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The purpose of the. study supported by this grant was to
investigate the impact of the psychological /educational
diagnostic process on the parents of young children at risk for
devélopmgntal delay. The two major objectives of the project
were (a) to describe the diagnostic process from parents’
perspectives and (b) to discover possible relationships between
specific aspects of the diagnostic session and certain parental
reactions to the evaluation. Throughout the study, the interest
was the parents’® experience of the diagnostic process. The -

. open-ended, exploratory, but in—-depth research provided

hypotheses and focal points that grew out of the observations_ and

~interviews as the study proceeded.
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Twenty-five +amilies participated in the study process of

" observations and interviews. 0f these, eighteen .families

completed the process and mét all of the following criteria:
1. They had a child at risk of developmental delay.

2. The children’s ages fell between 3 and 34 months at the time
of, the evaluation. '

3. The dqvelopmental'evaluation observed for the study was the
first of its kind experienced by the parents. '

4. The children lived with at least one natural parent.

9. The parents spoke English.
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The eighteen evaluations observed for the study took place at
four different agencied: a genetics department in a hospitals an
agency that provided physical therapy, occupational therapy, and '
speech therapy for individuals wit) special needs; a follow-up
clinic for babies who had been in a neonatal intensive care unit;
and an agency that located programs and coordinated services for
individyals with special needs. Summarized information about the
study participants appears in Table }§.
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) ' Procedure for the_Inquiry

The researcher moved through the following . process with each
family in the study: ’ : .0

1. P=fore the child’s evaluation, each available parent
completed a questionnaire. : '

2. The iresearcher observed each child’s evaluation with the
parents, compiling a detailed written description of the session
and completing a series of ratings after each evaluation.

3. The researcher then made a series of gueséeg about the
parents’ responses to the esvaluation by completing another series

. of - ratings and recording several reasons for each predicted
rating. . '
.’ : 4. The parents participated in & tape recorded, open—-ended L e
interview one to two weeks after the child’s evaluation. They

also completed a Likert-type questionnaire abhout characteristics
of the evaluation. After the interview, the researcher typed a
transcription of the interview, completed a series of ratings to
compare with the predicted ratings, and used a new set of ratings
to predict ‘the parents® long-term responses to the evaluation.

9. Trke |, parents participated in a second tape recorded,
open-ended interview four months after the child’s evaluation.
After this interview, the researcher again typed a transcription
of . the interview and completed a series of ratings to compare
with the predicted ratings. ' :

The original project proposal contains copies of the forms,
’questions, and ‘rating scales used during this research- process.

T
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The analysis of data from the study covered four areas: (a)
identification of t(hemes, (b)) comparisons across time, (c) .
analysis of parents’ ratings of evaluation features, and (d)




explnrationq‘for refétionships between evaluatioh features and
parent reactions. Each of the four areas included two analysis
proceduros. Table 2 lists each pro®edure along with the
questions it addressed, the product that resulted from this
‘procedure, the function of the results of the procedure, and the

relationship between these results "and the implications of the
study. o ) .

./
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o Analysis of the interview  transcriptions vielded the following
themes: ' o '

LY
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., Recurring Themes——-Presented Topically . : ,
Based on Interviews with Eighteen Families ’
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I., Outside Factors_that_Parents_Bring to Evaluations
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18 - °©  -Parents observe their children carefully at
home, noting what they do and do not do.

. Parents generally know how their children are Ve
' dping. ) . -

17 Farents tend to measure their children’s
development by comparing it to that of other
children--their other children or those of

4 neighbors, relatives, friends——or they note
that no others are available to them for
comparison, ’ .

. 14 Parents need to feel hopeful or reassured

' about their children.

12 Parents feel willing to do anything to help .
their child; they want to do something and
need to feel that they have done everything
.possible.

.ﬁ 8 Parents of children with special needs seek
other parents of children with similar needs
to share with.

7 Farents find it hard to deal with
uncertainties about their children’s futures.
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expectations of abilities, sometimes more-
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Parents, tend to blame themselves for -
developmental deficiencies in their children.

Parents tend to relate the child’s size to u
than age. -

Delay bedomegxiure evident to parents from .

their own observations as their child grows {' ~\_
older. ~ - )
Having a child that parents feel has no major Y o

problems makes the evaluation a low stress
situation.

o .

II. Parents’ Relationship with the Evaluator
» .

Fregquency -

-l

15

13

12

11

A

Evaluator waréth helps establish a
comfortable atmosphere for questions,
comments, and meeting neeas.

The evaluation works best in the context
of an ongoing relationship with the evaluator,
with some contacts and after the evaluation.

Parents appreciate it when evaluators seem .
willing to spend time with or for them, and

-are frustrated when :evaluators are not

Wwilling to do this.

FParents especially appreciate when the
evaluator is sensitive to their child-- -
treats their child "right."

Farents look for an evaluator who is an expert, '
who knows, who is professional and competent—— '
and they want this to help their child.

Farents find it easier to relate to only one
or two professionals at one time. ‘

Parents are impressed'by prompt follow-

through by the agency, and are bothered by

lack of follow-through.

Parents want professionals to recognize that
they know the most about the child, and to
listen to them.
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18 . Parents wapt irnformation from the evaluator. " T
10 . On the d of the testing, parents,like some .
information about how the child did, although © S e
‘ ¢ e they often realize that the evaluator may need . I
. ' time to study the details of the test. . . i
6 ' Thouéh wanting information, parents often do

not know what questions to ask. ' . ) L
6 . Not knowing whatwfo expect from the evaluation
' ' increases anxiety. The first evaluation is ©
' especially hard, because parents do not know

o ' what to expect from the process or the résults.' . - »
i 3 Demonstrqtions’of recommendatibns are'retaihed
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IV.. Egggntsi Ihvglvemeng_in the, Evaluation
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, 18 - Parents are not sure what the evalhator’expects
' their role to be in the evaluation. o

¢

11+ Two-parent families.generally want "the father .
' involved in evaluations, especially to hear » '
results, S '
, \ y . al
10 Being present during testing helps parents. -
. 9 - " Parents do not mind answering a lot of questions

if they consider them relevant. Questions may

even be helpful, because they give the parent a :
chance to add things that the evaluator misses -
while watching the child.

I

., V. Parents’ Perceptions of_ the Validity_of_the S e
Child’s Performance ' ‘
-~ Ereguency
oo 17 Parents want their children to do for the ;

evaluator what they do at home. 1f they do,
it helps parents to see the test as valid.

1f they do not, they feel bothered and see
the test as invalid.

s




12 ‘ Parents often have:concerns about the e e T
validity of their child’s test performance. -

“
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Analysisg of the comments that parents wrote on °, the
. pre-evaluation questionhaires yielded the following themaes: :

. ’
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22 Most parents come to evaluations with an ' .
accurate sense about whether there is ar is | |
- not cause for concern about their child’s
development or a need for special help. A

3°‘ 21 . Most parents have a hard time placing agé
' levels on their childten’s development in

* specific areas. ’ , \

A ' S
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19 - - Parents come to evaluations Qith'willing« St
N TP attitudes about participation in.programs for
‘ their children. _ K

A

Il. Parents’ Relationship_with the Evaluator:
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Erequency | ’ !

19 Parents come to evaluations aware of the
¢ importance for their children>s devel opment of
v their care and play with the children at home.

I1I. Information Desired by Farents.
Erequency
. o 220 Parents hope to leave the evaluation with some
o " concrete, new infmrmation. ( . ‘ o ‘
* 17 . Few parents have clear expectations about what
will happen at an evaluationj ‘.
19 usually no one explains this before they go to

the evaluation.




. arisons Over Time o
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After ggbulating the frequency of occurrence of the themes from
the pré-evaluation questionnaire and the. two sets of interviews
(i.e., initial interviews  and follocw—up interviews), the
researcher compared the content-of parents’ concerns before their
chiXd’s evaluation K with their concerns soon after the evaluation
.and their concerns four 'months later. These comparisons .showed
very little difference in the occurrence of themes at the

-different ' times .during the study. The stability 'of ' parents®
.concerns over time seemed to underscore theé *importanc.s of the
themes that emerged from the study. The one area that did show
some difference between the initial and- follow-up intervigws

| regarded’ the parents’® agwn: involvement in 'the' evaluation.

B R Thoughts about ‘their own involvement seemed to be somewhat less

' , ‘on the parents’ minds four months .after the ovaluation. The
‘other point that became clear from these cdmparisons was that,

' " although parents entered the evaluations with desires for a great

' deal of information, their expectations and knowledge about the
evaluation process were not formed well enough to . .enable them to

: ) ask all ‘the questions needed to obtain the information’ they °

desired. This implies that evaluators have a responsibility to

A offer a wide variety of information without depending on pargnfs’

e - questions, as well as to  help parents formulate,questions as an
s v <" evaluation proceeds. ’

¢
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Analysis _of Parents’ Ratings_of Evaluation Featuresl

i 4

Analysis of tH§~Likert~type scale that parents’ completed dyring
ot the inftial interviews involved. some of Tukey’s recompendations
for exploratory data ahalysis (Tukey, John W. Exploratory Data:

s Bt e s s s it it e ey et e e > ot

Analysis. Fhiladeliphia: Addison-Wesley, 1977.). The resulting
charts suggested that the parents in the study (a) generally felt
satisfied with the evaluatiins as they experienced them and (b)
supported the concepts in tie interview themes by rating the
related questionnaire items as important to them. Parents?
, responses to the questionnaire items did qualify  some of the
. interview themes by suggesting that (a) the parents preferred
referral to other parents of children with the same difficulty. as
their own, rather than to parents of handicapped children in
general; (b) the parents did not desire to recdive books or
¢ pamphlets at the developmental evaluations (c) having the
evaluation conductea in a familiar place was not important unless
it affected the child’s test performance; and (d) while having a.
spouse present to participate and learn from the evaluation was
important, it was not important to have anbther person presenht as
a source of emotional support. . ’

A
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Possible Relationships Between Evaluation *©
. Eeatures and Parent Reactions . C S
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Detailed compafison.of the initial” intervigw ratings ahd the
follow-up interview ratings, using a procedure develgped for this .
study, suggested the following possible relationships between the
-evaluation gharacteristics and outcomes: : : K ' '

R , o, ._‘ o.

(a) Parents with more invo!vement during the evaluation seem.to
remember more information from the evaluation..

' . * .

(b) Parents who have 4n opportunity to contribute ‘information
abdut their child and }to gain ‘g good ‘understanding of the
purposes and meaning of develdpmental tests tend to see an
evaluation as more fair .in representing their child’s abilitied.

'(c) Parents’ level cf satisfaction with an evaluation ap;;.vears°
to be affecteq by many  different characteristics of the

* evaluation; 'no one feature holds aqverriding importance. :

13

, - : Finally, thé researcher identified the correct_prédictions. of |
' parent responses to the evaluations and identified themes in the
“ reasons underlying these acturate predictions. This led to a

. .collection of specific statements about parents’ reactions to -.

' ' various features. of the evaluations they experienced. These
‘statements hold numerous implications for the design of
developmental evaluations. - : S

-
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lmglicatiéns of _the Study Results
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'The researcher used all &f the analysis results to devise a

- model fpr developmental evaluations that seeks to megt parents’

needs at .the time of their child’s evaluation. The model
. incorpordtes three aims: (a) to establish a comfortable
relationship hetween the evaluator and the parents and child,
setting the evaluation in the' context of a continuing
relationship with contacts betwren evaluator, and family before,
4 during, and after an evaluation;, (b) to convey clear and specific
o information to parents regarding the purposes of developmental
, evalyation, what will happen during an evaluation, what their

roles as parents include during'aq evaluation, the mqaning of the .
tegst, the implications of the child’s perﬁprmance, and approaches
’ to.the child’s developmental needs; and (c) to gather and
incorporate information from parent regarding their observations
of their child at home, a comparison between the child’s tei;
) performance and the child’s behavior at home their needs ard
' concerns about their child, and ways to arrange the test

v
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? Situation to encourage the child’s best performance. The model
. provides &-serikes of- chetklists *that detail -points that Aan
' evaluator - can ‘incorpgrate to ,meet parents’ - needs. These

checklists cover the following areas: (a) talking with parents

befuré‘a developmental: evaluation, (b) enhancing the relationship.
S between evaluator and family, (c) information parents desire from
developmental evaluators, (d) suggestions fmr‘parent invol vement .
dw ing ' developmental evaluations, and (e) suggestiaons for
‘follow-up interactions with parents. oL -*
.. - In’ the full dissertation report of - the ., &tudy, other
. implications are described for professionals who refer children:
. for developmental evaluations, for parents and those who 1lead
parent seminare;®> and for researchers who desire to pursue. this

- : topic further. . . i ‘ .
)‘ ¢ J" ‘o &g . . \" . . . 4 ) Y . ‘
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: : . - p Dissemination N . . P )
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"\ . The, following dissemination activities havd occurred from this
* project: - - . - .

o (a)’ Hanson, Janice L. Impact  of  the .Diagnbstic Procehs“_gg
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o-Parents_of_Infants_and Preschool Children. Faper presented the .
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Annual Conference of the California State Federation, Council for
Exceptional Children. San Diego, California. November  1981.
-, Copie® of paper distkibuted to session participants. . ' :

. ’ 4 ’

(b) Hanson, Janice L. Impact_.of _the Diagnostic Process. _on .

o S L T T Oy ). 4 At e s T G et T ks et gt e st S At S S S W WO

Farents. FPaper presented at the 61st -Annual International

— Convention of  the Council ‘for Exceptional, Children.,Detroit,
Michigan. April 1983. Abstracted in Exceptionagd Child_ "Education

‘Resources’ and. Resources in. Education, The~ERIC Clearinghouse on
Handicapped and Gifted, Children, December 1983. Copies of paper '
distributed to session participants and to the agencies - that

participated in the’study.

,

_6 ' -+ {&) Hanson, Janice L. - Effects of Devglogmggggl Bvaluations Qn'“.

el b TR0 P PR 5. B W e e e e i it e T M et e S St G it o

Parents of _Infants and Young Children. Dissertation submitted in
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T partial fuff?ilment of the Ph.D. degree in Education, University

. . of Michigan, March 1984. Abstracted in ' Dissertation__@Abstracts . .
o, Internatibnal . Copies of dissertation disbributed to interested.
E col leagues.s ~ | o . S - '
. ’ . , L ’ . W

In addition, the researcher has Submitted a.propasal to present :
the model for developnantal assessments that emerged from the - b
study to the 63rd Annual International Convention of the Council
. for Exceptional Children in Anaheim in April” 1985, ' and another
{ proposal to present-a.positioﬁ“paper on parent involvement in
developmental assessments to the North Carolina Association for .
Infants and Fdmilies.in Charlotte in October 1984. She also plans Y




‘in the study came very slowly and

to write at least one journal article and possibly a manual for
devéel opmental evaluators, and to submit them for publication at a
later date.

-
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' Project T neline

The researcher encountered severa: unanficipated problems that

_altered the timeline projected in the original project proposal.

First, referrals for subjects, from the agencies that participated
.\¥ollowed a different pattern
than that expected. Consequently, \data collection proceeded
through December 1981 and involved 25 families (including several

~incomplete cases and several families \who parlicipated but who

did not meest all of the criteria for inclusion in the formal
analysis discussed above) rather than the planned 15 families.
The longer period for data collection and larger volume of data
than eéxpected, coupled with the fact that interview transcription

. took a great deal more time than expected, led to a much longer

time period for the study than originally ‘projected. . All of theﬂ’
activities outlined in the project proposal bhave occurred, as

"outlined aﬁyve,'but over a longer time period than anticipated.

-
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Allotted in_Budget Used Remaining
2

1. Supplies . $ 185.00 $ 155.83 + ¢ 29.17
2. Local travel - 380.00 565.56 - 185.56
3. Printing - , 20.00 12.68 + 7.32
. Y4.. Transcription 200.00  169.32 +  30.68
. machine ' '
. % :
3. Computer costs - 200.00 . .00 + 200.00
' &. Dissemination 400.00 - 237.06 + 162.94
(Total direct costs: 1385.00 1140.45 + 244.55
7. Indirect costs ° 419.00 367.22 + $1.78
Totals: o $1804.00 $1507.67 + $296.33
s \\‘\ N ] )
Comments R o

-

1; Supplies——As indicated in the original budget, suppliesg
-included cassette tapes and batteries for recording interviews
-during the study. :Actual cost came close to the projection.

2. Local travel--This item involved mileage reimbursement for
-observations and interviews during the study. This ran somewhat -
higher than the projection for .three reasons. First, 25 familieg ~
participated in the study rather than the anticipated 1%. i
Second, some families lived further from the researcher than
anticipated. ‘Third, mileage reimbursement increased from 21
cents per mile to 23 cents per mile in July, 1981. ’

o o
3. Printing ran somewh&t less than expected because it cost an

- 11 -




q
average of four cents per copy instead of the projected five

cents, and because the final summaries of results were printed
and distributed to participating agencies at the researcher’s own
expense after the funding period. : ,

4, Transcription machine--The researcher purchased rather than'
rented & transcription machine, at a somewhat reduced cost.
Rental of such a machine was not available in southern California,

~ where the researcher lived during the study period.

9. Computer costs—--Due to delays encountered during the study,
computer analysis was not completed during the funding period.
The researcher completed necessary computer work at her own
expense after the funding period. ’

6. Dissemination costs included meals, lodging, mileage, and
conference registration fees when the researcher presented study
procedures, results, and implications at the annual conference of
the California State Federation--Council for Exceptional Children,
in San Diego, California in November, 1981. Dissemination
expenses also included the cost of transparencies used during the
presentation and of a papeéer distributed to interested
participants at the presentation. Since San Diego, the
conference site, was relatively close to the researcher’s home,
travel expenses to attend the conference were less: than
anticipated. : . e . — T T

7. Indirect costs were calculated at 32.27% of the direct costs.
Total direct costs came within approximately %45.00 of the

projections, not including the unused budget allocation for
computer costs. :
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TABLE 1

Summary Information on Participants

Parent(s) at

Parent(s) in
evaluation

Childfs

in months
home
Parent(s)
interviewed
Evaluation
setting

Fémily
sex

wilChild's age
|agency
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Notes: .

Child's sexs B = boy, G = girl

Child's age: age at time of-evaluation, in months

Parentss M = mother, F = father ,

Evaluating agency: G = genetics department at a hos-
pital; T = agency providin% cccupational, physical, .
and speech therapy; H = follow-up hospital clinic
for children from neonatal ICU; R = agency coordi-
nating services and providimg referrals to programs;
P = early intervention program '

Evaludtors: OT = occupational therapist; PT = physi-
cal therapist; P = psychologist; S = social worker;
N = nurse; T = multidisciplinary team of child
development specialists .

Evaluation settings O .= hospital clinic room or other
office; P = a room set up for children to play in or
attend a developmental programs H = child's home
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-Flow Chart»of Analysis Procedﬁres

\

Relationship'to
Implications_

A. Interview ,
themes identify
issues for deve-
lopmental evalua-
tors c¢o consider
1. when forming

a picture of par-
ents before an
evaluation

2. when arranging
an evaluation
situation to.meet
parents' needs.

"~ parents ap-

proach their

child's first’

developmental
evaluation?

Question Analysis Analysis Functions of
Procedure Product Analysis Product
I. Identifitation of themes . , -
A. How do A. Identifica-~A. Categor- ' A. Interview
. parents react tion of ized list of themes
to their -+ themes in interview 1. describe con- |
~child's first interview themes con- concerns and needs
developmental transcrip- cerning issues common to different
evaluation? tions " before, dur- parents in study
. , ing, and after 2. identify as-
‘ evaluations; pects of evalua-
frequency of tions that par-
occurrence . ents see as im-
for each ortant
theme « point to par-
° ents'. suggestions
. for design of
: evaluations -
B, How do B, Identifica- B, Categor- — B, Pre-evaluation

tion of themes ized list of" themes @ '
in pre-evalua- pre-evaluation 1. describe par-

tion ques- ' themes; fre- ents' knowledge
tionnaires quency of when approaching
occurrence for an evaluation

each theme 2. describe par-
) ents' expectations
‘ for evaluations

" B. Pre-evaluation

themes identify
issues for evalua-
tors to consider
1. when forming a
picture of parents
before an evalua-
tion

2, when arranging
an evaluation to
meet parents'

needs
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Question

Analysis
Procedure

Analysis
Product

Functions’ of
Analysis Eroduct

Relationship to
Implications

I1. Comparisons across time

A. As a group,
do parents’',
reactions to
evaluations
change over -
time! -

~
B

A, Comparison
of theme. fre-
‘quencies with-
in domains
(i.e., theme
categories)

at different .
times

A. For each
theme cate-.
gory, list of -
themes with
frequencies
in pre-evalua-
tion gquestion-
naires, ini-
tial inter-
views, and
follow=-up
interviews

A. Comparisons~of
theme frequencies
at different times
1. show continuity
of parents' ,con-
cerns acrosg§ time
2. point to par-
ents' inability

to independently
form specific
questions before
an_evaluation _

A. Comparisons of
theme frequencies
at different times
» confirm impor-
tance of interview

- themes as expres-

sions of parent’
reactions '

2, lead to im-
plications about
preparing parents
for evaluations

B. As indivi-
dual families,
do parents'

—.reactions®to

evaluations
change over

B. Comparison
of theme
occurrences
‘Within fami-
lies during
initial and

B. For each
theme, list

_of family num-

bers indicat-
ing mention of
t-heme in each

B. Comparison of
theme occurrences
within families
show continuity
of parents' con-
cerns across

B. Crmparison of
theme occurrences
within families
conf irm impor-
tance of inter-
view themes:

time follow-up interview time as expressions
interviews of parent
' > reactions.
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Question Analysis Analysis ~ . Functions of" Relationship to
Procedure Product Analysis Product Implications
111, Analysis of parents' ratings of evaluation features ~
A+ How satis- A. Tally of =~ A. Bar graph A. Provides picture A, Implies that
" fied was this evaluation comparing: num- of parents on the phrents' sugges-
group of par- features rated ber of "help- whole satisfied tions for evalua-
ents with "helpful” and ful" versus with their child- tions arose from
their child- - "disturbing" "disturbing" ren's evaluations 1. positive fea-
ren's evalua- on Likert- responses * - tures they
tions? type ques- ‘ 'would want
tionnaire repeated
2. ideas for
' improvement

spoken from a
bPasically satis-

fied (i.e.y not |

- Anery- ce

B. What fea-
tures of
developmental

-evaluations
- hold impor-

tance for
parents?

B. Tally of B, Chart show- B. Frequencies

evaluation
features
rated "neu-
tral" on
Likert-type

~questionnaire

1

ing frequen-
cies of "neu-

tral" ratings
for indiwidual
questionnaire

items and
identifying
items.with
high fre=-
quencies

of "neutral"
ings .

1. show that most
of the question-

naire items were

important to

rat-

_ parents

2. identify four

items of relative-

ly low importance
.

B, Frequencies
of "neutral rat-
ings i

1. confirm impor-
tance of inter-
view themes ds
expressions of
parent reactions
(because parents
rated related
questionnaire
items as impor- *
tant) e
2. suggest clari-
fications of four
themes
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Analysis Functions of ;

L Questien Analysis Relationship to
A o Procedure Product Analysis Product - Implications
- 1V. Exploration for relationships between evaluation features and parent reactions

of matches sug- ' T
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A, What fea-, £ A, Matching A, Tables A, Tables identify A, Items with
tures of initial inter-~ showing rium- evaluation features highest numbers
> developmental view ratings ber of for which ratings
evaluations to follow-up matched match parent out-  gest possible . ! -
seem to affect interview ratings for ‘come ratings relationships -
parent out- ratings for- related ° ' between these
: comes four related /items interview evaluation fea-
- months later? o ratings tures and the
' | ! corresponding
. . ’ parent outcome.
- N - These possible
o relationships
y : suggest ways to
| \ . arrange evalua-
- ) tions to encour-
o e . age these out-
. _ ~ L . comes
% B. What fea- B, Identifica- B: Themes B. These themes B. The identified
. tures of’ tion of themes underlying. . identify evalua- features lead to
- “developmental 'in reasons for accurate pre- tion features specific recom-
; . evaluations accurate pre- dictions that seem to mendations about
S seem’ to dictions of  initial an - relate to speci-- ways to arrange
. affect parent parent re- " follow-up fic parent per- ‘evaluations to
: _reactions?  sponses - interview eptions and encourage posi-

I ¢

~ ratings, or-

réactions regard-
ing developmental
evaluations

ganized" by
categories
from inter-

. Vview themes

tive parent

reactions
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