emotiomnal

problems.

3b)
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AGREE____ |
AGREE__ |

AGREE

AGREE - 1
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DISAGREE 1 BGN T KNOW 5. At least some cases of ﬁyﬁeréctiviti are
' caused by poor nutritionm:

5i§§53££ _ DON'T KNOW___ 6. At least some cases of hyperactivity are
. caused by poor social conditions.
DISAGREE __ DON'T KNOW____ 7. At least some cases of hyperactivity

are caused by food additives-

____DISAGREE___ DON'T KNOW____ 8. At least some cases of hyperactivicy
are caused by poor schools or teachers.
. DISAGREE __ DON'T KNOW____ 9- At least some cases of hyperactivity
. are caused by lead poisan:ng.~

DISAGREE __ DON'T KNOW__ _10. The term "hyperactive"” is used to
. characterize children who are energetic,

AGREE __ DISAGREE _ DON'T KNOW.__ 11. In some instances; it may be a good

AGREE

thing for a child to be hyperactive.

DISAGREE ___DON'T KNOW____12. The term “hyperactive" is used by
people to make it possible for them

to control or suppress chiidren.

AGREE __ DISAGREE  DON'T RKNOW____13. The term "hyperactive" is a legitimate

14.

15.

diagnosis of a real problem for some
children.

What is the typical length of time that children stay on medication for
hyperactivity?

Don't know

There is no typical regimen, i:e:; too variable to say
A few weeks

A few months | . e
One to 14 years _ ’
Until ﬁﬁBérﬁi::édﬁléécéﬁce

l l

Do you know if medication which is used to treat hyperactive children -

can produce:side effects? What side effects can (not necessarily will)
tiedication produce? (CHECK THOSE MENTIONZD BY RESPONDENT. Dﬁ,ﬁﬁf

READ LIST.)

headaches

loss of appetite
stomachaches

insomnia

weight and height deficit
irritability
restlessness

depression

other (specify) _

doun't know

i

‘ |
: |
| .
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16. Have you heard or read criticism of medication for hyperactive childrenm?

Yes _ , No

' l6a. (IF YES) Do you happen to remember the criticism?

Yes - No

,16b.  (IF YES) Please mention Some of the criticisms:

(Child's name) is taking — . (SPECIFY MEDICATION AND
WRITE IT IN TEE BLANK.) -

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 imcreases the child's intelligence.
Yes No _ Don't kmow __

20. This medication is a stimulant.

Yes No . Don't know _ -
2L. This medication may lead to illegal drug use later in life.

Yes No pon't know
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SPECIFIC BELIETS: Physician§

about Hyoeractlflty and icts treatmeT: There are many dlzre~ent views apout

this: We want to understand your Medji-al perspectives.

(HAND PHYSICIAN "TERM SHEET")
1. Do any of these terms seem toO Yau inappropriate, useless; or invalid in
describing the condition diagnOsed by a physician as any of the following:

hyperkinetlc, learnxng dlsabillty, tearning disorder,; overactive,

hyperkinesis, minimal brain dY¥Sfynction,; minimal brain damage,; impuls

disorder, hyperkinetic child b&hzvior syndrome,; minimal cerebrai
dysfunction?

(CROSS OUT THOSE INDICATED BY RESPONrmyT.)

2. Of the remaining terms, wouid Yoy consider them equivalent in meaning?

Yes No
(IF NO): Please exilain the differences for me? (LISTEN TO TAPE AND
SUMMARIZE LATER.) . -
R R I
r—————__—

3. Based on the information contalned in the literature and your own cllnlcal
practize; what do you considel Rthe nature of the condition to be? (AFTER
INTERVIEW, LISTEN TO THIS SECTIQy oF THE TAPE AND WRITE IN THIS SPACE &

SUMMARY OF THE. ANSWER TO THIS QUESTION.)




(PROBE:) a) What are

4. What do you think is

the etiology of the condition?
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the symptoms 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.)

If I were a parent whose child was diagnosed by you as h??érkinetlc ¢(OR

5. vere a
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 aggg;;zons 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 XNOW___ §. At least some cdses of hyperactivity .
are caused by a physiclogical,
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. At least some cases of hyperactivity afe
caused by poor nn*fiiiéﬁ.

AGREE __ DISAGREE___ DON'T RNOW____ 9. At lesst some cases of hyperactivity
caused by poor social conditions.

AGREE___ DISAGREE ___ DON'T KNOW 10. At least some cases of hyperactivity

are caused by food additives.
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AGREE__ DISAGRSE _ DON'T XNOW____ 11.AC least some cases of hyperactivity

are caused by poor schools or teacners.

AGRSE___ DISAGREE __ DON'T KNOW 12. At least soma cases of hyperacszivity
are .aused by lead poisoning.
AGRE_ A ﬁigAﬁﬁE; ﬁéﬁ;f RNOW 13. The temm hyperactive is used to
' characterize children who are energetic,

AGREE ___ DISAGREE __ DON'T KNOW 14. In some insténces; it may be a good
‘ thing for a child to be hyperactive.
AGREE  DISAGRFE  DON'T KNOW__ 15. The term "hyperactive' is used by
people to make it possible for them
to control or Suppress childream.

AGREE . DISAGREE __ DON' T KNOW___ 16 The term "hyperactive" is' a legitimate
diagnosis of a real problem for soma

children.

hyperactivity?
ch 't know

17. What is the typical length of time that children stay on medication for

A few weeks
A few months
One to 14 years

Until puberty-—adolescence

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

(AF'YE{ INTERVIEW, LISTEN TO THIS SECTION OF THE TAPE AND WRITE IN THIS SPACE A
SUMMARY OF THE ANSWER TO THIS QUESTION. ) ‘
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(PROBE:)  a) What kinds of efficacious outcomes can result from stimulant
medication?
b) What proportion of hyperkinetic children are helped by stimulant
medication?
¢) To what extent does stimulant medication rélieve tha symp toms
of hyperkinesis?
19. What side effects cam (not necessarily will) stimulant medication produce?

(USE CHECX LIST)
headaches
loss of appetite

stomachaches

insomnia
weight and height deficit .

irritabilicy

restlessness e

T

other B

Have you heard or read criticism of stimulant medicatiod for hyperactive
children?

Yes __  No

a) (IF YES): Could you briefly summarize the essential nature of these
criticisms?

b) (IF ¥ES): Could you briafly indicate how you would Tespond to the
criticisms?
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CHILD INTERVIEW SECTIONS: AWARENESS OF MEDICATION
- PROCEDURE IN TAKING MEDICATION
RESPONSES OF OTHERS TO CHILD
SELF ESTEEM :
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AVARENZSS OF MEDICATION: Child (Treated) | /

ADM: The purpose of this section of the interview is to determine how comscious

the child is about his medical regimen: In some cases the child may be

taking medication rather unconsciously. In other srtuat*ons the chiid may
not be taking medication even though his parants say cthat he is.

1. Are you (or have zguflﬁ;gkgnﬁany medicine or pills to heir you at school
or at home? (ADOPT CHILD'S LANGUAGE FOR PILLS OR MEDICINE FROIt THIS POINT
ON. )

Yes _ . __ No Bon t know

PROBE QU;STiﬁﬁé TO BE ASKED IF "NO" OR "DON'T KNOW" TO QUESTION i

PROSE QUESTIONS: Is (was*) there any medicina or pills that the doctor gave you
that you take in the morning and at lunch? Is {was*) there any medicine or

pllls that thendoctor gave you that you don £ take’ Does (did*) your teacher

2. Do vou know why you take this medicinme or pills? Why?

3. Do you know what this medicine 1s? . . .

4. How does it help you? _ | =
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(LISTEN CAREFULLY TO DETERMINE HOW AWARE CHILD IS THAT HE IS TAKING MEDICATION
FOR HYPERACTIVITY. EVEN IF THE CHILD IS FACTUALLY IN ERROR ABOUT THE NATURE OR

USE OF MEDICATION = IT LS AWARENESS PER SE TO BE EVALUATED:)

Interviewer Rating for Awaremess of Medicatiom

.~ Very aware of the use cf medicationm
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 tak:ng,medication

(IF THE LAST CATEGORY IS CHECKED GO TO SELF EST.EM SECTION AND END INTERVIEW AFTEF
THAT SECTION.)

#Past tense should be used for tarmination phase.

5% (ASR OF INITIATION AND TERMINATION CHILDREN ONLY. )
' What grade were you in when you (startaed) {stopped) taking madicina?

Who was your teacher at that time?

(o)
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NATURE OF PROBLEY AND NATURE OF TREATMENT: Child (Treatad)
AD{: The purpose of this section of thie intarview is to find out How
mach the child knows about the problem that led to medicatioa and
the nature of the medication: .
QUESTIONS ON PROBLEM:
1. Has anyone explaimed to you about why you take this medicine or pills?
Yes _ No . ‘

la. (IF YES) Who?

1b. What did they say? B

2. Do you have any other ideas about why you tazke this medicime? What

problems were you having? (RECORD A SUMMARY OF THE RESPONSE.)
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3. Why are you taking pllls or medicine? What's the most important thing
(reason)’

. Anger controi (mean, mad, fights)

______ Anxious, nervous, upset

— — Hyperactive (score only if chiid volunteers terzm)
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 medibine or pills?
____ Yes . _______No

4a. (IF YES) How do you feel after jou taks the medicina?

5. (ASK ONLY IF CHILD IS STILL BEING TREATED) How long do you thlnk you 1i
be taking medzcine’

Until summer; 1 year or less

— ____ 1<2 years

4444,Hntii behavior changes
Until doctor says not to
- Don't kinow

6. Is there a certain word or name that doctors use for people that are taking

med’cine like yours?
Nb 7 7
Yes - hyperactive
Yes - brain damaged

Yes ~ other
Don't kpow-

|

(RATE THE CHILD'S UNDERSTAMDING OF THE. NATURE OF THE MEDICATION.)
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PROCEDURE FOLLOWED IN TAKING MEDICATION: éﬁiid (Treatszd)

ALf: Tne purpose of this sectiom is to find out what the child knows of the

procedures and check on the procedures directly by asking the child whesn,
how and where medication is taken and if medicatlou holidays occur.

When, duriag the day -~ what time - do .(or did) you tzke your pills or
medicine’ Do (did) you take it: (ASK EACH OF THE ITEMS BELOW)

e

Don't {(didn't) take them at all  _ _ _ (i’ TRIS, SKIP TO NATURE OF
- , , ) ) PROBLEM AND TREATMENT)

In the morning befure school - Yes e~ - -No.

In the morning at school - Yes No

At lunch time at home : . Yes . No

At lunch tice at school ) Yes — No
Right after school . Yes - No
Before supper Yes No
After supper —__Yes __Wo
At night Yes — No

2. Who gives ycu your pill or medicine at school or at home?

(NOTZ: IF NOT TAKEN AT SCEOOL OR BOME; WRITE NONE ON THE BLANK. ASK
BOTH ITEMS.) -

at home? S

at school? __ - - (IF NOT TAXEN AT SCHOOL; SKIP TO
QUE’.IION 3:)

ia;‘FOLLOW‘U? QUESTION: (I: CHILD REPORTS TAKTYG MEDICATION AT SCHOOL:)

How does (dZd) the medicine or pill get to school?

PROBE QUESTION: (USE THIS ONLY IF QUESTION 24 IS NOT ANSWERED) Who brings
{brought) i: to school?
child
‘parent __
other (specify)

2b. Whare in the school do (did) you take the ~_dicide or pill’

ESTION: (USE THIS ONLY IF QUESTION 2b IS NOT ANSWERED) Ia what
room or office?

PRQBE Qt

classraom
nurse's office
principal's office

school office .

hall )

A4 FFavanr nlarac
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When was the last time (date and time) you took a pill?

Do vou take the medicine or pi.ls every day? Yes
Yo

(IF NO TO QUESTION 5) When do (did) you take the medicine or piils?

Afe there ever any days you don't take your medicine or pill? Yes
' No

(IF YES) When 2 o
Do you take your medicine or pills om:

weekends Yes No

Christmas vacation Yes _____ No ____

summer vacation Yes ____ No ____

Easter vacation Yes ___ . No ____ .
Do you ever forget to take your medicime or pills? Yes

Yo -

(IF¥ YES): How often? lots ______

hardly ever __
tever

Some children taka their medicine or pills each time only when a

grown-up tells them to. Is (was) this the way you take your medicine?
Yes No -

(IF YES): Who tells you?

mother Yes .. No
father - Yes No
brother or sistar Yes No
doctor Yes No
teacher : Yes No

other (specify) Yes Yo

Do you sometimes tzke more or less medicine when you're feaeling a certain
way-—or when ysu're about to go somewhere or do something?

No ] ,
Yes--more (how many? )

takes later

(IF YES) Who décides——and 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 §§§§76§§§fs

(parents; siblings; frieunds; teacher) as a result of stimulant
medication usage.
1. Do other children ever say anything to you about the medicine you take?
Yes )
I /-

la. (IF YES) What do they say?

Yes
... No

2a. (IF YES) What do they do?

3. Do other children ever tease you about it?
______ Yes

3a. (IF YES) What do they say? What do they do? -




Q"
Do your brothers or sisters ever treat you unfairly because you take
medicine?
No s

w!
Ll

5a. (IF YES) What do they do?

6. Do they ever tedse you about it?
Yes
. No
6a. (IF YES) How?

7. Do grown-ups ever say amything about the medicime you take?
Yes
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{
7a. (IF YES) What do they say?
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SELF ESTEEM: Child (T-eated)

L. ZEverybody has some things abouf hiy which are good and scme things

about him which are bad. Are ®Oye of the things about you ;.
Good
—__ 3ad |
_ Both about the same

2. Another kid said, "I am 80 good." po you ever feel like thia? (IF _
YES; ASX): Do you feel like tily ; 1ot or a littls? "I am no good?"
_ No
& lot
—— A little

|

3. & kid told me: 'There's a lot Wiong with m&" Do you ever feel like

this? (IF YES, 4SK): Do you feqj like this a lot or a littla?
'There's a lot wrong with zme." '

- _No
s & IOt
A liczle
4. Another kid said: "I'm mot wuch good at anythisg." Do you ever fzel

like this? (IF YES, ASR): Do Yoy feel like this 3 lot orf a
lictle? "I'm oot muck good AL 3Ryching: "
— Yo

5. Another kid said: "I thipnk I am yg good at all." pg you ever feal
like this? (IF YES, ASK): Do 9y gfeel like th:3 a lot or a littla?
"I think T am oo good at all."

No

A lot

A litrle

6. How happy ;are you with the kiod OF persom you are? Are you ...
——_ Very-happy with the kind 9f 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 or 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 medication.
for these . ildren. The statements;or itcms; ara shown with the system of
coding in Table I, which Follows:

Table I

ented to Respondents

Item - Sense Original Revised
_No. Description of Item Coding Coding
1 While medicatfon necessary for small - Agree =1 2
% of children, use too widespread Disagree = 2 0
Uncertain = 3 1
2 Most doctors careful in prescribing ¥ Agree =1 0
medication Disagree = 2 2
Uncertain = 3 i
3 So much confusion about hyperactivity, -  Agree =1 2
use of medication questionable’ Disagree = 2 0
Uncertain = 3 -1
4 Not enough known about dangers of - Agree =1 2
medication ' Disagree = 2 0
Uncertain = 3 1
5 Never proper to use medication to - Agree =1 2
tamper with mwinds of children Disagree = 2 0
Uncertain = 3 1
6 For children who need them; medicines + Agree =1 0
almost a miracile Disagree = 2 2
Uncertain = 3 1
7 Shame to let children suffer + Agree =1 0
Disagree = 2 2
Uncertain = 3 1
8 Medication not total solution + Agree =1 0
Disagree = 2 2
o Uncertaing = 3 i
2RA '
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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 imserted between the "agree" and "dis-
‘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" sig-
nified the least favorable attitude.
~ Objectives

The primary objective is to comstruct a Guttman Scale of attitudes toward
the use of medication in the treatment of hyperactive children. A suitable
scale will have a Cooefficlent 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 thése coeffic .euts.
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: |

Initiazl Procedure

gram contained in the "Statistical Package for the Social Sciences."

Our initial attempts at scaling the data considered only thé combined
sample of all respondents (n = -12). As it turned out, this was a mistake since
.For example: They have a disbelief in "miracles." (Some of these attitudes

should probably be evaluated individually across the various samiples.)

-2- o



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
Reprodicibility of 0.84%.

I 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, 5, 7 and
8. This yielded a Coefficient of Reproducibility of 0.82.

In Pass 3, the "uncercain" category was incliuded 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-

tativily accepted as the optimufi procedure for coding.

Most of the non-scale errors occurred with item 1, which had 66 errors in
Pass 3: Hemoval 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 righest 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-
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 Haviug 41 errors and itém 6 having 38 errors. With item 2 remcved, we
obtained the highest coefficiei .s with a Coeffirient of Reproducibility of 0.925
and a Coefficient of Scalability of 0.678. While these coefficients are satis-
factory, it was fiiad that these items and cutting points did not yield satis-
factory coefficients for the physician sample. Accordingly, we found it neces-
sary to reappruach the entire problem by optimizing the selection of items to

insure adequaté coefficients for the pbysician sample.
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Sifice the data from the physician sample did not yield satisfactory coef-
ficients, we found it desirable to keep an eye on results from the data on BSEE-
the combined sample of all respbndents'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 &)

o

Sequence of Steps in Developing a Guttman Scale of

ive Children

Attitudes Toward Use of Medica

o § All Respondents* (n = 312) Physicians (n = 51)
Scale Items . Coeff. of = Coeff. of Coeff. of - Coeff. of
—No. Included Reproducibitity  Scalability  Reproducibility  Scalability
1 1 thru 8 (all) 0:8429 0:4357 0.8533 0.4066
2 1,2;3;4,5;7,8 0.8562 0.4891 0.8758 0.4737
3 1,3,4,5,6,7,8 0.8600 ' 0:4941 0.8820 0.4648
4 1,3,4,5,7,8 0.8783 0.5656 0.9130 0.5714
5 3,4,5,7,8 0:9053 0.6471 0.9217 0.6000
*Includes: 179 Parents Cutting Points (All Items): 0 = O
82 Teachers l}; 1
5t Physicians 2

Since the.resuits obtaimed 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:




Sample

All Respondents(n =

Parents (n =
Teachers (n =
Physicians (n =

It ms Included in Scale:

Table III

Coeff. of

B5

“Coeff. of

Reproducibility
312) 0.9053
179) 0.9119
82) 0.9012
51) 0.9217
3;4;5;7;8 Cutting P

Scalability
0.6471
0.6842
0.6117
0.6000

oints: 0 =0
1;2 =1

Pass 3 (and consistently uSed thereafter), descriptive statistics were obtaimed

for 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 sampie (see

appropriate data books).
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All items were included in the preliminary scale construction; using the
physician data. Table II, Scale 1, summarizes the results obtaimed on the

physician sample of 51 observations and the combined sample of 312 observations,

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 sample, items 5 and 1 ezch contributed g%eater numbers of- errors
than items 2 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 deletiom:

Scale 2 of Table II summarizes the effect of deleting item 6 while Scale 3

summarizes the effect of delating 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 1 and 5
conitriburing the most errors. Again, sirice the emphasis was placed on the physi-
cian dété; itémé:i and 6 were selectad for simultanecus deletion. The results are
summarized in Scale & of Table II.

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-
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
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Insert A (Cont'd)

Examination of the scaling errors for Scale 4 of the combined sample indicates
that ited 1 contribites the most non-scale errors (62) when items 2 and 6 are not

jicluded in the scale. Therrfore, item 1 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

i

atisfying tlie requirements; however, this does not infer that other
approachzs would not also yield satisfactory results: It 666i&; of course; be
possible to obtain higher coefficients by deleting additionmal items; but this was
ot desmed desirable because, as items are resoved; the ideational content of the

scale is likely to undergo undesirable change.
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Interviewer Training
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Aruitoxt provided by Eic:

cl
TENTATIVE OUTLINE FOF
SELECTION /D TRAT

IREGYVLLJ;T selcction process

A.

Contact €30-35) people (Jack and Deb>ie)

1. Interviewer characteristics:

a. age: late 20's to early 40's
b. sex: femalé

c. high acadenic standing; excellent refereances; and if
possible; relevant work experiencas.

pids Pudblic Schools

d: do not substitute teach in Grzad B=:
Initial contact made by Jack Halteman and Debbie Wagner
1. Brief explanation of reason for contact

>

2. Set up interview with prospective employee Mzrch 21; 22, 23
Interview with prospective employee
1. Initial selection conducted by Jack Hzlteman

2. Content of fnterviiw::

a. gather infornat:on on transportation capabilities; tire

avallabillty, and willinzness to cocmit energiss to WOtkIﬁ’

on the pro;ect. Flnally, assess most recent experienze on

sinilar activities or other activities which involve nor king
with people.

b. gather this information on a form plus oSt récent reierence(s)

c, explain folde'ﬁgi 1. working conditions involved

. Tremuneration for work

v mnatvre of people they will interview

(VUR )

d. decision on clearly &dcceptable or unacc éptabla candidzates

3. Questionable potential interviewers referresd to Drs. Bosco or Robin
for decision

a. form letter sent to unacceptzbies prospacts

b. notify acceptable interviewars and confirn hire (25-35)

c. sét up details of hiring with lary
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1I. Interviewer training process consisting of three days in length with

two sessions per day of two hour length:

Group 2: 10:00 to 12:00 noon

Session 2, Group 1: 1:00 p:m: o 3:00 p.m.

Group 2: 3:00 to 5:00 pim:

Self instructional period:

Group 1: 10:00 to 12:00 noor

Group 2: 1:00 to 3:00 p.m:

Day 1; Session 1

1.

Personal introductions with description of role in project

Description of samples in_study
General ethical conduct and socizl stiquette (Jack)
Examination of legal forms

Self Instructional Session: Listen to sample parent and teacher
interviews

Day 1, Session 2

1.

Six crucial interviewer act vities:

i. explanation of how initial centact will be made to set up
interview (Jack)

b: asking the quastions (Jack)

c. probing techniques (Jack) .

d. questibﬁi%iarific;ticﬁ techniques (Jack)

&, feedback techoiques and non-recorded activities. (Jack)

f. the interviewer as expert problem

g: list emergency phone numbars for interviewvers, and Social
Securlity Nuribers

h: dnterviewers will do a 3-minute impromptu interview
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Day 2, Session 1

1. Introduction to tape recorders

Day 2, Session 2
1. Specific training for Teaéhef Schadule
2, Intexviewer ﬁfaétiCé on parent and teacher schedule
3. Possible cull of iﬁt;éviéwéré

switch periodically between groups and evaluate interviewers:

e ™ g
Self=Instructional Session: continue practice intervievws and play

Back and critique
Day 3, Sessi 1 2
| 1, i:iplain logistics
2., Answer any questions
3. Final Coiiigiits From Bosco and Robin

4. Final Selection

| &



INTERVIEVER'S MANUAL

alono with Eiﬁé of interview for that day) Check out when your

interviews are during the dav.

yéﬁr tape féééf&éf. Your INTERVIEWER'S LOG will assist you

in keeping track oI when you must change the batteries. It is

imperative that each interview be recordnd SO a beglnnlng—of—the—
day equipment check should become a habit.

4. At the end of each interview; make sure what naeds to be written _
down is written; again check batteries. Fill in INTERVIEWER'S LOG

batterles.

5. You will have 3 extra packets of each interview protocol (total of 18)

iﬁf@fﬁ%giéﬁ form to keep at home.r If you discover & plgce of
have extra copies to replace the missing information. It is
important that you check out ea;h packet BEFORE you do the
initerview so you know that you have all necessary forms.
You may need a packet if we must schedule an interview during
the veek after you have received the packets for that week.

B 5. At the end of each day,; return the incerview packets to CES and

make note of any interviews nct compieted 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 packats
to Western Hichlgan'Unlveralty by way of the CES. Keep in mind
any interviews not completed, and when yo'i call in next morning
tell Mary or Gail about it so the interview can be ;escheduled as
scon_as possible. ilake sure all information i8 enclosed in the
~envelope: all interview schedule forms and the cassette tape in its
box.
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in and ask.

TOLL FREE NUMBER: : 1-800-442-4255

1-383-8157
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SUPPLEMENTARY INFORMATION FOR INTERVLEWERS

Defirition of Phases

|

1he research study will div1de the treatment of hyperkinetic chiidren
ihtb 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 sirice September,

2 period of eight months as of this writing, the phase would not te Initiation.

Term§9§5199715 comprxsed of those parerits, teachners, and physiciani of.

children who have ended medication treatment within the last six~mcnth
perxod. Monitorlng is cowrised of all situations which fall betwe:n these

. o - /-
Ritdlin: rit < lin

Cylert: si’ lert

Dexedrine: dak’ s3 dren

N S

e e B e =
Dextroamphetamine: dsk’ stro ‘Em fed & men

What fo Do If . . .

During the Fraiﬁiﬁé session; we describad 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 vou.

1. The intervxewee asks you for your otrnion on one of the questions

"I really haven'.: had the typ: of experience that would allow me
to develop an opiﬁibﬁ about that."

Or, you iay use ihis as a convenient point to mention the ses: on
that .s being set up with medica.; educational, and researctr

oersonnel wherein the opinions and beliess of other - xperts =nigiut

1nf**mation or heip cs some sDec1fIc issue or the general sItuatIon.

In this situacion you can prO\‘dC the information about the sessions

that are belng set up and sug; ==t that this mIght be ‘a place to

start trying .o find the uelp that is desired:
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ERIC

Aruitoxt provided by Eic:

cé

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 sxtuation.
Aernortime,shculd you advise the respcnd'”t about how to pronaed

“r; vou might tescate the ending words of the respondent in question
form: !

Or; you migzht develop a probe from the item ftself, asking it withoat

changing ‘u7 meaning inm a different wazy a second tIme.

It seems to you that the interviewee has not understood the question
dand is eithHer groping for d respunse or has provided a response which
clearly is not &z answer to the question ycu have asked. In this
situation jou might say something like:

"Have I made the guestion clear?"

or:

"I don't thiuk I made that question clear enouzh. Let me try agaiﬁ.“

If you find the need to prgy}§§7§9§g sor- of response to an answer,

you are encouraged to use expressions like:

i see. "i understand." or "Ua Huh:"
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ERIC

Aruitoxt provided by Eic:

c7
%:’

[y 7]

 Throughout the interview schedule there are categories set up for you
to check or for you to use as a basis for suammarizing the response that has

been provided. You need not rzad these responses if the interviewee seews
able to deal with the_jesponse and begins talking ia a way which will provide

for categorization. If It seems necessary; these resgonse categories could
provide a stimulus for the interviewee's response. If you find it necessary

to use the response categories to 'prime the ¢umh"; you should be sure to

read a few of them; rather tlan just one. If you read only ome or two; it

may lock the interviewee into a narrow response.

Multiple Child Interviews

When you 4dre 1nterv1ewinv te=chers, you may have more than one child

per teacher. In such a sittatiosn it will be necessary for you to go through

the itemis that relate to the partirnlar child for each child taught by the;
teacher. In some instances this may be acr.-s phases. You might have a
teacher W1th thiree pupils ia our sample, two of whom are ir: the Initiation
Phase and one of whom is in the Monitoring Prase. You rneed only collect
Background information oncée for the teactie~. You wu:ld run through Events;
Process,; au( Role Behavior three times; : :s3:synt of Treatment three times;

and Specific Attitude three times. The ... - i:!-n on General Attitude,
Role; and Beliefs would be dealt with onl;, >uce.

Background Informaiion

it will be necessa‘ " for you to go through the Bz _kground section;

Page 2; of each interview. You will not be able tc copy this from the

CanIdenClal Fact Sheat.

'e%ngcinterﬂieﬁed

You wlll note that we request you to obtain the name of the pe sons
who are partlclpatlng in the interv1ews as au in1t1al question in Backgrbund

you take the names. When you_.are interv1ewing parents and want, at the " the end
of the interviaw, to get the Permission to Contact Form Signed, oaly one
parent r;ed sign that form; noi becth; even if you are interviewing bot:n.

If both want to sigm it; that's “ire; but only ore signature 1s needed.

.
Sy
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ERIC

Aruitoxt provided by Eic:

"""" tive iﬁé?éﬁy
5ecrxon of the 1ntc1v1ew scheduie (by the way, the term, 'AdJunctlve T7=rapy
wguld net—be a good term to use w1th the 1nterV1euee) In tha Scction as it

being used in addition to sttmulant medtcations. Then you will ask what :
typ2s of treatments are being used: You should not read through the entire

listc; but simply put a check &) by those treatmaats or procedures which are

mentioned spontaneously by the respon*ent F . .. traatment or treatwents
which are not on the list are mentioned, ther .+ = -rould be writter ia in
the "Other'" space. ' or those treatmentS or pi. -7uras whici are mentioned;

you should obtain the other information by asktng the guestinn which serves

as the heading for the 2dditional two colummse

Rele

We have made some changes in the qué Seéction which should go a long

way towirds making chis sectl’ a much easier section of the instrument to
administer. We have removed sc = :f the ploblFDS from the lead iteams.

We have 1ncorporated the flavor ¢:i the nature of the item into the ques'

that deals with the respc. lble person for tha task that has been mentloneo.

We have Slmpllflec this by tak ng out some of the rasponse categories that were
found in Versinn ). of this instrument. Yau should nite that if several

ti.dividuals are mentioned as having scmz degree of responsibility or involve-

ment relative o this task, multiple checks ahouid oe vsed. In the event

fhat multiple checks are used, it will be necessary to identify whether or not

any one of the persons. checked _nas major re5pons1bxlxtv whether they are

a1l equal jo responsibility. Flnally, it will be necessary to cover each of

the partlt.pants in the triad. If the respondent spontaneously mentions all

tkree of the persons in the triad (parent, teacher, and doctor); then it

would not be w2zessary to ask any of the three questions in Secticn €: You

w0u1d Stmpl“ check &°) the first response under each of these three questions:

"Teachar alveady mentione 3bove; Doctor alr: 'v mer:tioned aoove, Parent
alre~dy mzntioned above." If none of the th- 2~ mentioned spont=srzously
(it could happen that a person identifies a = ol iocial worker and does not
say anything about teacher; doctor; or pare ~2n it would be necessary

to ask ail three of the questions in Secticm L Lo determinie how the individual
feels about the 1nvc1venEﬂt of these three types of pecple relative to the

specified task. =al! that involves is readlng the three statemants Lnder

Section C and recording the interviewee's response to each of the statements.

If only one or two c¢® the three persons in the triad l.zc7e been mentioned,

o— -

than it wcuald be necessasy to as; che qu estions in Section C that specify
the persons not :entioned srontare sty zcove:
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HYPERKINESIS AND TREATMENT PREVALE! ‘T IN A SAMPLE OF KALAMAZOO SCHOOLS:
A REPORT OF A PRELIMINARY STUDY

~ Stanley S. Robin
- Professor of Sociology
Western Michigan University
- Jares J. Bosco ,
Professor of Teacher Educe*’ .n
Western M.chigan University

Jimne 1977
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A pilot study was conducted in Kalamazoo in December of 1976 tc investigate
the prevulence of diagnosed hyperkinesis and tyres of treatment arong Kalamazoo
schiool childred. In o known School Systém in the United Statés had prevalerce
rates been spocifisd. This research, funded by the U. S. Office of Education and
the National IListitute of Mental Healthysouglit to establish a prevalence rate, to
underbtqnd ‘the social context of stimulant medication; and was the basxs for a
larger study in Grand Rapids.

There has been much contruversy: about the extent of diagnosis of hyperkinesis
and types of treatment prescribed. Estimates have ranged from 3% to 20%. Most
estimates are ed ated guesses by clinicians or other "experts', rather than being
based ipor svotematically collected data. Charges that there have been promiscuous
diasnosis and treatment of hyperkinesis; particularly with stimulant medication;
have been raised. Even among those who régara the diagﬁcsis as méaitaiiy iégitimaté
Tatos : mesis are excessive. Thus, tnis research of prevalence within a schoot
syster: is s=en as exiremely important for reducing the controversy and providing
sound educ:iition fai nvperkinetic children:

Although only two schools were used 1n th~ Kalamazoo system, it is hoped that
the rates and informatinn from these two schools ke used to provide an idea about
the situation ii thé zchrnl System. Some oF thé questioni which are to he addressad
are: ) What are the prevalenceé ratas for diagnosed hyperkinesis? 2) .o what
extert Jo prevalence rates based on parent infcrmation coin-ide witk prevalence rat:s
based on teacher information? 3) What is the frequency for -iifferent kinds of
treatments for diognosed hyperkinesis? 4) What 1s the prevalence for teacher-
suspected hyperkinesiz? |

Permission was receivcd from Yalamazoo Public School System to cullect data

from reoular classrooms (spec1al education clas.es were omitted) in two elementary




schhols, Vine and Winchell. Questionnaires were mailed to all the parents of
=il ires in hoth schools to collect initial information about the prevalence of
hyperkliesis. Questionnaires were also mailed to ail the teachers in these two
schools.

The rates of return for parenis was 63%, for teachers; 67%. From Vine
School the response rate for parents was 58%, and from Winchell School the response
rate for parents was 67%.%

Purents of 3.4% of the children {14 childrenj indicated that their child had
been diagnosed by a physician as having a learning ur behavior problem identifiable
as hyperactivity or hyperkinesis: The prevalence of diagnosed hyperkinesis in
Vine School is 3.7% (7 children) and in Wincheil School is 3.2% (7 children).
Of the children who were diagnosed as hyperkinetic;12 are currently being treated.
Of the total muiber of children in the two schools;2:9% (12 chidren) are being
treated With stimilant medication--Ritalin, Dexadrine, or Cylert. In Vine School
the percentage of children treated wien «timulant medications is 3:7% (7 children};
in Winchell School the percentage of c.:’ iren being treated with stimulant medications
is 2:3% (5 children): . The other forms of treatment reported are behavior modificaticn,
couwnseling; Special diets; and medication of a non-stimulant type. Of those children
Jiagnosed as hyperkinetic ard currently being treared; 85.7% are Teported by parenis as
being treated with stimilant medication, 50% treated with behavior modification,
50% with counseling, 21.4% with special diets and 42.8% with non-stimiilant medication
(such as Benadryl, Dilartin, Phenobarbital; Irprimiue; Meliaril and others).

VThe comparable figures for Vine School are: 100% are treated wiéh stimulant
medication; 42.8% with behavior modification, 57:1% with counseling; '4:3% with

special diets and 12.8% with non-stimulant medication. For Winchell School /1.4% are
P . v

* Since teacher questionnaires were anonymous; it was not possibie ro cistingrish

teacher returns by schcol:




‘ ‘;U‘-l-
treated with stimulant medication, 57.1% treated with behavior modification, 42.8%
with Counseling; 29% with special diets and 42.8% with non-stimulant medication.*

The percent of the student population in these schools 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 AiagﬁbSéd the

overwhelmlng preferred treatment is stlmulant medlcatlon and the medication of choice

is Ritalln.

The teachers disclosed that approximately 4.3% (28 children) of children in
their classes at the present time have been diagnosed vy a physician as hyperkinetic:
This is almost a onme percent difference (.9%) between the reported prevalence by
parents and tne prevalence reported by teachers. The difference between the teachiers'
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 ch.ldren would be so reported by teachers.

Teachers report a prevalenice of treatmer: as follows: of those children
currently beiﬁg tréaté35 éi.é% are béing treated with stimulant medication; 7:1% are
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ts ard 3.6% with non-stimulant medication (such as Benadryl, Dilantin, Phenobarb-

r)‘

ig

,’J. |

1tai. Imprimine, Mellaril; and others); 3.6% with psychiatric treatment; 71.4% with
remecial instruoction and 3:6% by some unknowr medication.*

5 comparison of the pavents' and teachers' reports abrat the mModes of treatment
of hyperactive children shows rather large differences: Although for both stimulant

medica. .on is reported as the most frequent medical treatment, the parents r-;ort

it in 86% of the cases .nd the teachers in 54% «f the cases. Similarly, behavior
v teacksrs. Assuming that the teachers and parenis are largely reporting about the

* T =ﬂtm<5§§"§@e up to more i T Ligacce some ~ildren are roce.ving mcre than
one kind ¥ trez:oment.

n

i~
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the hyperkinetic children in their classrooms.

When the tearhers were asked nov diary children in the‘r classes they believed
exhibited th~ - itoms of the hyperkinetic child behavior '~ vome, teachers «stimated
that 8.5% (5% sizxdren) did so. This mav indicate that i prevz_enceé in elementary
schools of diagnosed hyperkinesis may rise in the near futu:re; if the teachers'
of the prevalence of hyperkinesis; or potential hyperkinesis; which is aimost double
that of diagnosed hyperkinesis as reported by the teachers and two and one-haif times
the reported prevalence by parents, reveals the need for teacher training in this
drea, since a child so regarded by his/her teacher, even if not diagnosed, may be
treated in educationally and interpersonally inappropriate ways.

Fortimately, there is an =xternal check on the validity of the teachers'
perceptions. Inciuded in the queStionnaire to parents was a behavior rating scale
designed t> discriminate behavior which may b diagnesed  hypeikiaeiic (Conners
Test for Hyperkinesis--Parent Form). A twent; rive percent swmpling n% parental
repotts of their children's behavior was tabulaced: These data reveal that 7.8%
of the school child population of the Winchell and Vine Schools have symptoms of
hyperkinesis as reported by tlieir parents. For Winchell Scheol it is 8:5% and
“or Vine School it is 7.3%.

These data indicate that the perception of diagnose? hyrerkiresis of the
school teachers is somewhat higher than the parental behavior reports, but wuch
closer than the prevalence rate provided by the parents. (This indicates a possibie
rise in the diagnosis and treatment of hyperkinesis for childrén in the Kalamazoo

S. ot System if these data are generalizable.)




TABLE I

- 4wl ionnaire Return Rate for Parents

Return Rate

N Percent

Vine 188 58
Winchell 219 67

Not Identified 2 --

Total 409 6

(92 W

TABLE II

Questionnaire Retu—n Rate for Teachers

Returni Rate

N : Perczent

Teacher - N
Cuestionnasires 22 67

PO
I3
s
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TABLE III

Parents' Report of Prevalence of Diagnosed Hyperkinesis

Prevalence
o N Percent
Vine 7 3.7
Winchell 7 3.2
Total ia 3.4

TABLE TV

Parents' Report of Prcportion of Schooi thildren

Treated with Stimulant Medication =

- ih,lldxen_IneaIEcL .

o N ____ _Percent
Vine 7 5.7
Winchell 5 2.3
Total ‘ 12 2:9
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TABLE V

Parents Report Prevalence of Modes of Treatment
" For Children Diagnosed as Hyperkinetic —
Type of Treatment . Vine and Winchell . Vine = Winchell
N  Percent N Percent N Percent
Stimulant Medication 12 85.7 7 100.0 5 71:4
Behavior Modification 7 500 3 42:8 4 571
Counseling 7 50.0 4 57.1 3 42.8
Special Diet 3 21.% 1 14.3 2 29.0
Non-Stimulant Medication 6  42.8 3. 42.8 3 42.8
Megavitamin Therapy - - ' - - - -
Psychiatiic Treatment - - - - - -
TABLE VI

TeéachHer Estimatcs of Children in Their Classrooi
Diagnosed as Hyperkinetic

School Teachers N Percent

Vine and Winchell - .
Teachers 28 4.

U3




TABLE VII
Teacher Report of Prevalence of Modes of Treatment
L T T / WEM

Type of Treatment ' N Percent

Now
. . .
~ R Oy

Stimulant Medication 15 5

Behavior Modification 2

N
(93]

Counseling . 10

[y

Special Diet 2

Non-Stimulant Medication 1

(O3] (O3] ~3
s (s3]

Psychiatric Treatment 1

6
Remedial Instruction 20 71.4

N

Medication Unknown _ 1 3:

Megavitamin Therapy -- --




TABLE VIII

D10

Teachers' Estimates of How Many Children Exhibit Hyperkinetic Symptoiis

School Teachers N

Percerit

Vine and Winchell 55

8.5

TABLE IX

Estimate of Prevalence of Hyperkinesis:
Parent/Parental Fori

Conners Test

Conners Estimate

Both Vine § o
Winchell Vine

Winchell

Sample Size 102 47
# of Cases 8 4

D 7.8 8.5

55
4
7.3

290
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Quality Cortrol - Interviewers
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PROCEDURES FOR QUALITY CONTROL

1. Dr. Bosco, Dr. Robin, and Jack Halteman will supervise one group comsisting
of seven (7) interviewers each.

2. iInterview 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 & 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 beliefs
child Interviews
1) first section--awareness of medication
2) second section--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-{szlf-esteem scale)--all
3.  For each interview, reviewed questions will be coded in the following

manner:

Code Definition

as printad on the questionnaire or with
minor modifications which do not alter

the frame of reference

292

1. Correct Question Asking Interviewer reads question either exactly




10.

Céaé Definition
Incorrect Question Asking Interviewer either significantly alters

or renlaces question with own statement, or
reads question that should have been skipped;

Probes or Clarifies Interviewer either makes up in own words a

Non-Directively probe which is non—directive, repeats all or

Probes or Ctarifies Interviewer either makes up a probe which ]
Directively is directive,; repeats question Or respondent's

answer incorrectly; gives a directive

introduction, or confirms a frame of

reference incorrectly.

Other Appropriate’ Interviewer gives either acceptable task=

Behavior oriented clarification or other appropriate
feedback.

Other Inappropriate Interviewer Either,}9E?FEuPts respondent;

Behavior or gives personal opimionm,; or records responses

incorrectly on questiomnaire.

ﬁdn:Reedr&éd Activit? IntervieWer either omits a question, or there
is data missing:

Pace Intervlewer conducts interview either too

slowly or too rapidly.

Identification of Specific Problems: Corroboration of problem areas among
Dr. Bosco; Dr. Robin; and Jack Halteman.

Termination of interviewers who are patently incompetent.

Calling in of intsrviewers in cases of poor performance:

a) interviewer self-identification of poor performance whemever possible.

b) if poor performance i§ not easily identified by interviewer; problem
areas will be discussed.

After interviewer has been called in for _poor performance, her next two

1nterv1ews will be inténéely reviewed. If problem area(s) perSIst,
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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. Pivide 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 GiEﬁ 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 wiil be

monitored as a first interview: If the interviewer is rated ''minor

problem"; thesz will be discussed with the interviewer.

4s 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




INTERVIEWER NAME AND NO. _- : Es

REVIEWER

DATE OF INTERVIEW

Major Minor

®robiem Titla Problem . Problem .Secti

ASKS QUESTION INCORRECTLY

questions, since ehey do not have response categorles )

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: \_

Other (specify) S R

ROBES OR CLARIFIES DIRECTIVELY

Makes up a probe which is directive, limiting, or

changing the frame of raferemce of either the

question or the potential respons:c:

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.

Otier (specify)




- B Eb6
Major  Minor o
Problem ,Bﬁﬂblm 1 Section
OTHER INAPPROPRIATE BEHAVIOR
Intérrupts respondent:.
Gives personal opinion or evaluation.
Records résponse incorrectly or imcompletely
on interview schedule.
Suggests amswer to respondent.
Exhibits other unacceptable behavior:
(specify) o
Omits question incorrectly.
Fails to probe after inadequate answer.
Other (specify)
PACE AND VOICE INFLECTION
Condicts entiré 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 e
Q. oar




FAILS TO ACHIEVE AND MAINTAIN RAPPORT

Fails to put respondernt at ease:

E7

Major  Minmor
Problem Problem Section

Fails to be friendly.
Communicates an "I only work here" attitude.

Other (specify)

OVERALL RATING

Retrain
Minor Problems

0K/ Good

SECTION CODE:

_B= Background o
EV= Events, Process, & Role Behavior
SA= Specific Attitvde

A= Assessment

_R= Role = =

GA= General Attitude

SB= Specific Beliefs
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QUALITY CONTROL OF INTERVIEWERS

45 the quality and usefulness of the research data is so heavily dependent
upon the gquality of the interviewing of subjects, precise procedures needed to
be set up and implemented. Omne of the fiost important factors in this procedure
was the early concentration of reViewing of the interviews For this process,i

the manner 1n,wh1ch it should be done. Dr. Bosco, Dr. Robin and Jack Halteman
supervised this process.

After the review of the initial interview, from beginning to end,; the next

two interviews were rev1ewed at the rate offl/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 prdcéduré. These questions were

lems could be resolved as quickly as possible. In several cases, it was neces-

sary to terminate the services of the interviewer. In sSome cases, discussion and

retraining were sufficient to enable the interviewer to continue satisfactorily.

7777§ comprehensive rattng outline was constructed for use by reviewers,,which
speCified the specific area in which a problem existed, such as incorrect phrasing

or aitertng of questtons, 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 ind1v1duais, with doctoral status, whom they feit would be the best




Appendix F

Parent Consent Form
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CONSENT TO CONTACT FORM

T 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 physicidn. The child, teacher, and physician will be iInterviewed

about the same information contained in this interview.

Signature - parent or guardian
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Quality Control - Coding




/ ORIENTATION

BACXGROND: To be presented bv researcher(s) and/or admlnlstrator The
resesdarchers are: Dr. Stanle, S. Robin, Professor of Soc1olog} and D1rector,
Cerniter for Soc1ologicaﬂ Research, and Dr. James J: Bosco, Professor of
Educaticn and Dlrector Cen_erifgrfEdgcatlgnal gesearch. The title of this

research isi Social Contexg of Stimulant Drug Treatment. It is 101ntly sup=-
sorted 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 Eapld§
Public School Syster. The purpose is to explore the attitudes and beliefs of
teaCHeré, paréﬁts and physicians, as well as the children themselves; about

CONTIDENTIALITY: It is important that all data Involved in this project be

handled on a strictly coandentIal 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

Comittee requxrements and DHEh regulatlons covering research 1nvolv1ng 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

1n 50% of the Grand Rapids Schools and also to teachers All the questlon—

From these returned questlonnalres, 216 cases were deternlned to be positlve
(dlagnosed hyperklnetic) Interviews were then set up with the parents and,
where consent obtained frow the parents, with the teathers; children and
pnysicians. All but a few physician interviews have been completed. We are
now ready to commence coding of the interviews (approxzimately 600).

"ALITY CONTROI 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 termﬁnated.

o

PEPSONNEL INFORMATION: Prior to commencing work, each coder should complete

either a P-016 (students) or P-006 (non-students) form, along with a proper

withnolding statement: Keep the office advised of any change in address or

tetephone number, or hours available.

{(Orient. 3/78)1 3

i ‘



EACBRAF Fromm CONing profeffuerss
G2

DATA SUPERVISION: The codlng supervxsor wiil be responslble for all interview

packets removed and returned to the files, pzking very certain that the numbers
are_ in proper order and the proper data are iaside the pacxets. The supervisor

will also check_the folders for the mark sense shzets for the proper information

and contents. _There will be a check list on -herrss1de of each folder. Coding

or researchers. A record of all problems and resolitions should be maintained:

____QUALITY CONTROL: Mark semse sheets will be raviewad on a regular basis by the
offfce staff and researchers to spot problem coding. Steps will be taken to
correct probiems with release of a coder if necessary. Initially, the first

3 interviews completed by each coder should be in turm 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 'c'o"dmg iﬁ agreemeﬁt, chieck at least 4 items om each interview

III. Note whether marks made properly and erasares adequate.

After 10-15 interviews nave been coded, make 2 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:

SIQRQGE: All interview packets wiii be kept in cadinets in the SOCial PSyCh.

Lab, room 2208A and locked at aiil times when not in use. They are to be filed

numerically by mast set number with each reiated iaterview (parent; teacher,

child, physician) fastened together with a rubberband. The mark sense sheets

will also be stored in these file cabinets. Tney wiil be filed in folders and

kept in numberical order by the mast number which =ill be inscribed on each

applicable folder tab. The room must be locked at alil times:

The research administrator will be responsible for the carrying out of the
foregoing procedures.




QUALITY CONTROL

CODING OF INTERVIEW SCHEDULES

Interv. Coding Prig:/|Revil ' . -
Type Time Pnd €.| By " COMMENTS: Accuracy, evaluation ability, speed
i -
t ——— . m - PR e — - - —— — - et —
:
o= — = P | oot _ = P —
i
- e . S




CODER EVALUATION FORM

REVIEWED BY

RELIABILITY:

DaTE __

G4

ACCURACY :

COOPERATION:

ABILITY TO LEARN QUICKLY/
UNDERSTAND THOROUGHLY :

FOLLOWS INSTRUCTIONS:

INSIGHT/CRITICAL?

COMMENTS :

RECOMMENDATION FOR FUTURE EMPLOYMENT:
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CODING PROCEDURES

1. Basic Process (see flow chart)

A: Coding
1. Interviews are pulled in order designated by phase master list (A):.
2. Superv1sor goes through each 1nterv1ew and resolves any unu5ual

3;' Interv1ews are then given to the coders and recorded on packet

1. Cederc record any codlng problems on the coder problem sheet (Bl),
vnich remains with the interview packet until the miark sense sheeats
are filed. The coder prob. sheets are then filed in the coders ind.
file.

2. Co’ed interviews with problems are placed in drawer-1b (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 (Bl) Codebook changes are recorded

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

5. When problems are resolved and sesolutions have been vecorded

the packet is placed in one of thiree places:

a. drawver 2b —-—- to be double coded

b. shelf 6b — 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. Slngle Coded

a. The two sets of mark sense sheets are compa red on the over—

b. c1rcled columns are looked up in the codebook and interview
Errors are recorded on (E).

D. Re-filing
1. Quality checked 1nterv1ews are refiled in cab1nets.
2. Mark sense sheets are filed in appropriate folder in drawer 2a.
*  and recorded on sheet (F) in the file.
3. The final column on check list (B) is fllled in:
* +/and date= mss filed
Q v”7and date = mss used for quality check and have been discarded.

Elﬁi(; N . Anv.
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Aruitoxt provided by Eic:

G6

Et: Special Situations

A

wierd file

Any unusual situations to be taken into consideration are recorded on

an anomolie sheet (G) and placed in the wierd file in draver 2a. .
On occafsion; an interviewers lergthy statedent is xeroxed and placed

in the fite:

Doctor role questions

1. 1In order tc code phys. role questions in a consistant 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: (H). One
set of double coded role questions was determined as the master.

problem resdlutions from the master were recorded in the problem

log (B) and on (H). 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 classfifation does not coincide with the interview

schedule used bythe interviewer, it 1is tecorded on the "Interview

schedule amomolies" chart posted on the wail. Cases are cross referenced

on to the appropriate interview phase coding lists (A)-

308
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INTERVIEW CODING LIST

PACKETS FOR CHILD TERMINATION

FAMILY NUMBER CUILD NLMSER PHASE
0065 173 ST
0066 176 ST
0069 216 sPT
0070 283 SPT
0071 145 SPT
0075 345 ST
0077 309 ST
0079 284 ST
0081 227 . SPT
0084 356 ST
0089 190 SPT

0090 130 SPT
0094 184 . SPT
0101 365 NT
0102 ‘ 310 SPT
0103 262 ST
0105 148 SPT
0107 - 182 SPT
0115 ' 269 NT
0117 451 ST
0120 135 SPT
o121 -150 ST
0123 329 ST
0125 : 176 ST
0127 399 SPT

o
i
W

|

|

I

Q _ 0128 ‘ E 352 ~ SPT




RECORD OF CODING PROBLEMS
INTERVIKN SCHEDULES

Date| Set # | C,B, Ref, |Int, Ref, Problem Solutiom By | Cor.

-

—
—
—




Coder -

CODING QUESTIONS ' R

" Finished _

Type Interview _

Date —

' Code Book

Interview

Page ltem — Problem —

#| page Col. Sheet

al

o




G10
CHECK LIST
INTERVIEW PACKETS AND FOLDERS

- _SET # | TYPE |  PACKETS _| FOLDER
DATE CODER ORIG. QUAL ;. INTERVIEW | TIME OUT TIME IN COMPLET!
' -




Interview Type:

CODE BOOK CHANGES

LY

Gll

_ |Originated | Code Book - Date
Date | Set # | Page-Col: Change to be Made Changed C.B. No
e e - —— e - U PRI S,
—— e e - .t —— et — - - ——— - - - - - ~- - o e o et




.Interv. Coding

Time

Name

QUALITY CONTROL

CODING OF INTERVIEW SCHEDULES
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By = COMMENTS:

Gl2

Accuracy; evaluation ability; speed =

ate | Sec #
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_ANOMOLIES -
Phase:

_Bhase St Problem / Resolution
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CODING QUESTIONS GL4

Physician: - .

Children: Name set # Phase

2t # | . €ode Book _ Interview - Proj
e # Page. Col. _Sheet Page Item - _Problem Coc
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Appendix H

Interviewer Oath of Confidentiality




This is to certify that |

will comply with the Federal guidelines and hold confidential all information
about and from Human Subjects as an interviewer in the Social Context of
Stimulant Drug Treatment research.

| will not divulge the identity of the Human Subjects; will keep confi-
dential all statements made by the ‘interviewees, and will hold confidential
information aboi:t the interviewees: All information which is part of the
interviewer's inaterials, i.e. ihterview schedules and all supplementary
protected from access from all but the principal investigators and their
designees. | will surrender these materials upon request of the principal

investigators, or their agents, at the designated time and place.

H1

Legal Signature
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Kent County Medical Bulletin
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Page Twenty Four " KCMS Bulletin

level of citizenship respensibitity.”
He said he favored a mandated heai*hﬁ 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 conténded that the national welfare system needs

~ “Physicians must be actxve to help decide what to do for whom,

Doctor Roy, who did Fns 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 Drug 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 Michigann University are Woi'lung

with the Grand Rapids Public School System with Donald F.

Waterman; M.D. and Dr. Edward Birch; Associate Superintendent
for Special Education as conSLﬂtiants
The purpose of the research is to specxfy the relationships

among parents; teachers; and physicians in the treatment of hyper-

kinetic ‘children with stimulant medication. The researchers witl
interview a sample of children in the Grand Rapids Public School
System who are or were on a stimulant medication; their parents;
teachers, and physxcxans All mtemews w1ll be collected with the

conﬁdentxal B

~ The topic of the treatment of hyperkmetlc chﬂdren w1th stlmu-
lanit medications has been a controversial and volatile topic. While
there has been a consxderable body of research on the natiite of
the condltmn and on the efﬁcacy and toxicity of the treatment,

there has been little, if any, calm objective research on the ways in

which physxcxans, parents, and teachers interact and function to-

gether in the treatment of the hyperkinetic child. This research

will explore the treatment of hypericmetxc children with stimulant

medications from the perspectives of the parents, teachers, and

physicians. o
The researchers may be reached at 1-800-442-4255:

o — S e — —— o
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Table 5:1 - / Ji
. Responses of Grand Rapids Parents,; Teachers and ?ﬁyéiﬁidﬁé
About Processes of Problen Recognition for Hyperactive Children in Their Care

Parents. Teachers | Physicians
(n = 12) (n = 12) (n =-10)
Items and Responses ' f % f 2% f %

" Who first brought up the idea that child has
a learning or behavior problem?
‘ Child's mother 2 18:18
Child's teacher 15.46
Child's father
Other School personnel
Former teacher |
Child's mother/father L 9.09 1 10.00
Child's mother/father/teacher " 7 1 10.00
Teacher/other school personnel ) | 1 8.33
child's mother/teacher . 2 20.00
Other . ’ 1 9.09
Pon't know 4 33.33
Missing data 1
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Did you (parent, spouse, teacher; doctor) suspect
- 50.00 25.00 2 20.00
50.00 9 75.00 8 80.00

[F3]

Yes
No
Missing data

TN O D

Who First brought up the idea that child needed
professional help because of his/her problem?
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Mother/father

Other school personnel
Other
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Did you make the decision that the child needed

help because of his/her problem?
Yes : 5 41.67
No N 7 58.33
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Items and Responses
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Teachers
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Physicians

(n
F

10)
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If no, did you take part in the decision to
seek help for the child?
Yes
Nc
Who first brought up the
fmedical help?
thild's doctor
Child's mother
Child's teacher
Other School personnel
Professional diagnostic organization
Mother/father
Other
Father
Mother/teacher
Bon't know
Missing data

jdea that child needed

Did you make the decision to contact the doctor
for medical help?

Yes

No
Did you contact the doctor for help?

No

Were you the first person to bring up the idea
that £hild needed medical help?

Yes

No

Don't refmember
Did you contact child's parents for help?

Yes

No

[ B e B ~ T

= N

-

N

11

12

10

10

28.57
71.43

8.33
91.67

-100.00

8.33

83:33

8.33

83.33
16.67

N b= b=
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10.00
10.00
10.00
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Table 5.1(b)

Parents *  Teachers Physiciarn
(n =12) (n =12) (n = 10)
Items and Responses f % f % f %
Did you go to any other source inside or outside
the school system for help for the child?
Yes 9 75.00
No 3 25.00
'Qiﬁvjé§7§f§§iﬁéfﬁé]§7?6F the teacher at the
pre-diagnostic stage?
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 50.0
No 3 37.5
Don't remember 1 12.5
No pre-diagnostic stage 2
32K




_Parents Teachers Physicians
(n = 42) (n = 37) (n~= 37)
Items and Responses f % f % f %
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 2.48 '
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

scheduled?
Doctor schedules
Doctor contacts parent
Parent requests prescription refill - 4
Parent thinks necessary 2

17 68.00
2 8.00
16.00
8.00

doctor for a check:up?

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 refili/ S
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
1f yes, how many of these special visits in
the past year?

One

Two

Three

Four

None
Does the parent provide the -doctor with
information to help him determine if the
medication has side effects for child/does
‘the doctor use the information from home to

Yes

No

Missing data
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
No
Missing data

oW W o

|

36

Does the teacher provide, or the doctor obtain

directly from the teacher, information in order

to evaluate child's treatment?
Yes
No ,
Don't remember
Missing data

330

39.02
60.98

37.50
18.75
18.75

6.25
18.75

87.81
12.19

19.44
80,56

19.44
80.56

(=2 NI\ HNe
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Table 5.2(b)

Parents Teachers Physicians
{(n = 42) {(n = 37) (n = 37)
Items and Responses f 3 f % f %

If yes, what type of information was obtained?
14.29

N,

Written description
Verbal description 50.00
Written responses to specific questions 7:14
Evaluation {other professional school L
personnel) 7.14
Other 21.14
Missing data’
What kinds of tests and procedures were employed
for the child's check-up?
Neurological tests
Routine physical
General observation
Psychological tests
Neurological tests/routine physical
Neurological tests/history
Routine physical/general observation
Routine physical/blood work
Routine physical/history
Neurological tests/routine physical/history

- Ny

N WD e

6.25
28.13
3.13
3.13
21.88
3.13
9.38
3.13
3.13
12.50
3.13
3.13

O N,

g

W

Routine physical/pshchological tests

Missing data
Does the parent provide the doctor with
information to help in maintaining a dosage
level of meédication 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 9.68
Missing data 7 :
Does the teacher provide the doctor with
information to help in maintaining a dosage

[ 2 [ I - N S|

W

tor use the information from scheol in such’

determiration? |
Yes 6 17.14 19 61.29
No 29 82.86 12 38.71

Missing data - - B
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Table 5.2(c)

Parents *  Teachers Physicians
(n = 42) (n = 37) (n =37)
Items and Responses f % - f % oOf 3
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 5 13.89 27 87.10
No ' ' 31 86.11 4 12.90
Missing data | 1 6

Was information obtained from other sources

(school officials; scout leaders,; relatives,

etc:) about changes in child's behavior after

medication was started? .
Yes 32 78.05 17 48.57 7 22.58
No 9 21.95 18 51.43 24 77.82
Missing data 1 2 6

Aow often do the parents and teachers have :

meetings with each other to check up on how

things are going with the child? o
Once a year 2 4.88 2 5.71
Couple times a year 9 21.95 5 14.29
3-4 times a year 8 19.51 9 25.71
5-6 times a year 7 17.07 2 5.71
7-11 times a year. 3 7.32. 1 2.8
Once a month 3 7.32 3 8.57
More than once a month 5 12.20 10 28.57
When teacher calls 1 2:44
When respondent thinks it is time 1 2.44
Other 2  4.88 1  2.86
Teacher thinks necessary/parent requests 1 2.86
Never 1 2.86
‘Missing data ‘ 1 2

Does parent prov1de, or doctor use; infor-

mation about child's behavior at home to

evaluate treatment?

Yes 37 92.50 31 1060.00
No 3 7.50 _
Missing data ‘ : 2 6

332




Table 5.2(d) -

J8

Parents
(n = 42)
Items and Responses . : f q

Teachers Physicians

(ﬁ =

f

37) {n - 37)
. f %

In the past year, how many meetings have there
been between the parent and teacher to discuss
how things are going?

None

0 B W

W 00 N O

b b b
£ O
—
N
s
N

16
67 1 2.44
98
Missing data 1
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
-
1
8 or more
Missing data
'Is information provided to the teacher about

the chiid's condition and treatment to help

the child in the classroom?
Yes ‘ " 39 95.12
No 2 4.88
Don't remember |
Missing data 1

- the teacher do a better job in working with’

333

w

W' 00 00

5

=W o

8.57
11.43
22.86
22.86

8.57
- 2.886

2.86

8.57

5.71

2.86



Table 5.2(e) | i9

_Parents Teachers Physicians
_ , {n = 42) {n = 37) (n=37) .
Items and Responses f % f 3 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 ' 1 323
Missing data 1 6
Does parent serve as a channe] of 1nfonnat1on
between teacher and doctor?
Yes 31 75.61
No 9 21.95
Bon't know _ 1 2.44
Missing data , 1
If yes; is the information usua]]y spoken or
written? : )
Spoken - 24 80.00
Written d 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 v 32 86.49
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Table 5.2(f) Jié

~Parents  Teachers Physicians
(n = 42) (n = 37) ~(n = 37)
Items and Responses f % f z f %

Has parent requested of the doctor that
medication for child be ended?

[FV ]

Yes | 7:18
No L : 38 90.48
Don't remember | 1 2.38
Has teacher requested that medication for
child be ended?
Yes 8.11
No 34 91.89

[N
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Table 5.3 ' 1
Responses of Grand Rapids Parents; Teachers and Physicians
About Adjunctive Therapy for Hyperactive Children in Their Care

Parents. Teachers Physicians
_ Types of Adjunctive Therapy (n=48)  (n=36) fn = 26)
That Were Currently or Previously Used f % f % f %

Types of adjunctive therapy that were

currently or previously used:

22 36;66
8.00
4.00 -
8.00
24.00
20.00
8.00
16..00
8.00

- 24.00

4
N
(Vs
[ury
4

counseling . 14
Special diet

Changes in ways of reacting to child
Psychiatric treatment

Special education

Changes in home life

Changes in classroom procedures

. O

| i

N o

» L]

(AN

a N

=N = 0O

N
~
[s 2]

-~ B
'3 00!
[\ )

w

fu

oy N
[l AN
o
O
TN O
[y

w oy
S

00 B
(7% T - N1
L

Counseling for parents
Behavior modification
Other

e |
b

=t Ny

N (Vo)

w [

o ~

b

C W 0 O

w n

o n

— n :

- N 1 | 3
N BN T N= N WY

.78

oo
—
N
(2]
~
[ e
[an]
N
~3
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Table 5.4
Responses of Grand Rapids Parents, Teachers and Physicians J12
About Processes of Diagnosis for
_Initiation Phase of Hyperactive Children in Their Care

Parents - Teachers Physicians
(n = 12) (n = 12) (n—=10)
Items and Responses f % f % f %

Were you informed of the child's diagnosis?
Yes ' 10 83.33 11 91.67
No . 2 16.67 1 8.33
I7 yes; by whom? '
- Doctor : © 7 70.00
School psychologist I  10:00
School social.worker:
School nurse
Parent
Other professional "1 10.00
School social workei/school psychologist
Parent/other ' ’
Téééﬁé?/ééﬁﬁB]vﬁ§i65616§i§f/6??ﬁéiﬁéi 1 10.00
Principal/parent/counselor 9.09
Missing data 1

9.09
9.09
9.09
27.27

[
[y
(]
[ ]
(@]
(@]
SOy

W o

9.09
9.09

b |

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
Missing data ‘ 1

1

visit during which the diagnosis was made? ;
10 min: |
12 min.
20 min-
22 min.
30 min.
37 min.
45 min.
90 min. v
Can't remember/don't know
Other ' 1 9.09
Mi<cina data/no diaanacis< 233y 1

9.09 1 12.50
18:18 3 37.50

= N =t

12.50

-t Yy
N
M
N
~J
[

12.56
12.50
12.50 .

b |
[Le]
.
o
(Ve ]
= e




Table 5.4(a) B

Parents Teachers Physicians
(n =12) (n =12) (n = 10)

Items and Responses f % f 2 f %

Did you arrange a consultation with other
medical specialists?

Yes

No

2 20.00
8 80.00
Did you talk with the teacher about the child's
behavior and learning in school to arrive at a
diagnosis? :

Yes

No :

Not diagnesed ,

1 1111
8 88.89

test results, observations; anecdotes or written
reports from the teacher to help you make the
.diagnosis?

Yes

No | 5 50.00

Don't remember - 1 10.00

Did you request samples of child's school work;

4 40.00

work, test results, observations; anecdotes or

written reports from the teacher to help you make

the diagnosis? ,
Yes ' 7 58.33
No- 5 41.67

Don't remember

20.00
70.00
10.00

~N N

Pt |

Did you talk to the doctor about the child's
behavior at home?

Yes

No

Don't remember

66.67
25.00
8.33

oW oo

Did the parent suggest the child might be
hyperactive before the doctor made the
diagnosis?

Yes

No

Bon't remember

Missing data

2222
44.44
33.33

[*)]
w

. L]
e
Foy
N

(el

.

o

[Va} J
=W N

e W Ny
N‘ ‘\
~ ;
[\M)
~
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fable 5.4(b ‘ L
Table 5.4(b) / 314
/
Parents Teachers Physicians
(n = 12) (n = 12) {n = 10)
Items and Responses f % f % f %
Did you suggest that child m1ght be hyperact1ve
before the doctor made the diagnosis? . :
Yes 2 16.67
No 10 83.33
' Did you explain the child's diagnosis to other
members of the family who ware 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
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? - B
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



Table 5:4(c) B J15

Parents - Teachers Physicians .
, (n =12) (n = 12) (n = 10)
Items and Responses f % f % f %
Were Eﬁéfﬁéééﬁé?féf other school personnel -
helpful in arr1v1ng at the diagnosis?
Yes 8 66.67 4 40.00
No 4 33.33 6 60.00
Did the teacher and doctor discuss the details
and meaning of the child's diagnosis?
Yes . 2  16.67 3 3333
No 10 83.33 5 55.56
Don't remember 1 11:11
1

Not diagnosed

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 36.3 6 50.00 4 40.00
1 10:00

Bon't remember

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 4i;67
ﬁo | 3 27.27 7 58.33
Missing data 1
If yes, do you feel that your discussion w1§h
the teacher or other school persgnngl,bglped‘
you understand more about child's cond1t1on
or school situaticn?
Yes 6 85.71
No 1 14.29
1

M1ss1ng data

When child was belng d1agnosed 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
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Table 5.4(d) ' J16

Parents Teachers Physicians
, (n =12) (n = 12) (n = 10)
Items and Responses F % T Z f 2
Did you discuss the nature of child's
condition with the class?
Yes ' 1 8.33
No .11 91.67
.




- Ji7
Table 5.5
Responses of Grand Rapids Parents, Teachers, and Physicans
About Processes of Medication Treatment for Initiation Phase of
Hyperactive Children in Their Care

Parents Teachers Physicians

| (n=12) (n=12) (n = 10)
Items and Responses | f % f Z f %

Did you recommend use of medication?
Yes
" No
Den't remember
i Missing data
If yes, was it a specific medication? ' | _
Yes ' 1 50.00
50.00

16.67
54.55 10 83.33

[« T -
w
[0)]
N

Pt b |

N
o
o
LN

[
O

Yes
No

nN
wy
o
o
o
ot

Whose decisioh was it to use medication treat-
*31.67
25.40

W

[2)]
W
)]

o

Doctor

Parent

Teacher
Doctor/parent
Doctor/parent/teacher
Other | 9.09 1 8.33
Don't know 1 8.33
Missing data 1 '

9.09 @ 2 16.67

[ T T -
. .
~
L
N
“

w

ey
| O
o

O

Did you explain to household members old enough

to understand why child is taking medication?
Yes 8 66.67
No 4 33.33
Did you tell the teacher; others, in the school
system, that child was being treated with medi-
cation? ' ) .
Yes o 6 54.55 8 66.67

No ' . 5 45.46 4 33.33 9 90.00 -

Don't remenmber ' 1 10.00"
Missing data : 1 |




Table 5.5(a) J18

Parents. Teachers Physicians
(n = 12) (n = 12) (n = 10)

Items and Responses f % f % f %

{

Did you reeord 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
No - 3 27.27
Don't remember
Missing data P 1

6.67
16.67
16.67

o]
[o)]
[¢)]

N N

= Y W
\m‘
[ et .
L
o
o

Was_there any,prediéﬁééifi@ﬁ;@ﬁf@ﬁé7§§Ft,6f any
adult in child's 1ife to treat him/her with
medication?
Yes
No
Pon't remember .

- UY a
o |
fon ]

(o]

" Pid you tell the teacher the child was being
treated with medication? .
Yes 11 100.00 1 10.00
No 9 90.00.
Missing data | | 1
Did you talk to child about what medication is
supposed to do for him/her? :
Yes 11 100.00 4 33:33 6 60:00
No '8 66.67 & 40.00
Missing data ' 1
Has there been any change in the medication
treatment of child since treatment began?
) 25.00
66.67
8.33

o
w

Yes 50.00
No ' , 6 50.00

¢

= 00

Don't remember
0o you give child's pill to hin/her each time
jt is taken at home/school?
ves 9 81.82 1 8.33
o 2 1818 11 91.67

Missing data




Table 5.5(b) J15

Physicians
{n = 10)
. ,

Parents’ T
(n = 12) (
Items and Responses f % f

N3
~r Y

Ll
[ 1
I

Where is medication kept at home/school?
Medicine cabinet 1 11.00
Kitchen 88.89
Doesn't take at school
Nurse's office
Child's possession
Teacher's possession
Don't know
Missing data 3

!

NN W
jUT
[o < BN ee}
. L .
ond o
[o« M e o]

G
[AV]
~ W
L ] L
N O
~ W

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 9167
Did you talk to child's parents about what the ‘
medication you prescribed for child is supposed
to do?
Yes 10 100.00
Do you know who sees to is that child takes
his/her medication at school?
Yes
No
Doesn't take &t school
Missing data

87.50
12.50

W e Ny




Table 5.6 J20
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 , o ] o
provide child's parents with support {(n = 93) (n =115)
-and redssurance about their child?
Yes 85  92.39 79  84.95
No 7 7.61 10  10.75
Don't remember 4 4.30
Missing data 1 22
Has the teacher expressed any frustra- o , o
tions or feelings of difficulty to you (n_=182) , (n=115)
about teaching child? ’
Yes ; .99  55.62 22 23.40
No 79 44:.38 i 62 65.96
Not in school when medication
terminated 3
Don't remenber 10 10.64

Sy with thene realingey 1o P teacher i < 99 (h= 22)
Yes 91 92.86 11 52.38
No 7 7.14 6  28.57
Don't remenber 4 19.05

Missing data 1 : i '

Egiaﬁié‘gfbiiﬂiSSaESSiZEETiﬁi fun OF. (n | (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
] 23

n
—
()]
~4
~r
o~

3
]

[*)]

[0+]
e

Missing data 1 1




' o J21
Table 5.6(a)
Parents  Teachers Physicians
Items and Responses . f % f % f %
Has child been teased at home because (n = 182) (n = 68) (n = 115)
of his/her condition or treatment? - -
Yes 31 17.03 6 9.09 3 3.26
No 151 82:.97 45 68:18 46  50:00
Don't know/remember 15 22.73 42 45.65
Other | 1 1.09
Missing data 2 23
If yes, have you done anything about it? (n = 31) (n = 6) (n = :3)
Yes 3t 9.77 3  50.00 2  66.67
No : 1  3.23 3 50.00 1  33.33
I1f yes; what has been done? (n = 30) (n= 3) (n= 2)
Nothing : ' T2 6.45 3 50.00
Worked with child 2 6:45 g
Spoke to teaser 19 61.29
.Spoke to parents of teaser 2 6:45 2 33.33
Disciplined teaser 4 12.90
Workad with child/spoke to ) o
teaser 2 6.45
Spoke to parents of child 1 16.67 1 50.00-
Spoke to parents of child/ ' - o
worked with child - _ 1 ~ 50.00
Has child been teased at school because of ) c ] L
his/her condition or treatment? (n = 82) (n = 80) {(n = 115)
Yes 54 30.51. 22 27:50 1 1.11
No 114 64.41 58 72.50 44 48.89
Don't know 9 5.09 45 50:00
Not in school when medication | |
terminated 3
Missing data 2 ‘ | 25
If yes, did you do anything about it? (n = 54) (n = 22) (n=1)
Yes 36 70.59 22 100.00 1 100.00
No 15 25.41 :

Missing data 3 25




Table 5.6(b)

J22

Parents

Items and Responses | F

Teachers Physicians
f % f %

If yes; what was done?
Talked
Talked
Talked
Talked

system

Talked
Talked
Talked
school
Talked
Talked

to principal
to child 5
to others in school

to teacher 13
)

to teacher/principal 6
to teacher/child 5
to teacher/others in B
system 1

to child/teacher/prin. 1
to/disciplined teaser 1

Changed routine of child

(n_=_22) (n=1)
4.76

3 14.29 1 100.00

4:76

Talked to teaser
Talked to class
Talked to child/teaser

 Talked to parents of child/
others in school system/teaser
Missing data ‘

ﬁ@SG
23.81
4.76

= NIO -

4.76

b=t e |

Do adults give child a "hard time" because
he/she is taking medication?
Yes 13
No 154 48  52:75
Bon't know 4 5.06 41  45.05
Missing data . 1 24

(n_= 115)
2 2.20

If yes, what has been done? (n = 13) (h= 2)
Nothing 1 7:69 1
Talked to adults 10 76.92
Talked to school personnel 2




Table 5.6(c)

Parents ° Teachers
foo% f %

f %

Has child had personal doubts or bad feelings
that seemed to stem from the use of medication?
Yes
No
Don't know
Missing data
If yes, have you helpéd the child deal with
these doubts and feelings?
Yes
No
Have you joined or attended meetings of oarents
to discuss problems and hold rap sessic..s about
their hyperactive children?
Yes
‘ No
Have you gotten together informally with other
parents of hyperactive children to share con-
cerns and information?
Yes
No

(n = 167) (n_= 80)
28 16.87 13 16.25
134  80.72 57  71.25
4 2.41 10 12.50
1

(h = 13)
12 92.31
1 7.69

(n_= 182)
38  20.88 ;
144 79:12

{]



Table 5.7 324
- Responses of Grand Rapids Parents, Teachers and Fhysicians
About Attitudinal Context for Hyperactive Children in Their Care

Items and Responses

Parents

Teachers
f A

Physicians
f 3

-

Has child been treated unfairly because of

his/her diagnosis

Yes

No

Don't know

Not aﬁbTiéaBTé-hét diagnosed
Missing data

If yes, who treated child unfairly?

Parents

Teachers

School personnel

Other children

Relatives

Adult friends/neighbors
Parents/other children
Teachers/school personnel
Teachers/other children
Teachers/relatives
Teachers/adult friends &
neighbors
Relatives/adult friends &
neighbors

Everyone

Mother

School personnel/other
Parents/teach irs

Missing data

o N e
w
L
o]
~J

w
-9
Ll

~.
(o]

N
w\

.

fory

~

[ary—
[y

.

(S}

D,

12 12.90
760 81.72
5 5.38

1 8.33

7§7 8)

o
oW
"o
O O W
L [ ]
O 0D !
S OV

W
[o<¥
K9
o

1 25.00

2 50.00
1 25.00



Table 5.7(a) 725

Parents Taachers Physicians
Items and Responses f 3 f % f -3
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/ i i . .
her diagnosis and treatment? l 182) (n = 93) (n = 115)
: Yes 25 14.12 6 17.39 4  4.26
No 136 76.84 67 72.83 69 73.40
Don't know 12 6.78 3 .35 20 21.28
School personnel not informed 3 176 5  5.44 1 - 1.06
Other , 1 0.57
Not in school when medication
terminated : 3
Not diagnosed s | 4
Missing data ' -2 1 28
Do you perceive any differences between your own
and your spouse's attitude toward treatment? (n = 167 167)
" Yes o 29 23.58
No 94 76.42
No spouse 38
Missing data 6
If yes, name differences. (n = 29)
Both positive; spouse 1ess positive 5 22.73
Both positive, spouse more positive 1 4.55
Both negative, spouse more negative 1 4.55
Self positive, spouse negative 11 50.00
Self negative, spouse positive - - 2  9.09
Other | 2 9.09
Missing data 7
Has the fact that child has been diagnosed as a
"hyperactive child" seemed to make some people S S
around him/her blind to child's other qualities? (n_= 182) (n=93) (n_= 126)
Yes _ 78 42.86 14 15.22 8 8.68
No © 96 52,75 75 8l.52 47 51.09
Don't know 8 4.40 3  3.26 37  40.22
Not diagnosed ' 5




Table 5.7(b) J26

S Pﬁysician§
% Fooo%

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
) : _
9

s

n
[}
~J
Q‘
N
H“
5
N
(Yo )

Physician
Other children
Relatives 16 21.62 1 16.67
Adult friends/neighbors | s
Parents/other children
Parents/relatives
Teacher/physician
Teacher/relatives
Physician/other children

Other children/relatives

Other children/adult friends &
neighbors

Other children/strangers 1 1.35
Relatives/adult friends & , -
neighbors 3 4.05
Everyone 4 5.41 1
Parents/cther children/adult , o
friends & neighbors 1 1.35
Parents/other chldren/adult I
friends & neighbors/relatives 1  1.35
Teacher/physician/relatives 1 1.35
Teacher/physiciin/adult friends =
& neighbors/strangers 2 2.70

Substitute teacher 7.14
Physician/strangers 7.14

Can't say for certain 1 16.67

—
N
.
o
oy
—
~
L)
P
-+
[
=t
(=)
LI
(o]
~

21.43.

=Y e = Oy
b |
.
w
(5; ]
W

w

L

.

Q.

G
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~d
ped
E-Y

b e

Missing data 4




Table 5.7(c)

Items and Responses

Parents -

Teachers
f %

Physicians
Fooo3

Do you think child might be happier at school
if others did not know about his/her diagnosis
and treatment?

Yes

No

Don't know

School personnel, others,

not jnformed

Not in sechool when medication

terminated

Not diagnosed

Missing data
Do you think child might be happier at home
if others did not know of his/her diagnosis
and treatment? ~

Yes

No

Bon't know

Others do not know

Not diagnosed

Missing data
Do you think child benefits at school because

school personnel know of his/her diagnosis and
treatment?

Yes

No

Don't know

School personnel not informed
Not in school when medication
terminated

Not diagnosed

Missing data

NI

(n_= 182)

25 13.74
147 80.77
8  4.40
2 1:10

(n = 182)
141  78.77
28  15.64

7 3.91

3 1.68

3

(n=93)

LA

:

( )

4 3.49
60 65.93
27 29.67

31

(n=_115) -
5 5.49
- 82:42

12.09

[8,]

7

P |
b |

31

(n_=_115)

65 71:43
8 8.79
18 19.78



Table 5.7 (d) | 328

Parents Teachers Physicians
Items and Responses f % f % f 3
Do you think child benefits at home because the : , o
family knows of his/her diagnosis and treatment? (n=182) (n = 93) (n = 115)
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




o Tebless - 129
Responses of Grand Rapids Parents, Teachers -nd Physicians
About Termination of Medication

: Parents. Teachers Physicians
(n = 113) (n = 31) (n-= 68)
Items and Responses f 3 f, 7 % f 4

Why was child's medication stopped?

Child no longer needed medication 37 32.74 1 3:23 1
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 i 7
effects too great
Child no longer needed medication/ : .
parents didn't Tike idea of medication 1 1.75
Child no longer needed medication/doctor | , o
didn't like idea of medication 1 1.75
Child no longer needed medication/parents S
terminated medication 1 1.75
Child no lTonger needed medication/other ' 7 o
family or friends didn't like idea of med. 1 1.75
Medication doing no good/doctor didn't ) o
like idea of medication 1 1.75

|
£ oo
N
o o
[wr] w.
N ™

vy
P
3,1 I
LN
LN
0

(oY
[
.
~.
Mt

Doctor-parents didn't like idea of med. 1 0.89 1 1.75
Childnolon%éL needed medication/parents S
didn't 1ike idea of medication/other 1 1.75
Boctor-parents didn't like idea of medica- S
tion/ medication doing no good - 1 1.75
Side effects too great ' 3.23

€hild didn't like idea of medication
Teacher didn‘t like idea of medicaticn
Medication doing no good/side effects ) o
too great 3 2.66
Side effects too great/parents didn't L
1ike idea of medication 2 1.77

N WO
\J‘
L
O
~4
=

3 9.68

w |
N
A
oy .
o

Child no longer needed medication/child
didn't 1ike idea of medication ’ 2 1.77
Side effects too great/child didn't like
jdea of medication/other

€hild no Tonger needed medication/medi-

]
o
[se]
O




Parents. Teachers Physicians
(n = 113) (n = 31) " {n = 68)
Items and Responses f % f % . 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 1ike idea of medi- ] o
cation ’ |
Side effects too great/parents-teachers , o
didn't like idqa of medication 1 3.23
Parents-doctor dian't 1ike idea of ) o
medication 1 0.89
Don't know 17 54.84 9 15.79
Other 11 9.74 4 12.90 4 7.02
' 11

Missing data

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
3 5:26
11

Don't remember

Missing data 1
If yes; to whom? ‘

Parent 11.29 4 66.67 23 100.00

Teacher 7 11.29

Boctor ’ 37 59.68

Teacher/doctor 9.68
Teacher/doctor/other 1.61
Teacher/other 1.61
Parent/other school personnel 1 16.67
Other 3 4.84

Ll L

—

Missing data 1 1

Did_you have an advance indication of when
child's treatment would end?
"~ Yes
No 34 69.39
Don't remember 2 4.08
Missing data 19

13 26.53




Table 5.8(b) o

Parents *  Teachers Physicians .
(n = 113) (n = 31) : (n = 88)

Items and Responses f % f 3 f 4

B

Did you (parent; spouse, doctor) make any
special plans for the procedures for termi-
nating child's medication?
Yes : 37 33.64 3 5.66
No 73 66.36 47 88.68
Bon't know 3 5-66
Respondent did not terminate medication 1
Missing data - 3

Did you try a trial discontinuation of medica-
tion as a method of finding if child's medica-
tion should be stopped/child no longer needed
medication? R
Yes : .57 50.89 . 26 52.00
No 55 49.11 . 22 44.00
Don't remember 5 4.00
Missing data 1 18

Did you discuss with child the possibility

that medication might no Tonger be needed?
Yes ' 61 54.95 2  6.67 - 11 22.92-
No | - 47 42.38 27 90.00 31 64.8
Don't remember 3 2;56 1 3.33 6 12.50
Missing data 2 1 20

Was medication for child started again at any

time after being stopped? ,
Yes ' . 11 9.72 4 13.79
No 102 90.27 18 62.07

| 24.14

- N

Bon't remember
Missing data _ . 2

Did you collect information from the teacher in

order to decide Whether,tolstop the medication?
Yes ' 55 50.93 . 15 27.78
No : . 51 47.22 ' 37 68.52
Don't know | 2 1.85 '
Pon't remember |
'Child not in school when med. terminated 5

Missing data 14




Table 5.8({c) = 335

Physicians
{(n = 88)
£ %

' w
[y
3R~

i . “Pparents.
{n = 113)

Items and Responses f %

=y |

3 o
o

no

=hl

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
Pon'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?
ves - ' | 47 43.12 2  3.51
No 62 56.88 : 53 92.98
Don't remember ’ 51
Child not in school when med. terminated 24
Missing data 11

Did you conduct a physical examination of child

to_determine if the condition was suificiently

improvad to discontinue medication?
Yes ' 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.

after 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 about ways

of dealing with child after stop~ing madication? -
Yes \ 7 25.00 14 33.33
Nn - : 20 71.43 25 59.52°
Jon't remeniber 1 3.57 ] 4
Missing data ' 3




Table 5.8(d) o
J

Parents Teachers Physictans
(n = 113)° (n = 31) (n = 68)
Items and Responses f‘ % f % f %
Did you collect information from the teacher in -
order to decide whether to stop the medication?
Yes 55  50.93 15  27.78
No 51 47.22 37 68.52
Don't know 2 1.85
Don't remember . 2 3.70
Child not in school when med. terminated 5 )
Missing data : 14
Did child have any fears or doubts about }
stopping the medication? .
Yes 9 8.18 1 3.45
No | 101 9:.82 18 62.07 28 65:12
Don't know _ 4 ~ 15 34.88
Don't remember 10 34.48
Missing data 3 2 25
Did you (parent, spouse;, QQgtor) 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  3:51
Child not in school when ied. terminated 4 ' |
Missing data ' ' B b |
Did you conduct a physical examination of child
to determine if the condition was sufficiently
improved to discontinue medication? :
Yes 13  26.53
No . 36 73.47
Respondent did not terminate medication 1
Missing data ' 18
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Table 5.8(e) - J34

Parents. Teachers Physicians

(n = 113) (n = 31) (n = 68)
Items and Responses f % f % f %

bid 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 date € 13

Did you give diréctions to child's parents

about the dispusai sf mecication when the

treatment was ended? )
Yes | 3 8.82
No 30 88.2%
Don't remember 1 2:94
No medication left 8
Missing data 26

Did you conduct a post-medication exaimination

for monitoring long-range side effects 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
Routine physical
“ieurological tests/routine physical
Other
Yissing data

NN N OV
[y
o
W
(o}
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K1
Table 6.1
Scale Scores for Grand Rapids Parents; Teachers and Physicians on the

Instrument Measuring General Attitude Toward Medication for Hyperactive Children

Parents Teachers Physicians A1l Samples
(n = 177) (n = 80) (n = 46) (n = 303)
Attitude Score £ % . £ g f % f %
0 = Most favorable 40 22:60 18  22.50 24  52:17 82 27.06
1 43 2429 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
7 1.65 1:49 0.99 1.50
$D | 1.25 1.17 1.26 1.25
- -
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K2
Tabie 6:2
Scale Scores for Parents of Children in the
initiation; Monitoring and Terminmation Phases on the

Instrument Measuring General Attitude Toward Medication for Hyperactive Children

Inittation Monitoring Termination Untreated
S (n=12) - (m=42) (n=113) (n=15)
Atp'ltude VSCOI‘e £ % B % e A £ A

[N . A o

33.33 10 23:81 23 20.91 3 20.00

3

0 = Most favorable
1 4 33:33 16  38:10 23 20.91 2 13.33
2 i 8.33 8 19.05 32 29.09 6 40.60
3 2 16.67 8 19.05 24 21.82 2 13.33
4 1 8:33 - - 5 4.55 2 13.33

= Most cpposea | - = - = 3 2.73

w

X 1.33 1.33 1.76 1.87

SD 1.37 1.05 1:%8 1:30

362




Table 6.3

Measuring General Attitude Toward Medication for Hyperactive Children

K3

\

Farents
(m = 39)
Attitude Score £ %
0 = Most favorable 9 23.68
1 ) 12 31.58
2 K 13 34.21
3 4 10.53
y i i
5 = Most opposed | - -
X 1.32
sD 0.96




RS

Table 6.4

Child's Attitude Toward Medication

ot B s
Iteim £ - % £ %
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




Genersl Att itudes of Grand Rapids Parents, Teachers and Physicians -

Toward Medication for Hyperactive Children

Iten

hgree
t

Parents
(n = 179

Disagree  Undecided

£

f

A

Agree
£

Teahers
(n = 82)

Disagree  Undecided

B

f

/

gree.
P

Physicians

)
Disagree Undecided
7t

While the use of medica-
tion may be necessary
- for & small percentage
of children, its use has
. become too widespread,

100 55.87

B 3.5

I5 8.3

N 3%

9

10,98

% 68,00

Most doctors are careful
in prescribing medication
end they vork well for
et dhléren.
There 15 so much confu-
 sion about what hyper-
activity 1s that the use
of medication 1s ques-
tionable,

ety 8 o BT

113 6313

Lo 78,21

| 59

29

32,96

16.20 |1

59|

3,91

i 5.0
% 0.8

53 64.63

oyl

1

28 56.00

17 34,0005 10,00

25 30.49

b

54

488

19 38,78

% oeLnf- -

Not enough 15 known about
dangets of nedication to
iiake 1t a safe approach,

82 45,81

|

1
=23
="

0 5.

% 3.0

WSk

11

13,58

12 26,00

3 7h00) |

It 15 never proper to use
medication to tamper with
the minds of children in
school,

_f4 35:96

103 57.87

l 618

18 21,95

61 7.9

3

3,66

5 10.42

B85 - -

For children who need
then, these medicines
dte aluost & nilracle,

162 79.33

0 1676

3,91

53 64,63

19 23,07

10

12.20

3 86.00

15 30,00

1t's & shane to le child-
ren suffér uhen there are
nedines 1ke these that
can fielp then,

160 89,89

13 1.0

Medication 1s not the

total solution for the

hyperactive child; but it

15 a useful and important

p¢_ & he solution
ERIC . .

169 749

8§ L4

2.81

e b —————

0,56

5 188

W

!

83

/

5 R

B 102 -

72 95,06

I Lo

)

3,70

48 95.00

2 k0

b8l
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Table 7.1
Interviewer Rating of Child's Understanding

Grand Rapids Kalamazoo FTotal .

(n =106) (m =34) (n =140 )

£ Z- £ ya £ pA
Much 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
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Table 7.2
Child's Report About Peopie

Who Explained Medication to Child

Grand Rapids  Kalamazoo - Total
(n =108 - (n = 34) (n =138 )

£ % £ 4 £ Z

No reported
conversation

Conversations with:
‘Parent
Nurse
Other professional

Don't know

37

20

35.58

18

52.94

55

29

60
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Table 7.3

Child's Perception of Critical

Incident Leading to Decision to Medicate

Grand Rapids Kalamazoo Total
(n =61) (n = 30 (n=91)
£ % £ Z £ z
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 o B ) B o
taking medication 2 - 3.28 0 0.00 2 2.20
Learning or behavior - 7 B
problem 5 8,90 6 20.00 11 12.09
Rad dreams i 1.6/ 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 1% 22.95 7 23:33 21 23.08

L3



Table 7.4

Child's Perceptivii of Whose Idéa

: It Was to Start Medication
- -  \
Grand Rapids Kiiéﬁé%éé ,,Tééé;,,
{n =106) (n = 34) (n = 140)
£z £ % £ ya
Parents 40 37:74 8 23:53 48 34.29
Teachers and 9513?‘,' - )

' school personnet 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
Bon't know 19 17:92 4 11:76 23 16:43
Child Guidance Citinic 3 8.82 3 2.14

(KXatamazoo)




L5

Table 7.5

Child's Evaluation of Medication's Efficacy

Grand Rapids  Kalamazoo Total
(n =167) (m =34 ) (n =141 )
f Z £ ' £ %

X
Hn

Helps very much 61 57.01 19 55.88 80 56.74
3 some 32 29.91 11 32.35 43 30.50
Doesn't help 14 13.08 2 5.88 16 11:35

Don't know ’ 0 0.00 2 5.88 2 1:42
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Tatle 7.6
Child's Assessment About Effect of Medication

on Ability to be with Friends

Grand Racids  Kalasazoo , ,
(o =1€") n b)) (n =141 )
£ 2 £ % £ %

Medication makes it
more difficult to - - :
o be with friends 21 19.63 10 29.41 31 21.99

Medication makes it
easfer to te with

friends 66 61:68 18 52:94 84 59.57
Medication makes no

difference 1 21 14:89

Co
b
(o]
ol
N
w
fo]
o]
N

L]

.82 5 .55

N
et
0
~N
(9%}
[ee]

“sn't know

373




Table 7.7
Child's Assessment of Efficc of

Medication on Ability to do School Work

Grand Rapids Katamazoo Totatl
¢(n =107) (n =3) (2 =141 )
f % £ ya £ Z

M¢ ‘icaticn makes work - 7 B B -
jore difficult 19 17:76 5 14771 24 17:062

Medication makes work

easier

Medication makes =~ , o o o
no difference 19 17.76 1 2.94 20 14.18

Don't know




L8

Child's Report of Consequences

cf Not Taking Medication

Grand Rapids Kalamazoo Total
(n -106) (n =3%) (n =130 )

£ % £ % f Z

No discernible 7 o
consequences 46 43.40 12 35.29 57 43,85
Negative psychologi-

cal symptoms 19 17.92 6 17.65 75 19.23

14 10:77

L9, 1]
*

)
—

.49

o ]

Behavior problems . 9
Problems a: liome 4 3.77 ) 0.00 4 3.08

Problems with school 10 9.43 1 2.54 11 5.46

Problams wich friouds 3 2.83 0 0.00 3 2.31

3ecome "hyperacti:." 6 5.66 - 5 14.71 11 €46

b
n
A

Get "sick" 2 1.89 0 0.00 2

i_'-l
tJ
e
s
N
p
L
‘\

Feel better 1 0.9«

Feel different -1 0.94 0 0.00 1 0.7"

Oter 3 2.85 2 5.88 . 5 3.c

(W)
vy
an




L9
Table 7.9
Time and Place of Medication as Repsrted by Child
Grand Rapids Kalamazoo  fotal
(n = 108) (n = 34) (n - 142)
Don't _ bon't Don't
_ Yes_ Know Yes Know ~ Yes Know
£ A £ ¥ £ ¥ £z £ % E oz
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" 588 0 0.00 i4  9.86 5 3.5
At lunchtime at home 17 15.74 4 3.70 { 8 23.53 0 0.0C 25 17.61 4 2.8
Ac ‘unchtime at school 67 £2.04 3 2.78 |26 76.47 0 0.00 a3 §5.49 3 2.1
Rieht after school 17 1..74 9 8.3% 17 50.00 0 0.09 ! 4 23.94 9 6.3
Before supper 8 7.41 & 5.56 3 8.82 0 0.00 1 7.75 6 4.2
After supper 9 8:33 5 4.63 3 8.82 0 0.00 12 S.45 5 3
At night 19 17:5¢ 5 4:63 j 4 11.76 0 0.00 | 23 16.20 5 3.5
Other N 0 ©0.00 0 0:00 4 11.76 € 0.00 4 2.8 0 0.0




LE10

Table 7.10
Child's Report of Others'

Reactions to Their Medication

Grand Rapids  Kalamazoo _ Total
{n = 109 (n =33) (n =137 )
£ Z £ % £ %
Other chiidren:
Say nothing .71 68.27 13 39.39 8% 61.31
Ask for informa%ion 15 14.42 8 24.24 23 16.79
Tease 15 14.42 9 27.27 24 17.52
Other 3 2.88 0 0.00 3 2.19
Don't know 1 0.96 3 7.09 4 2.92
01 er chidremu: (n = 103) (n = 33) (n = 136)
Treat child ] B -
unfairily ) 20 19.42 16 48.48 36 26:.47
Do not treat
child unfairly 83 80.58 17 51.51 19¢ 73.53
Cther children: (n = 104) (h = 34, (n = 138)
Tease: 27 25.96 13 33.24 40 31.25
Do nct tease 77 74.04% 21 61l.7F 98 ;1.01
Sibitngs: (n = 95) (. = 30) (~ -~ 125
Tireat child
unfairly 6 6.232 3 16,30 9 7.20
Do not trzat . o . o ) o
child unfairly 3 93.68 27 gc.oc 116 92.80
5iblings: (n = 95) (n = 31) {n = 126)
Tease 11 11.58 % i2.50 5 17.00
Do not tease 84 88.42 27 87.1% 111 83.10
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Whny

RESPONSES FiOM CHILD INTERVIEWS

tig 'ication is Taket

Help: ue get bettasr - tamily-wise.

My dad has nerves, ‘my mom has nerves, and I “ave nerves.

My mor:'s, dad's are stronger than mine. They still got 'om.
g y g

I'm too annoying.

Because my friends and my gggg;n;igere I sometimes..I get
kinda crazy lookin' and I smash into my head, and the jaws on
che chair ard um:::. (You fall down?) Yeah, and hurt myself.

I talked to my parests and my_parents told me that I have o
take them- but I have an awful 1life, you know: I just go
arournd being hyper as an ox. Well; I have ar awful life. I
go around as hyper as & tornado.

(Do you change your pills? Do you sometimes take more or less?)

It's not how I'm feeling: It's how, 7 I'm happv..it's how my

mcm lS leellng about how.the chalrn is helping me. 1I'd rather

not take it. I betcha I'd be just the same:

(If your mom decides that she thinks maybe, you said that it

was your mom who decided:. I think you said if she thinks

vour ‘re rappy,rshe 2D
qhe doesn t give me lt or doesn t. glve me as much lee well,

oo you have any other ideas about why you take the medicine?

What protlems were you having?)
I was fri htened a lot ii kindergarten. But a: kindergarten

we went Cf,( ) school and; see, they have up to 6th grade.

Ard they all go out at the sawme time at recess there: That's
a problFm The 6th graders are beatlng up on everybody. I

don't mean going and threatening. It's threatening and_ d01ng
it whether you did what they wanted you to do or not. _Even
if you did what +hey want, they 'd still beat you up. -I can

remember on the monkey bars junping on one of them.
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Why Medica:ion is Taken (Cont'd)

(So you can remember wWHat you wereé doing in kindeérgarten

and ¢ 3y 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 fighting. I don't like to remember about kindergar- _ _
——_ ten. It was an awful time. I felt 1like I was in World War

IT.

(Was there anything particular that got yoil started taking
it... Was there anything that happened?) o

Umhmm. I got in a lot of fights. I hadn't been doing my =
work cause 1 fight betteér 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 helped you. How did they help you; did they keep
you out of troubte?}

Yea, they kept me out of trouble and I didn't speak that much
so, um, I couldn't get into like - well, when I was on the
pills if I kept on talking, you know,; in & really -- I'd get
in crouvle somd&tizzs &nd nobody could beat me up cause they
hed aever heard my voice cor anything. And if they'd call me
a rame I'd just, 3nu know, shrug my shculders, or whatever,

and call it just later. (You liked being tbhat way better?)
Yez, { whink

What Bappens if Ctild Forgets o Take Medication

I just get really, I act funny. I don't know what's happen-
ing to me. Like 1 hit people, like I just jump around and
get my mom mad, you know, like that.

Attitude Toward Medicsidon

It's a verv nice taing: It's a very good thing. Iit'. some-
thing to be proud ¢¥. Lacause you'Tre a lot stronger than a
ior of peopie who are older than vou ore. You're stronger
thar some of your friends. 1I'm the ¢.rongest one on the
block becdise ['m hyperactive.




Effect of Medication

(bo othgr children ever say anything to you abou* .the medicine

Yes. At school they call **om hyper pills. (Does that bother

you?) Only when they foo. -icund like, 'Ha, Ha, you take

hyper pills," 1like that 5ﬁ5 that's the only time it gets me

really mad: Xnow what? rn someone gefiggi;n trouble, you

know,; they say,; ''Hey, E“Je and they're gonna be lnfgfflght
you kﬁdw and other people talk zbout it; you know,; and the

fishrc's gonna be in a few minutes, they go, "Hey Dave did
- ke your hyper pills”?"

(¢ w1ys that?) o

.. I think, you know. And if I said _yea, he's scy, "Aw
s. You would have tore him apart, if you didn't take
them." S
(So, they wanna know when there's gonna be a fight, huh?)
Yea: Because if I have a iot of candy, like loads of it,
like a ton, and I didn't take my pill or drink any gggegii
and guess what: I could tear someone's arm out of the soc-

ket if I wanted to: (You think you really could?) 1It's onty
an expression of speech:

(Does it seem harder to be with your frisnds when you're tak-
ing the mecicine?) o

No. Ic's never hard to be with friends. All I do is walk up
to them. But it's hard to work with them; it seems "hat
everyone 1s watching me. especially when I'm taking y medi-
cire. You know what I mean? (I think so.)

/Lnn vou think about tth questlon again. Then see wi=t you

Weli; xf yod mean whan 'm in school and I take the Ricalin,

you know; when I'm workrng; it's hard to be with friends

because 1 know I'd rather do the work than be with friends;

because I wouldn't ;ust stand there and talk and it feels _
weird ro do that. 1It's hard to do that:. It's hard to do that
in class. Because of ydu know what's gon.aa happen to you.

(When you forget to take your medicine, what happens ?)

Whern I forget to, well, sometimes I get,; you can make me
aggravated very ea511y Ane one time I forgot to have it and
on purpose, because I knew that this kld wanted to fight, He
wanted to settle it by flghtlng me after schcol. And I told

my baby sitter, "Bonnie, I'm gonna hav= a fight with this kia
first: Than 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 the fight:
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M-4

Effect of Medication (Cont'd)

May I ask you = 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...actually, that's what we'rs 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'il give you

answers. (Good. You're really helping us:. We have a lot of

. people who are *elping us; and some people that really don't
want to help us, s5 this is really nice.) I like talking to
people and getting my feelings out. (Good.)

Communication with Others Regarding Medication

Dr. ( ) and some of the other doctors: (But how abouf uncles

anc friends; relatives?) Scietimes 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
wAay they start a counversatiom, getting interested in some-

TS T

thirg. and that's very interesting - so my mom's a good con-

versatior started. (What do they say.) They usually just

talk about I'm nlaying with the relatives mostly.

(So, that helpcd you in school. Did you ask your tea:her or

you mom or ycur doctor any questicns about being zivzn the
pills.) ‘
I askaed the doctor why I was on it and he goes, ""Beacause you

bave i dissace," and I thoungh=, you kncw, ths £fi' or roma

bugs inside of me. That's whot I got; and 1. got - -ed zrd
3 elee. {(Pid you tslk to your teachar or yoor mom? )
About 1:! (Yes) I might have. I ain't that gcod Zf remem-

bering, but 7
(Did you ever talk to them about changing tbhs -~iLl1s7)

One time I said; the first time I was taking them, 1 said,
"I wan: to go or. something else: I dor't liire them." 4And
he said, '"'We 11 fiiid some. This isn't the only thing."
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The notion of 'stigma can be seen in the child's response to

the questlon - (Do you talk to anyone?) C€Child responds:

Reports that his brothers tease him and say to him, '"We don't

have to take pills like you, fooul."

They say, ”Hé ha, Efié has to bave medicine.' (This child

Se, but like, you know you._ take it at a drtnking fountaln
and they say, 'Oh, I see Bill taklng some pills;" you know;
and make fur. vy, and say that you're taking drugs and stuff.

They'd make - joke out of it.

(What did rey say or what did they do when they were teasing
you gbout : ?) 7 , , ) B o

Well, like I don't know how they found out. Socwme of them
found out. you know, that I was supposed to be hyveractlve
They found out from my sister. They say, "Joe's hyper,' you
know. it's pretty funny. They think 1t s funny. They didii't
really bug me. Sometimes I get mad.

(Dld you brother or your sister or your parents =ay anything
about the medicine you took?) Umhmm: (And what ‘4 they
say do you remember?)

they used to say stuff 11ke. you know, ”Why don't you take

one of your pills?" I don't know if they were saying this
cause they're mad; théy just want to,; you know, hurt my feel-
ings.

.

Do 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?) - o

Yea, -me. (What?) I don't want to say it. Does this go to

my mom or dad? (No.) Where does it go to? (Western Mlchlgan

University. We've talked to a lot of other boys and giris

too, and this is the way we can learn a lot of things about

how vou feel about taking the medicine:) I feel terrible.

(Do the other chldren ever tease you about taklng the medicitne?)
Umhm_A (Wrat do they say or do?) They just say mean things.

I don't want c¢o say them.
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(Po your brothers ever treat you unfalrly because you take the
medicine?)

Oh yea' They also get. (What do they do?) Sometimes they 11
sayi pill freak' and Lhey don't live very loig. _My brother's

unxy six and...(Oh, they're younger brothers?) The other

one's nine: (Do they ever tease you about it?) Yup. (How?)

Just the way I said, out they're nice brothers.

(T.. ~ther children treat you unfairly because you take medica-
t i

Yes. (What do they do?) Call me names; and I don't like that
beeause that’s unfair What did I do?

Yes: (What do they say ?) Well, they say ”John is a hyper-
head' or "You take pills.' 1 know that. Why would I want to

be reminded about them? Tiiey're stupid.

Maintenance of Regimen

Sometimes when I didnrt want Lo take them iike at séhééi 1'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 abuut to go somewhere or do N
sometitg?) ' \
Well, zcrually, I've got to take my pills when I go someplace

like to a relative's or camping, because T’'ve pgotta act my best

so I won't get my dad mad when he's driving.

(While you were taking these, did you take them every day?)
Umhmm. Every day.

(And were there anj; n vou didn't take the pill? You
rmentioned one time . .:  Zforgot to. Wwere there any other
times wben you didn .. ' 2x maybe skipped a day?)

No, wait a minute, 7 was late one time and hadn't had time to

Laiz my ﬁlil before I went to school...and the teacher, oh,
I got so.:. (They could tell, huh? Okay, cime to go and get

your pxil and come back upstairs.)
(Bt most of the time you remembered prettv well:) Yea:




Teasing and Stlgmatlzlng by Peers (Cont'd)

(Did you take it on weekends, Saturday and Sunday7)

Yea, I had to take them all the time
(Every mornlng and )

(Even when you went home for Christmas vacation?) Yea.

(And during the summer vacation, too...and probably during
Easter vacatton also9) Yea:

breakfast7) 7 B
Yea: It's like you got a routine like when I get home, I gotta
watch t:v.: I know it's on: (part of your routine, 7r1ght7)

Yea; so I; you know, I wake up and my mom smites, and I say,

"I'1ll be rlght back, mom,;: and I go and finish: (Yea, I think

I know what you mean Get into a routine and you don't forget

tooc ofter.) Umhmim.

L
(In what way does it help you?)
Well, if, like after. 1It'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'11 get hyperactive. And if I have some foods that I
can't have, I'11 get hyperactive, too. - 7 7

(So, you think the medicine is helping you? Do you know it
helpsyou when you re hyperact1ve7) Yes

active and 1f I don't get hyperactlve yet, llke I just had
some chocolate cookies; and I was. allerglc to them,,I'd”drlnk

‘a lot of water to dlssolve it. Then 1I'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.:

{Whe did you ever talk to about changlng the pills or going

on to something eilse?)

My mom.
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Miscellaneous (Cont'd)

(What did she say about that?) B o
She said ; "This is the béest thing in the world; we'll see
what we can know." .
(Did you ever talk to any of them about stopping the pit1s?)
No, becausé I hadn't ever really thought of it

(Whose idea was it to stop the medication?)

And the doctor decided, well, if you want coffee,

My mom. And the

there ain't no pills, and it don't cost that much.
(And he agreed?)  Yea.
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Chapter Nine Tables
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Table 9.2
bistribution of Index of Agreement by Dyads

Parent /Teacher (n = 92), Parent/Physician (n = 125) and Teacher/Physician (n = 72)

Parent /Teacher Parent /Physician Teacher/Physician
Index Scores £ % £ % £ %
80- 84 0 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
165-109 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 s 5 7 6 3 4
135=139 7 8 10 8 9 13
140-144 4 4 7 6 it 15
145-149 12 13 13 10 3 4
150=154 10 11 16 13 5 7
155-159 6 7 iz 10 7 3
160-164 7 8 5 4 5 7
165-169 5 5 8 6 2 3
176-174 3 3 7 6 0 0
- 175179 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
X 147.9 144.6 140.0
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