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EREFACE

This manual describes the results of a three-year
research project funded by the U. S. Department of Education.
Trhe projec explores approaches to arent-sensitive
developmental follow-up for prematurely-born infants and their
families. In these pages, we Jdescribe one agProach to
developmental follow-up, what parents told us, about their
experiences with this approach, and what this might mean for
the search for "best:Practiceq" in developmental assessment
and early intervention services for infants and theilr

families.
The project implemented an assessment-intervention
approach to developmental follow-up. Implementing this

assessment-intervention model, then gathering and analyzing
reactions from parents, has taken each researcher on a journey
toward greater understanding of the needs and experiences of
parents during assessments. We have learned to listen with
our hearts as well as our minds, to examine our own practices
and thoughts, and to remain conéinually open to new lnsights.

_ As you read these pages, we invite you to join the
journey we have participated in for three years. Rather than
reading for a list of "how-to's" about infant assessment-
intervention, we hope you will read for an understanding of
what we did, to grasp what this group of parents said, and to
think through the implications for your own thought and work.
Your thoughts and practices in infant assessment may be verK
similar to those described here, or quite different. The tas

before each cof us is to discern what we believe about parents
and infants, what we do in assessment to carry out these
beliefs, and what this 11l means in relation to developmental
assessment that meets the needs of parents and infants.
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LNTRODUCTION

One Researcher's Journey
with the Assessment-Intervention Model

When I was asked to join the staff of the Assessment as
Intervention project in the fall of 1986, I was excited at the
prospect of working on a project to improve understanding of
garents of children with special needs. I reacted positively

o the general assumptions embodied in the progésal including,
1) that parents care about their children, 2) hat‘farents are
interested in detailed information about their children, and
3) that professionals can structure assaessment sessions to
grovide more meanin%ful information to parents while assessing

heir children. was excited about the oppor‘t:unityb to
utilize a set of principles I believed to be true about
families of children with special needs, as well as having an
outlet to share what I had learned from years of experience in
working with families.

What I actually gal.ec from my participation in the
pro,ect was new insight into my own interactions with families.
of children with special needs. My experience was similar to
looking at an optical illusion and seeing the picture change
to something new. Several months of working exclusively to
understand and meet the needs of a group of parents with
babies who had recently left the neonatal intensive care unit
gave me a fresh gerspective on how much more I had to learn.

Yy looking inten IK at what I thought I knew so well, I began
to realize how much more I had to Iearn. Further, I began to
realize how often as a professional I am presented with new
information about working with families, yet how often I have
failed to grasp the significance of the information.

one difficulty in describing this process of gersonal and
professional groWwth is that I am viewin he process
retrospectively. Certainly, I always believed in the rights
of families to receive meaningful " information about their
child. However, I unconsciously considered this more true for
some families than others. Cer ain families had seemed eager
to absorb any information I could give, while others seemed
difficult or uncaring. For instance, some parents seemed to
resent my presence and did not appear to want my help. Aan
earlK entry in a journal I Kept during this project questioned
whether some families would view us only as an intrusion. I
worried that for some families ?y message about parent
involvement would be lost in our differences. However, this
notion was disproved as I consistently worked through the
assessment format required by the project, which gave me
concrete applications of positive assumptions about all
arents. found that persistence paid off with many
amllies. In some cases it took months of phone calls, home
visits, and gentle probing to get a parent to accept that I
really was interested in his or her opinions and feelings.

.. In addition to fresh iasights about working with
families, the assessment format gave me a new perspective on
my own skills as I grew professionally during the project. We
used a checklist to self-monitor professional behaviors that
exemplified the principles o the project. Before
participating in the project, I had assumed that I usually

v
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administered assessments in the manner prescribed by the
checklist. However, when I completed the checklist
immediately after some early assessments, I learned that my
image of gx behavior as a professional did not alwa{s match my
actual behavici., As I used the checklist to improve my
skills, my relationship with many of the parents improved.

The following case study illustrates some of the wggs
that my perspectives changed as a result of my experience with
this project.

Mary was a single mother who lived with her mother. In
her scn's hospital chart, the nursing staff had commented that
she visited the neonatal intensive care unit infrequently and
appeared to lack interest in her child. Mary was one hour
late for our first meeting at the hospital. She looked thin,
far too thin to be a new mother, and asked few questions. The
first home visit did not go particularly well. Again, Mar
asked few Questions and did not seem particularly intereste
in the information and suggestions I gave her. %y experience
to this point confirmed what I had learned about Mary from her
hospital chart and our early contacts. I began to assume that
this mother really did not care about the help I had to offer.
However, at that point, I was required by the format outlined
in the project to put in writing what I would focus on in the
next assessment. I sat down and thought about Mary as a
person and finally made this note: hroughout the next
assessment it will be extremeli important to respond to.Mar{'s
comments and to give open and honest information. During the
assessment I felt that she wanted to be in control of the
situation and had a lot of good observations." For the first
time it occurred to me that Mary seemed to be a fairly
intelligent individual and that in ﬁfite ot‘mY good intentionc
I had not given her a chance to be in control of her baby. .
began to focus on Mary as an individual with specific needs,
and by the end of the project I viewed Ma as an interested
and involved parent. 1 realized then that without thinking
through a positive process about this mother, my early

erspective of her was shaped by what I had come to know of
er from her son's hospital chart.

. A professional working with families of special needs
infants has endless decisions and judgments to make that
affect all future interactions with a particular family. Each
of us has different unconscious assumptions that affect our
interactions in ways we do not fully realize. Exercises in
self awareness may help identify the part we play in a
relationship that needs improvement.

Readipg through this research and the implications that
flow from it may offer an opportunity to bring some of these
assumptions to the surface. On the other hand, everything in
these pages may fit with your thoughts about parents--but
working through the apglica@ion may still lead to insights
about new ways to put them into practice. I invite you to
enter this grocessh to challenge yourself to read with an open
mind, and to examine where you are 1n Yyour jcurney toward
understanding families.

Jane Stanga
September, 1989
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Chapter 1
WHY DO (OR READ ABOUT) A PROJECT LIKE THIS?

Research and experience in the field of earlX
intervention have highlighted the risk of developmenta
difficulties for premature, very low birth weight, and sick
infants. Research concerning developmental outcome for these
babies indicates risks of subtle long-term developmental
groblens for these babies even when overall developmental or
Q scores fall within normal ranges. At the same time, it is
currently impossible to predict at or near birth which of
these nfants will experience 1long-term developmental
difficulties. This suggests a need for effective models for
periodic developmental™ intervention for these infants--
intervention of less intensity than that Yrovided by most
traditional early intervention programs but intervention that
offers mor: than merely collecting developmental data to
monitor for major developmental difficulties.

The project described in these pages offers a model for
resgonding to the developmental needs of these infants, with
particular attention to the needs and perspectives of their
parents. We began with a model of assessment-intervention in
which we attengted to facilitate parents' abilities to meet
their infants developmental needs, and in which we
continually tried to remain sensitive to parents' needs and
experiences during assessment-intervention. During the course
of the project, we gathered information to refine this model
of assessment-intervention b implementing a plan of service
and then following a carefully structured research plan to
gather iunformation from parents about how to best meet the
needs of their infants and families. This manual tells the
story of the implementation of this model, its modification to
meet the structure of the research project, and parents'
reactions to the features of this mocel. Throughout the
project, the guiding question was, Within the assessment-as-
intervention ~paradigm, what features of developmental
assessrent-intervention best meet the needs of biologicall¥
high-risk infants and their families within the first year o
developmental follow=-up? We hope that the answers that
emerged to this question will assist those in the field of
early intervention who are struggling to design aifropriate
and cost-effective programs for developmental fo ow=up of
high-risk infants.

The specific agproach that the project used to address
this question arose from several undergirding areas of theory,
research, and observation. First, professionals in human
service fields have long used a model of the family as a
system (Chinn, Vinn, & wWalters, 1978; Foster & Berger, 1979;
Satir, 1967; Stone, 1979; Tiffany, Cohen, Robinson, & Ogburn,
1975&. Basically, the family system model suggests that an
event that affects any one famiiy member affects the operation
of the family as a whole, and therefore it affects each member
of the family in some way. Following this paradigm, when a
child is born prematurely sr experiences serious illness in
the newborn period, the experiences surrounding the birth of
this infant affect each meamber of the family. The reactions
of the family members tc the high-risk birth in turn affect
each member's interactions with the infant. Similarly, any
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professional intervention on behalf of the baby is an impact
on the family system, and as such affects each family member
in some way, as well as the family's interactions with the
baby. For example, Moran (1985 as reported a study that
shows several specific effects of early intervention programs
on the parents of the enrolled children., Various earl

intervention program models affected parents' attitudes an

reactions toward their children, their use of social networks,
their perceptions of the stress involved in parenting children
with handicaps, and their awareness of their own strengths in
meeting the needs of their children. Even a brief parent-
professional interaction holds the potential to alter, in
small ways, a parent's thoughts, feelings or knowledge base in
a manner that will affect his/her subsequent interactions with
the infant. Professionals in the field of early intervention
have increasxngl¥ recognized their potential effects on
parents and the family system, to the point where we have
realized that effective early intervention mus: take account
of the complex nature of family, and their effects on children
éBarber, urnbull, Behr, & Kerns, 1988; Heinicke, Beckwith &
hompson, 1988; Shonkoff, Hauser-Cram, Krauss & Upshur, 1988).
P. L. 99-457, with its stron emgrasiq on sensitivity to
family needs and issues, certainly highlights and reinforces
this awareness.

Second, psychologists, educators, and others who work
with young children have become increasin ly aware of the
important gért that parents play in the unfolding of a child's
development. Researchers have 1linked social-emotional
development (Bowlby, 1969; Mahler, Pine, & Bergman, 1975),
lanquage development (Seibert & Hogan, 1982), cognitive
development (Klein & Feuerstein, 1985), and even physical
development (Chatoor, Schaefer, Dickson, & Egan, 1985) to
soclal-interactive exchanges between parents and infants and
to the developing relationship between a child and parent.

Third, in addition to %?oviding a crucial component of
child development in general, parents provide an important
component of early intervention grograms designed to enhance
the_ development of handicappe or at-ris infants and
children. After decades of debate about nature and nurture,
it seems clear that environment, of which parents form a
critical part, interacts strongly with biological factors to
determine developmental outcome (Meisels & Anastasiow, 1982).
In addition, there is a strong rationale for parent
participation in planning develo mental intervention,
articularly with infants. ~ This rationale encompasses at
east the following points:

* parents have valuable developmental and temperamental

information about their infants that »rofessional
evaluators do not:

. gargngs have an ethical right to rparticipate in
ecisions about: their children:

* parents are in a unique position to advocate for their
children and should receive support for that role;

* parents are effective teachers of their children;

* parent participation in developmental teaching

2
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facilitates performance of skills in a wide variety of
environments; and

« parent participation opens the Egssibilit of meeting
needs of more family members an the infant alone
(Bailey & Simeonsson, 1984).

The role of g?rents as primary decision-makers in matters
involving their children's frograns and related family issues
is emphasized farticularly n P. L. 99-457 with its provisions
for the Individual Family Service Plan. Early intervention
professionals have been called upon to develop skills that
will further effective collaboration between parents and
professionals. The Individual Family Service Plan focusses
particular emphasis on the need to respect parents'’
erspectives and their right to make decisions for their
amilies. Some early intervention planners have suggested
that when family and staff members perceive service needs
differently, the service goals should reflect the. priorities
of the family rather than those of the program staff
(McGonigel & Garland, 1988).

Finally, despite a growin% awareness of the importance of
garents' views of and contributions to the development of
heir children, professionals still tend to view children's
needs from a different vantage point than the parents.
Parmelee and Cohen (1985) have described how this di farence
in vantage point can become an issue in the planning and
conduct of developmental follow-up for biologically at-risk
infants. When viewing a child's situation from a prcfessional
perspective, medical personnel anc ecucators are often unaware
of tne parents' views on the sa.» situation. Parents, 1n
turn, often do not understand the factors a professional sees
when viewing their child, and professionals seem insensitive
to needs that seem obvious to parents. Differences in
perception, roles, and experience between parents and
grofessxonals Create a potential for great communication
ifficulties (Neyhus & Neyhus, 1979). Parents and
professionals may differ on issues concerning a child's
abilities and deficits (Sexton, dall, & Thomas, 1984; Sexton
Miller, & Murdock, 1984), the Rrioritles for developmentai
intervention, and the language t at.farents and professionals
tend to use when discussing a child's needs and behaviors
(Vincent, 1985). This difference in vantage point between
professionals and parents is accentuated by the current state
of inadequate understanding of the complex nature of family
systems and of the variables within families that have the
most relevance for developmental intervention .(Baile{ &
Simeonsson, 1984). In addition to the differznces inherent in
the varied gosxtlpns of parents and professionals in relation
to_the child, differences in vantage point might also be
affected by factors such as parents' previous experiences with
disability and difference, which may affect their perceptions
of premature birth or SPeCIal developmental needs (Klaus &
Kennell, 1981). Parents' perspectives and reactions to their
children and to services are further affected by their own
multicultural experiences (Allen, Conners, Neysmith, Roy,
Jacob, & Weber 1988), which also may differ from the
experlences of the professionals they encounter.

These four points imply that any effective program of
developmental intervention must a) recognize the effect of the

3
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high-risk situation and of each intervention on parents and
other family members, along with the effects on the high-risk
infant, b) effectively involve parents in the intervention
process, and c) specifically seek to understand parents' needs
and perspectives in relation to their child, while assuming
that the professionals involved must learn from the paren

both the parents' perspectives and many factors relevant to
the developmental needs of this individual child.

In addition to these basic points about families and
developmental intervention, several points arise for
biologically at-risk infants in particular. First, current1¥
we have no reliable way to predict long term developmenta
outcome for premature or seriously ill infants. Many very
premature, very low birthweight and even very sick infants do
very well after several years, especiallg as measured by
scores on global developmental measures (Parmelee & Cohen,
1985; Kitchen, Ford, ichards, Lessender & Ryan, 1987;
Brothwood, WOike, Gamsee, & éoo er, 1988; Klein, Hack,
Gallagher, & Fanaroff, 1985). The difficulty with prediction
has been compounded by researchers' tendencies to study
premature infants as a group, rather than to study premature
infants as subgroups divided on_the basis of birthweight or
specific neonatal events, as well as by attempts to predict
outcome from isolated variables rather than a complex of
characteristics (Brothwood, Wolke, Gamsee, & Cooper, 1988;
Browne, 1989; Fox & Lewis, 1982). Recent research, however,
has bequn to identify subgroups of premature infants that are
at higher risk of developmental difficulties (Gerhardt, Hehre,
Feller, Reiferberg, & Bancaiari, 1987; Mansell, Driscoll, &
James, 1987; Meisels, Plunkett, Pasick, Stiefel, & Roloff,
1985). For example, Meisels et al. determined that premature
infants that experienced severe and cnronic respiratory
distress were at significantly nigher risk of cognitive and
motor delays in the second year of life when com ared to
healthier preterms. Similarly, Hunt (1981) found in her
longitudlnal studg of 114 very fow birt weight infants with
hyaline membrane disease the onset of downward shifts in IQ
from ages 3 through 8 that were neither predicted during
follow-up in the first year of life nor were a function of
their home environment. = Other researchers have found that,
even when overall measures such as the Bayley Scales or the
Stanford-Binet indicate normal development, many high-risk
children show subtle difficultias durxn? the preschoo ears

3agnoto & Mayes, 1986; stanlely & English, '1986). KYein,
ack, Gallagher, and Fanaroff (1985) found that the very low
birthweight 'infants they studied g?rformed significantly less
well than a control group on visual perceptual and percegtual-
motor tasks, even though both 3roups received comparable IQ
scores. Similarly, Hubatch, Johnson, Kistler, Burns, and
Moneka (1985) found significant qualitative differences in
both receptive and expressive language when they compared
children with a history of prematurity and severe respiratory
distress syndrome with a control group of full-term children
at the same overall expressive language level. Field, Dempsey
and Shuman &1982) found, in later childhood, significant
language delays accompanied with behavioral problems,
including hyperactivity, in their cohort of preterm infancs
with respiratory distress syndrome and with post term infants
with fetal hypoxia. Thus, two points seem clear: first, we
are not yet in a position to predict at or near birth which
individual children in a high-risk group will experience long-

4
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term developmental difficulties, and second, many of the
children who will show more subtle learning difficulties later
will not show obvious signs of overall delay, and thus would
grobably not be identified and served by most existing early
ntervention programs. '

In fact, the group of high-risk infants that will develop
subtle developmental differences may not need service of the
intensity provided by most existing early intervention
grograns. However, ey may benefi from less frequent

evelopmental interventions. e following points provide a
rationale for such an approarh.

First, parents' anxiety about the child's well-being and
development is high at the time of a premature or other high-
risk birth, and remains high for some time afterwards. There
is evidance that this anxiety, or some other aspect of
exgerlencing a premature birth, alters parents' interactions
with the baby (Fox & Fbirinq 1985). At the same tinme,
evidence suggests that qual Ey gfrent-child interactions
improve developmental outcome for high-risk babies (Siegel

19 5;. Thus, periodic information™ from a developmenta

speclalist to facilitate optimal interactions would facilitate
the infant's development. There is also greliminary evidence
that developmental intervention can effect at least short-term
gains for two groups of babies noted to be at especially high
risk for developmental difficulties--very low bhirthweight
babies and those that experienced severe respiratory distress
s¥ndrome (Furuno, O'Rei J{, & Ahern, 1985). DBustan and Sagi
(1984) also found that intervention that offered information
to mothers about the chacacteristics and needs of premature
infants while the infants were in the hospital positively
affected interactions between the mothers and babies 3 months
after discharge.

These findings indicate a need for periodic developmental
follow-ug, with some level of developmental intervention, for
hi?h-ris infants after they leave the neonatal intensive care
unit. The need seems most acute for babies who do not
evidence obvious handicaps and therefore would not receive
service from most available early intervention prograns,
although more saeverely involved babies would also benefit from
follow-up that would 1lead to referrals to appropriate
community agencies. This points to a need for effective,
efficient models for service to these infants.

The model that was implemented and refined in the
Assessment as Intervention research project, which is
described in this manual, offers a viable a%.roach to this
kind of developmental monitoring combined with intervention
for babies at-risk of developmental difficulties due to
premature birth with its accompanying complications. The
approach pays particular attention to the needs and
gerceptions of parents as they relate to the services offered

o their babies, and incorporates detailed information from
ga;ents about how to best convey developmental information

ailored to their needs and the needs of their children. The
model as utilized in our research design is based on contacts
at three month intervals with the infants and parents. Each
contact with a family involves providing a great deal of
developmental information and many suggestions to parents in
addition to monitoring the child's developmental progress.

5



Because of the flexibility and detail of the model, it allows
for individualization to family needs.

Although this project addresses the specific needs of
infants who are biclogically at-risk because of perinatal and
neonatal events, the premises and flexibility of the model
suggest that it mgy be adﬁPtable for use with other high-risk
populations as well. This includes groups of infants with
metabolic disorders that require developmental monitoring
{e.g. PKU), and infants in high-risk environments (e.gq.,

nfants of adolescent parents). In addition, the principles
of interaction between parents and professionals, which the
parerts in the project described in detail, readiiy apply to
interactions with parents of infants with any special need.

[ 2R
B8



Chapter 2
THE SHAPE AND FOCUS OF THE INOQUIRY
Introductory comments

This chapter describes in detzll both the clinical
process and the research design of the project. Hopefully,
readers will look at these descriptions less as a "research
regort” than as an opportunity to build an in-depth
understanding of how the inquiry proceeded. As you read, we
urge tycm to consider your own assumptions about parents,
beliefs about developmental assessment, and practices in
infant assessment situations, identifyin the points where you
wholeheartedly agree with the ~ourse of this project, where
zou disagree, and where you might be challenged by a new

hought or perspective.

This = chapter forms a critical foundation _for
understanding the results of the research and the practical
implications of the parents' responses to our guestions, since
the parents' comments and descriptions were clearly shaped by
their assessment-intervention ‘experiences throughout the
project. Therefore, the results and xmglications must be
understood and evaluated in the context of the assessments and
parent-professional interactions that thess parents
experienced. An understanding of their experience is
necessary in order to check out whether our understandings of
garents' reactions and preferences would hold in another

nfant assessment setting.

This inquiry addressed the question: Within the
assessment-as-intervention paradignm, what features of
developmental assessment-intervention best meet the needs of
biolegically high-risk infants and their families within the
first year of developmental follow-up?

. lu.e issues discussed in chapter one led to certain
implications for the research approach and methodology. These
implications concerned which group of infants and parents to
include in the study, in what context to conduct the study,
and what type of research design to use. Hence, this chapter
discusses e infants whose parents were the respondents in
the study, the assessment-intervention model that formed the
context of the spuﬁx, and the naturalistic approach to
research that provided the structure for the inquiry.



The Infants in this Study

One group of babies in need of developmental intervention
comprises biologically at-risk babies.  For the purgose of
this study, these infants were defined as infants who were
cared for in the neonatal intensive care unit and who
experienced one or more of the following:

a) born at less than 34 weeks gestation
b birthweight less than 1500 grams
5) c) perinatal asphyxia (5 minute Apgar score less than
d) neonatal geizures
e) a diagposis of bronchopulmonary dysplasia (BPD) or
chronic lung disease prior to discharge .
) lf a diagnosis of overwhelming sepsis (bacterial or

vira

g) abnormal neurological findings or abnormal tone on
routine examinatiun in the nursery .

intraventricular hemorrhage (IVH) or periventricular

h)
leukomalacia (PVL)

Since the gurpose of this study was not to predict
developmental outcome on the basis of perinatal events, but
rather to design a model of developmental uwonitoring and
intervention, we included all of the infants served in one
neonatal intensive care unit during the time of the study, if
thg{ fell within these parameters and their parents agreed to
participate. once the project began, the project staff
enrolled consecutive infants and their parents who met these
criteria, until 30 families were participatln%; Two families
that we approached in the hospital declined to participate.
Twenty-five of the 30 families who enrolled completed the
entire project. Of the five families who did not complete the
gro;ect, one completed all but the final interview, which they
id’ not schedule due to a complicated situation in their
familg at the time; one agreed to participate while in the
hospital, but did not keep any of the appointments afterward;
two moved and did not leave information about a forwarding
address or phone number; and one moved out of the area.

Table 1 provides an overview of some characteristics of
the 24 infants and families who completed the study.
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Table 1

Demographic Characteristics of study Infants and Families
Infant's Infant's Gestational . Mother's
Pseudonym  Sex Age = Birthweight
Zachary M 25 wks. 820 gm. single
Brendan M 25 WKS. 820 . married
Jimmy ) 20 WKS. 570 . marriad
Debbie T 26 WKS. 650 gm. married
Leslie F 26 WKS. 820 . married
Jerry M 27 WKS. 780 gm. single
Marc M 28 WKS. 1240 gm. married
Tabitha F_ 29 wks. Igg%;gm. single
Patty F 29 wWKks. 04 . married
Greta F 29 WKS. 1260 gm. married
Anita F 29 WKS. 1520 gm. married
Triplets single

Brent M 30 wks. 1400 gm.

Mitch M 30 wks. 1120 gm.

Chris M 30 wks. ? _gm.

Twins single

Ned M 30 wks. 1280 gm.

Nancy F 30 wks. 1300 gm.

i M 30 wks. 1550 gm. married
Bobby M 31 wKs. 1700 . single
Timothy M 31 wks. 1060 gm. single
Billy M — 31 WKS. 1320 . single
Donnie M 31 wks. 1760 . married
Brenda F 31 WKS. 2060 gm. married
Tonya F 3¢ Wks. 1500 gm. single
Ellen F 32 WKS. 1540 gm. married
Callie F 32-33 wks. _gm. married
Twins married

Jackie F 33 wks. 1780 .

__Karen F 33 wks. 2470 gm.
Katie F 33 wks. 1990 gm. single
Kevin M — 33 WKS. 2440 gm. married

Notes

1l.Marital status given as of the time of the infant's birth.
In jsezgral families, marital status changed during the
roject.

2.Families were sequentially enrolled in the project, as the
infant neared discharge from the neonatal intensive care unit.
3.Maternal age varied from approximately 19-38 years at time
of infant's birth, :

4.Parent's educational backgrounds varied widely.
S5.Families' economic status varied widely.

6.Racial/ethnic backgrounds included 1 Asian, 1 Hispanic, 14
Black, and 9 white families.




.assessnen

The Assessment-intervention Model

On the basis of previous research, experience, and
observations, we saw a need for the idenéitied.infants and
their parents to receive geriodic developmental intervention
that included more than strictly assessment of developmental
status, but not necessarily the daily or weekly services
gﬁovided by available early intervention programs. To meet
is need, we selected a model that utiliz::d” the concept of
t-as-intervention. This concept, consistent with the
image of a family operating as a system, recognizes that a
developmental assessment of an infant inherently functions as
an intervention in a family system. In order ‘o optimize a
developmental assessment as a positive intervention, and in
particular to structure an assessment as a developmental
intervention for the infant and parents, we must carefully
think through the best ways to approach an assessment in order
to produce a helpful developmental experience and learring
session for parents.

Several authors had previously discussed the concept that
an infant assessment can also precvide a helpful developmental
intervention if the evaluator communicates effective with
the child's parents and involves them appropriately in the
assessment process (Bradley-Johnson, 1982; Brazelton, 1981).
These authors and several others have discussed ways to modif
an infant's assessment in order to better meet the needs o
garents and to use the assessment time to share imﬁortant

evelopmental information with parents (Brown, 1975; Hanson,
1984; Rogers, 1978). Some of the advanta%gs. of using
developmental assessments in this way include efficient use of
time and resources and the potential of developing sensitivity
to parents' as well as infants' needs during the testin
process. An assessment-intervention utilizes developmenta
assessments as an opportunity to explain infants' responses to
parents, answer parents' %?estions about development, support
parents in their role and suggest activities to facilitate
optimal infant development. his approach is partlcularli
useful for meeting the develégmental needs of high-ris

infants, since contacts with the family may be spaced bz
several months. Designing assessment experiences to mee
parents' needs for developmental information and intervention
while simultaneously gathering systematic and periodic
information about the infants' developmental status allows
developmental evaluators to collect the data necessary to
monitor the inrfants' developmental needs and to ‘make
ap rogrzage sugge.tions to parents for interacting with the
infant, within the context of one visit with the baby.

At the start of the project, we had a detailed model for
developmental assessment with infants and young children that
was consistent with the concepts of assessment-as-intervention
(Hanson, 1984). This model included principles for
interactions with parents  concerning a developmer.tal
evaluation and detailed checklists of points to consider when
designing a child's evaluation to meet parents' needs (see
Appendix A). This parent-sensitive model for developmental
assessments was based on previous research (Hanson, 1984).
The earller.studg.lncluded questionnaires completed by parents
before their children's assessments, observations of the
assessments, and two sets of open-ended interviews with
parents after the assessments, within an ethnographic research
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framework. Thus, the model was gronunded in parents' and
children's actual experiences with developmental assessments,
and in specific needs and reactions that parents had
expressed. The model formed the startin% point for the
reseéarch described here. Throughout he assessment-
intervention process, the original model was modified to
better meet the needs of the parants in this project. The
research process also provided derailed explanations from
parents about what makes this assessment-intervention process

work.

Early Modifications to the Assessment-Intervention Model

Early in the groject, it became apparent that, while the
original checklists contained a wveal of usefui items to
guide interactions with parents, they did not offer a readilg-
useable format. Therefore, we modified the arrangement of the
items, and placed them in two checklists: a Pre-Assessment
Interview uide (Agpendix B and a Planning Form for
Assessment-Intervention (Appendix Ci. We recognized the need
for a concise checklist to use during the actual assessment
sessions to help an assessor remember the essential
componenﬁs of assessment-intervention at the times they should
occur. In response, we developed a short Checklist for
Assessment-Intervention, for use during each Aevelopmental
assessment (Appendix D). To complete the modz) in a concise
format, there is a shortened list of essentials for pre-
assessment planning (Appendix E).

These checklists represent an attempt to specify concrete
agplicatlpns of the principles of assessment-intervention.
These principles, which also emerged during the earlier
research study (Hanson, 1984), include the following:

1. Find out what understandings, epectations and needs
a family brings to an assessment. These set the
context for parents' reactions. (This is one of the
tasks of the pre-assessment interview.)

2. Aim to establish a caring, comfortable relationship
between professional and parents, with contacts
before, during and ~fter assessments. Convey that we
care about both bal.ies and their parents.

3. Provide a great deal of information for parents,
gregerably in the form of ongoing dialogue before,
uring and after testing. This Information should
cover at least the followirg:  the purposes of
develogmental evaluation, what will happen during an
evaluation, what their roles as parents include during
an evaluation, the mean;ng of the test, the
imp:ications of the child's performance, and
approaches to the child's developuental needs.

4. Involve parents as partners and peers in the process

of planning and implementin a developmental
assessment. =~ Set clear but flexible guidelines.
Respect and listen to parents' knowledge of their own
children.

11
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5. Strive to increase the validity of test results by
?athering and incorperating information from parents,
including irformation regarding their observations of
their child at home, a comparison between the child's
test performance and the child's behavior at home,
their needs and concerns about their child, and ways
to arrange the test situation to encourage the childls
best performance.

Some of the points reflected in these principles, which
may appear on the original checklists in Appendix A, have
disappeared frcm the shortened versions. This is not
necessarily because the items are not important, but because
some of the items are inherent in the structure used in this
project, and thus ¢id not require specific planning. For
example, the model recommends placing an assessment in the
context of a continuing relationship between parents and a
grofessional. Since the same researcher worked with the same

amily throughout the project, and each assessment included
contacts before and after the actual assessment with the pre-
assessment and post-assessment interviews, this aspect of the
model happened automatically.

Is is important to note that, when sharing information
with parents, the aim is to convey broad principles and
understa.dings along with specific items of information, so
that parents will be e%Pipped to apply principles of
development and understandlings about assessment to other
situations with their children. While an item may be a brief
note on the checklist, it should remind the developmental
specialist to discuss related ideas in detail with parents.

Assumptions about Parents

We found it helpful to delineate the assumptions that
seemed to underlie our interactions with parents. The basic
assumption is that professionals should approach parents as
geers, partners, loilint planners and joint decision-makers in

he developmentzl assessment process. This follows from two
assumptions:

1. Both parents and professionals can make valuable
contributions to the assessment-intervention process.
Acting in accordance with this assumption involves
recognizing several points, including:

a. Professionals should be consultants to parents.

b. Parents are the experts on their own childrer.
Althoujh not all parents initially realize the
importance of their observations apg knowledge of
their children, parents make observations wnile caring
for their childrer, and those observations provide an
important contribution to a good developmental
assessment.

¢. pParents' krowledge of their children should be
incorporated into the planning cf aa assessment
session.

12
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d. Test results and devologmental information from
parents deserve equal weight.

e. Parents have "final say" about whether an assessment
represents their child's abilities.

2. The grofess;onal's role is to facilitate parents'
decislion-making, not to get parents to comply with
recommendations. Acting” in accordance with this
assumption means at leact the following:

a. Parents need enough information to evaluate the
validity of test results.

b. Parents need enough information about their child's
development and needs to make decisions about pursuing
recommendations.

c. Parents should be offered the opportunity to
participate in decision-making from the first
encounters.

d. Professionals must aim to establish an environment
where parents feel free to share opinions and
observations. '

e. Professionals should take the lead from garents,
rather than following pre-conceived ideas of how to
meet families' needs.

staff Preparation to Ap€1¥ the
Principles of Assessment-Intervention

In reraring to apply this model of assessment-
intervention, the researchers first immersed themselves in
conversations about the principles of assessment-intervention,
what thex meant, how we would applx them, and how to use the
checklists during an assessment. e talked about the Bayle
Scales of Infant Develszent (Bayley, 1969), what a paren
would need to know in order to understand our use of them, and
how we would gprage explanations. We went through the Bayley
Scales item by item, talking about all the components of
development that a developmental specialist observes and
thinks about when presenting these items tc a baby, and how we
could explain these observations in detail, so that a parent
could learn to make similar observations about development
while we were administering assessments. Then we practiced
assessments, observing one ‘another and marking off the items
on the assessment-intervention checklists, and discussing
afterwards how the activities of the assessor did or did not
fit the principles of assessment-intervention. We also
developed assessment report formats (Appendix F) that included
exglanations of information parents would need in order to
gg grsgagg the developmental statements in reports concerning

elr babies.

Although we generally talked in terms of principles and
descriptions, we did want to ascertain whether it was Yosgible
to apply the assessment-intervention model in a relatively
consistent, even though flexible, way. Thus, after discussing
and practicing, the project director observed each of the
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other researchers at 1least once during an assessment-
intervention, marking off the items on the Checklist for
Assessment-Intervention as the researcher covered them in her
interactions with the infant and parent. The number of items
covered by the researchers in relation to this checklist
ranged from 83% to 94%, with an average of 90%. In addition,
the project director's checkmarks on the checklist matched the
researcher’s own notations on the checklist at rates ranging
from 89% to 100%, with an average of 97%. Thus, it appeare
that, as a team of clinicians and researchers, we were able to
reach a common understanding of how to apply the principles of
assessment-intervention, and then to apply these principles
consistently in our interactions with parents.

At first glance, the use of checklists may seem at odds
with the ethnographic approach of the research. Upon careful
consideration,” however, they are quite consistent, for at
least two reasons. First, the items on the .check]:fsts grew
out of previous field observations and interviews with

arents. Second, the items are descriptions of things that
appen during assessment-intervention interactions between a
parent and a professional. As such, they are in no way an
attempt to quantify the aspects of these interactions, and we
never used them as a quantitative research observation tool.
Rather, the checklists nerved as descriptive reminders of ways
to implement the grinciples of assessment-intervention, and as
such, they worked very effectively.

Ethnography and Naturalistic Inquiry

Several factors arqued for a flexible, open-ended, in-
depth research design to approach the problem of developing a
model to best meet the developmental intervention needs of
high-risk infants and their families. First, there are
relatively small numbers of appropriate infants available to
study in any program within a reasonable amount of time. This
argued for an in-depth 1look at the available families.
Second, the complex nature of family s}:rstems and of the
interactions that take place between infant, parents, and
assessor would render traditional research designs with a few
re-determined variables ineffective. A number of researchers
in education and other social fields have expressed concern
about whether the more traditional research designs can
capture the kind of meaningful information needed to agply
research results in the context of complex relati.nships
between people. (Barritt, Beekman, Bleeker, & Mulderij, 1979;
Blumer, 1969; Eisner, 1983; Stainbeck & Stainbeck, 1984,
1988). Third, the individual needs of various families
required a research plan that would take account of these
needs and result in a flexible model, with provisions to adapt
to parents and professionals that serve high-risk infants.
The complex and individual nature of family needs also argued
for a design that afforded parents the position of expert
about their needs and about the needs and responses of their
infants in a family context, allowing them to teach us what
factors an effective model for developmental intervention
should reflect.

Thus, this research aimed to understand parents'

perceptions, experiences, and needs as they moved through the
developmental assessment-intervention process. With this
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thought in mind, several concepts underlying ethnographic
research proved particularly helpful when 'designing and
thinking about the project. First, in an ethnographic study,
the researcher enters another culture and seeks an
understanding of that culture. In this study, the parents of
infants born prematurely, cared for in a neonatal intensive
care unit, and followed by a developmental szc<ialist formed
a "culture" somewhat different than that of the researchers,
because of their experiences as the parents of these infants.
The researchers attempted to enter at culture and build an
understanding of the feelings, needs and interpretations of
those parents. Second, an ethnographic researcher describes
what s/he sees and hears in that culture, as observed in a
natural setting. We found it valuable to observe and
interview in the natural settings of these parents, with their
babies in the hospital and in €heir homes or a clinic at the
time of a developmental assessment-intervention. In this way,
the researchers were as close as possible to the situations
experienced by the parents. In addition, placing the study in
a natural context, with all of the complexities "and
actualities of a clinical setting, furthered the ossibilities
that our understandings would be closer to actual experience,
and that the suggestions that would flow from the study would
translate into clinical practice afterward. Third, “he
primary methods of ethnographic research include participant
observation and 1nterviewing. Again, these methods offer
excellent tools for building understandings about the
experiences and interpretations of a particular set of people.
Theg allow for the respondents to direct the content of the
findings much more so than tools that pre-determine all of the
lmgortant variables for the study. Fourth, questions and
understandings emerge during the procass of an ethnographic
study. This allows for the researchers to learn as they go,
and to modify a flexible study design during the course of the
study, in accordance with the understandings that emerge.

Finally, an ethnographic researcher considers the members
of the culture under study the experts about that culture, and
attempts to understand the meaning of the culture as the
geople express it (Spradley & McCurdy, 1972). In the research

escribed here, parents were the experts about parenting a
biologically high-risk infant and moving through a sequence of
develcpmental services from that perspective. The researchers
needed to learn from the parents what assessment-intervention
looked like from their side, and from that to discern what
would be the most effective style of intervention to aid them
in the process of parenting this high-risk child. The
importance of emphasizing parents' gerspectives and needs was
reinforced by the awareness that the precise developmental
outcome for these infants was uncertain, and these mothers and
fathers were called upon to parent in the context of that
uncertainty.

This attitude toward parents arose from the need to seek
to understand garents' perspectives. It also coincided with
the clear trend toward greater Yarent participation in earl
intervention programs, developmental assessment, an
educational and medical decision-making. The 1nquir
agproached parents as equal partners with the researchers, ang
afforded them the position of colleague as we endeavored to
shape the style of interactions with parents during the
developmental assessment-intervention process.
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Although we had not read Lincoln and Guba'‘s (1985) book
on naturalistic inquiry when we first designed this study, we
have since found their thought very helpful and applicable.
The tenets of the naturalistic inquiry paradigm are quite
consistent with the assumptions of this inquiry, and quite
consistent wﬁth the parent, family, and educational
perspectives discussed here and in chapter one. Following is
an outline of these tenets as presented by Lincoln (1988),
with a discussion of how they apply to this inquiry.

(a) The naturalistic inquiry paradigm assumes that
there are multiple, socially-constructed realities, created by
the people who enact and experience them. Blumer (1969), in
his expnlication of symbolic interactionism, has described one
very helpful agfroach to understanuing "multiple, socially-
constructed realities." Very briefly, he posits that human
beings act toward things on the basis of the meanings that the
things have for them; the meaning of such things is derived
from, or arises out of, social interactions; and meanings are
handled in, and modified through, an interpretive process used
by the person in dealing with the things he or she encounters.
In relation to, the inquiry described here, parents create
multiple realities, or meanings, related to parenting children
with special needs and exger;encing assessment-intervention
services. These interpretations of experience will affect
garents'.reactions to interactions with professionals and to
he services they receive. At the same time, professionals
create meanings on the basis of their own social experiences,
and these will affect their reactions to interactions with
parents. Professionals' and parents' interpretations of the
same experiences may not match. Effective collaboration
between parents and professionals requires that professionals
build an understanding of the "multiple realities" that
garents bring to an assessment-intervention setting, and that
he sessions take account of these various interpretations of
experience. The multicultural backgrounds of the parents and
g;ofessionals involved in assessment-intervention may lead to

iversity in interpretation of the experience, but even apart
from cultural difference, the difference in experience between
a professional and a parent in relating to a particular child
can create a difference in interpretation and meaning for the
professionals and parents involved. Thus, the assumption of
multiple, socially-constructed realities in the naturalistic
lpgult paradigm fits well with the assessment-intervention
situation.

(bA The paradi considers interactivity between
researchers and respondents inherent, unavoidable, and an
opgortunlty for mutual learning. Again, this is consistent
with the acsumptions and approaches of the assessment-
intervention rodel. Effective assessment-intervention carnot
occur without effective interactions between parents and
professionals, and these interactions offer an opportunity for
mutual learning.

... (e) When considering  generalization of research
findings, the naturalistic inquiry paradigm assumes that there
are no time- and context-free laws. We must determine if our
understandings hold in another time and place--e.qg., 1if
another set of parents experiences the world in accordance
with our previous understandings.
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(d) The paradigm of naturalistic inquiry considers
linear, causal chains insufficient to descrihe the complexity
of situations. In this case, linear, causal chains are
insufficient to dascribe the social situations relevant to

arent-infant interactions and parent-professional
nteractions. The past several decades of research and
experience with parents, families and children have heightened
- our agPreciation for the complexity of these interactions, and
have highlighted the inadequacy of linear causal models for
explaining and describing them. Research that assumes that
more complex relationships lie behind family and parent-
professional relationships will more 1likely produce
understandings that will transfer to the real world in
meaningful ways.

(e% Naturalistic inquiry recognizes that science
cannot be value-free. Early intervention is not walue-free,
and neither are the practitioners and researchers within the
field. A research paradigm that openly recognizes the impact
of values on choice of research questions, methodoloq¥ and
interpretations allows the researcher to account for these
values and their influence on the research process.

Thus, there seems to be a good match between the issues
and needs that arise in the context of an infant assessment-
intervention, and the assumptions and approaches of
ethnographic or naturalistic research. The following section
describes our specific applications of these approaches during

the inquiry.

The Research Design

. With thoughts about ethnograph and assessment-
intervention as a foundation, we embarked upon a journey with
the parents and infants in the study. Our task was to
ascertain parents' perceftions of their own needs durin% a
{ear of developmental follow-up for their infants, from the
ime the infants went home from the neonatal jintensive care
unit, through the time of a developmental assessment-
intervention at approximately 12 months correcced age, cnd to
figure out what features of developmental assess.ent-
intervention would best meet the needs of these high-risk
infants and their families within the first year of
develnpaental follow-up. The project employed a research
design that included the following components: (a) an in-
hospital observation of parents visiting their infants, (b)
administration of the Brazelton Neonatal Behavioral Assessment
Scale at 40-42 weeks gestational age, (c) pre-assessment
interviews, assessment-interventions, and post-assessment
interviews at 3, 6, 9 and 12 months (corrected ages), and (d)
evaluative interviews at the end of the series of
interventions.

A basic understanding of the framework of the research
forms an important foundation for interpreting the parents'
responses as participants in the research. 1In addition to
building an understanding of the context of parents' comments
\s they appear in the next chapter, reading this section may
suggest some activities that could be modified and then used
in another follow-up program as a tool for gaining an
understanding of parents' positions and perspectives.
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Whenever possible, one resesarcher moved through the
entire process with a family. Due to a personnel change,
several families changed researchers very early in the stu g,
after the hospital observation or the Brazelton assessment,
and several others after the assessment-intervention at 3
months corrected age. Reactions to these changes, on the part
of both the researchers and the parents, along with the
quality of the relationshigs that dcvelopeé when researchers
and family remained together over a period of time in the
studz reinforced the wisdom of maintaining a constant
rela 1onship whenever possible. This policy enhanced the
opportunity for a researcher to develop a relationship of
trust with the parents, and thus increased the parents'
openness when sharing reactions to the assessment-intervention
process. The Oppo uniqy to iet to know a family well also
enhanced the researchers’ ability to ask questions to clarify
issues discussed during the interviews. In addition, using
the same person to ask the research questions and to perform
the assessment-interventions increased . the potential
applicability of the results of the study to other clinical
settings, since the researchers experienced the contingencies
of a clinical setting first-hand, and developed understandings
from that perspective.

First the researcher visited with the arent(s),
observing the baby in the hospital and watching the parent-
infant interactions. This observation, of at least half an
hour in length, 1) enabled the researcher to meet the parent,
explain the project, and obtain _informed consent to
particigate in the study (see A Eendix G), 2) helped the
researcher to develop an understan nq.ot some of the parents'
needs and feelings at that time, which formed an important
foundation for later interactions with the family, and 3)
enabled the garents to begin a relationship with the
researcher-. After the hospital observation, the researchers
wrote notes concernini observations that might relate to
parents' reactions to later developmental assessments. The
observations served as a tool to build understanding of the
garent(s)' needs and feelings in relation to their baby at

his time, providinqkan important foundation for understanding
and interacting with parents at later visits.

The next visit with the family involved administering the
Brazelton Neonatal Behavioral Assessment Scale at 40-42 weeks
gestational age. Most of the babies had been discharged from

he hospital " by that time, so the Brazelton Assessments
occurred at home. For the few babies who remained in the
hospital at 40-42 weeks, the Brazelton Assessment took place
in the hospital at a time when the parents could attend. The
interactive opportunities that occur during administration of
the Brazelton Scale tend to be somewhat less overwhelming for
arents than those of some other assessment tools. We found
hat the Brazelton Scale provided parents with a
nonthreatening but specific experience with assessment and a
framework for the next step of the research process: the
parent-professional planning of the next developmental
assessment. Without such a framewoiz. it would have been
difficult for parents, most of whom ihad not experienced
develogmental assessment for infants befcre, to have the
knowledge base needed to answer questions about how they would
like an assessment-intervention structured. Since the goal of
this part of the project was to facilitate an interactive
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rocess between garents and assessors, rather than to gather
gata for prediction of develognental outcome, the use of the
Brazelton Scale is particularly appropriate.

The grinci les of assessment-intervention formed the
basis of the interactions with parents during the Brazelton
Assessnments. Each Brazelton Assessment took place in the
context of a continuin relationshﬁP with the parents and babg
(i.e., the researcher had met the family in the hospital, an
talked with the parents on the phone before the Brazelton
Assessment). These contacts:Frov ded an opportunity to gain
an understanding of the questions, expectation:. and needs the
arents would bring to the first assessment session. The
razalton Scale, when used as an intervention tool, provides
an excellent forum for offering information to parents, when
the assessor explains the items and the baby's responses
throughout the assessment (see Nu%cmt, 1985 for detailed
suggestions about using the Brazelton Scale in this way) .
Even at this early age, parents have learned a lot about their
baby from their own observations. Recognition and validation
of these parent observations fit easily into assessment
conversations. To further the development of a continuing
relationship as the context for an assessmen’., contacts after
the Brazelton Assessment included sending a written report to
the family (see Aggendix F), with a follow-up phone call to
discuss e report. Parents also routinely received the
researcher's ggone number, so they could call with questions
if they felt e need.

The next planned contact with the family was a pre-
assessment interview, shortly before 3 months corrected age,.
The purposes of the pre-assessment interview were to schedule
an assessment-intervention near 3 months corrected age, and to
obtain input from the parents about how they saw their needs
in relation to the assessment. The input was gathered by
asking the parents to respond to a checklist of options for
the assessment, as well as to answer some more open-ended
questions (see Appendix B). 1In addition, this part of the
process enabled the raesearchers to explain the assessment in
advance, to set the tone for parents' involvement in the
assessment, and to discuss parents' concerns about their
babies in preparation for the assessment. This pre-assessment
planning and conversation forms an important component of the
assessment-intervention process, with specific opportunities
for parents to share in the assessment planning process. The
rasearchers noticed that parents tended to share fewer
sgecific ideas of how they wanted an assessment to proceed at
the beginning of the project, and to rely more on the
researcher to direct the planning. Presumably, this was
Fecause, at the beginning of the project, they had limited
experience with assessments, and therefore fewer specific
preferences. Perhaps ti.ey also had limited experience with
parent-professional relationships that afforded them the
opportunity to have such an active role in planning
interactions. 'The researchers also noticed, not surprisingly,
that parents' need for explanations about what to exgect rom
an assessment decreased as time went on and they had
2xperlienced several assessments.

An assessment-intervention then took ?lace at

approximately 3 months of age (corrected age This
assessment-intervention was planned to coincide as closely as
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possible to the parents!' greferences oxgﬁessed during the pre-
assessment interview. n addition e original model of
assessment-intervention supplied guidelines an ‘frinciples for
the assessment-intervention sessions (see Appendices A, ¢, and

Before each assessment-intervention session, the
researcher would use either the Planning Form for Assessment-
Intervention (Appendix C) or the Checklist for Assessment-
Intervention (Appendix D) as a tool for individualizing the
assessment-intervention session for a particular family. On
the basis of the pre-assessment interview and any " other
Brevious contacts with the fani%x, the researcher would go
through the checklist and mark with an asterisk the items that
she ~onsidered particularly important for this assessment-
intei,ention session with this family. Then she would
identify the reasons that she highlighted these particular
items, and make notes about her reasons. This forced the
regsearcher to think about which aspects of the assessment
model seemed to respond most closely with the needs of a

articular family, based on the information that the parents
ad shared. Thlis part of the process also helped the
researcher to think about a parent as arn individual 1in
relation to the assessment-intervention process.

Using the Bayley Scales of Infant Development as the
basic assessment tool, combined with informal observations and
conversation with the parents concerning the bab{ the
researcher then did an assessment-intervention with the

arents and infant. During and after the assessment-
intervention session, the researcher would check off the items
on the Checklist for Assessment-Intervention if she had
covered them in the session. This checklist served as a self-
monitoring tool (i.e., the researcher could monitor the
consistency and completeness with which she followed the
assessment-intervention model), and as a reminder of the
essential elements of the assessment-intervention model during
the actual sessions.

. A post-assessment interview followed each assessment-
intervention. At the beginning of the project, these
interviews were always scheduled on a day following the
assessment-intervention. As the project proceeded and the
researchers became better acquainted with the parents, they
sometimes conducted these interviews immediately following the
assessment-intervention session. This allowed for immediate
reactions to the assessment-intervention, while the experience
was very fresh in their minds, and simpiified the schedulin

process. This was particularly important as the basies go

older and tFarents became increasingly involved in other
family, child, professional and personal activities.

The purpose of the post-assessment interviews was to have
arents comment on the assessment-intervention experience. At
he 3-month and 6-month post-assessment interviews, the

researchers asked open-ende .guestiops, asking the parents to
ldentify what they did and did not like about the assessment-
intervention that they had just experienced. (See Appendix H
for details about the procedures for the post-assessment
interviews and delineation of the estions.) During the
interview, the researchers recorded the parents' responses by
writing down lists of things the parents did like and things
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that they would like changed at subsequent assessments. After

making the lists, the researchers would read them back to the

garen 8 and ask for clarifications and changes, so that the
ists matched what the parents had intended to say.

At the 9-month and 12-month interviews, the researchers
felt a need to provide more specific questions to the parents,
to check out whether the understandings that they had reached
by that point matched what the parents had been saying. Thus,
the post-assessment interviews at these age3 followed a
different format Sgee Appendix I). Although these interviews
offered more specific options for the parents to respond to
the researchers always begar with the most open-ende
questions, and elicited as much information as possible at
this levei, before moving on to the more specific questions.
The researchers recorded the parents' responses as notes on
the papers that listed the questions.

A research project asks more questions and collects more
data than would be practical in a purely clinical program.
However, a brief post-assessment interview format immedia;elI
following assessments would be quite practical for clinica
grograms. Simply asking garents after an assessment what they

iked and what they would like done differently during later
assessments would rovide the clinician with valuable
information, especially once good rapport had been established
between the clinician and the parents. Asking these qiestions
would also provide another way to send a clear message that
the clinician wanted to structure assessment-interventions to
meet parents' needs.

This sequence of pre-assessment interviews, assessment-
intervention sessions and post-assessment interviews was
repeated with each family at % 9, and 12 months (corrected
ages) . (For a detailed summz:: of the research process for
each assessment-intervention, see A@Pendix J.) After all of
these interviews and assessment-intervention sessions, the
researchers met with each family for an open-ended evaluative
interview at the end of the project. Guiding questions for
this interview were developed by the project staff on the
basis of their experiences in the project up to that point
(see Appendix K). The 3?estions, however, were only a guide,
and parents were asked to share reactions and suggestions in
an open-ended fashion. The interviews were taped and
transcribed for data analysis. In addition to asking the
ogen-ended. questions, the researchers utilized a 1list of
themes that they had identified from all of the previous
contacts with the famil{, and asked the parent: to confirm,
disconfirm, or clarify these themes. This provided a final
gpgortunitg to determine whether the researchers had
interpreted the parents' comments up to that point in the ways
that “he parents intended them, and whether the researchers'’
understandings provided an accurate reflection of the things
that the gqrents had described throughout the project. This
process, like the feedback of information to parents during
earlier interviews, served as the project's application of
"member chec. ing," as described by Lincoln and Guba (1985).

A brief sketch of the process that the researchers moved
through with each family appears in Table 2.
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Table 2
* Hospital observation

*+ Brazelton assessment-intervention
(40-42 weeks corrected ages)

# Bayley assessment-interventione: > repeated at
~-pre-assessment interview > 3, 6, 9
--asgessment-intervention session > and 12 months
--post-assessment interview > (corrected ages)

# Tinal evaluative interview

Throughout this project, we made every attempt to make
the study and its results clinically relevant, addressing the
early intervention issues and research paradigm issues that we
discussed earlier. The study responds to the interplay of
clinical and research paradigm issues in several ways. First,
the study was based in a natural context. The researchers
provided developmental follow-up and _sSome intervention
services, confronting the contingencies of that situation, as
well as interviewing parents and collecting data about the
situation. Second, continual interactions between parents and
researchers were integral to the project, with a high degree
of respect for the value of parents' contributions to both the
assessment-intervention process and the research process.
Parents and professionals jointly planned each assessment-
intervention session; researchers continually modified
research questions and insights, adding new facets of
exploration as the study proceeded, on the basis cf parent
input. Parents retained continual input into the
interpretation of their comments through the member checking
process.

Third, the study allowed for'garents to provide insights
about the fmpact of their various backgrounds and experiences
through the ogfn-ended interview process, within a consistent
relationship between a researcher and each family. Observing
each family in the hospital also allowed for some insight
about part of that family's experience that may have affected
their reactions to developmental follow-up. ach parent was
afforded the opportunity to describa his or her own
exggriences, understandings and reactions in an open-ended,
individually responsive setting. Finally, the researchers
continually explored the impact of thelr own values and
beliefs through team discussions, individual reflection and
journalling. Thus, the resultin recommendations about
assessment-intervention are grounded ' in research data,
inherently consistent with educational beliefs about parents
angt.infants, and based on experience in actual clinical
settings.
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Chapter 3
FROM PARENT INARRUVEUS

' The process described in chapter two generated a great
deal of data, in the form of notes about observations and
parent interviews, journals about the researchers' experiences
with and thoughts about the assessment-intervention process,
and tapes of interviews with parents. Of all the data
collected, the final evaluative interviews form the main
foundation for the information that we shave with you in this
chapter. These interviews, which 25 families completed, were
taped, transcribed, and thei. analyzed in detail according to
the procedures described below.

Although the t¥ped transcriptions of these interviews
form the foundation for tha detailed analysis presented here,
the researchers' relationships with the families and the
understandings that they gained about each famil during.the
earlier phases of the project shaped and undergirded the final
interviews. Clearly, the experience the researchers shored
with the parents during the assessment-intervention sessions
created common ground for discussion. In addition, the
relationships established during the year of interviews and
assessments developed into invaluable rapport between the
researchers and many of the parents. This rapport is essential
for good open-ended interviews. Concretely, the researchers'
delineaticn of the themes that they had identified from
earlier contacts with the families formed the basis of member
checking at the final interviews. The understandings that the
researchers gained from the earlier interviews also helped to
shape the questions for the final interviews--both the guidin

questions for the interviews, and the probing questions tha

the researchers asked in order to gain a deeper understanding
of ghe parents' responses during the actual interview
sessions.

The Process of Analysis
with the Final Interviews

. The procedures for analyzing the transcripts of the final
interviews grew out of guidelines from three sources. First,
Barritt, Beekman, Bleeker and Mulderij (1979) describe a
rocess of looking for forms (significant points) and common
orms (themes) in written 1?a11tative data. Second, the
earlier study (Hanson, 1984) that provides the original model
of assessment-intervention offers an adaptation of the Parritt
et al. approach to analysis, applied to a relatively large
number of long interviews. Third, Lincoln and Guba (1985)
suggest some specific procedures for analysis that allow for
several people to look at the same data "and decide whether
they agree that the interpretations of the data as set forth
from tne study are reasonable, trustworthy interpretations.

. A form, in the terminology of Barritt et al., is a
strlklng. thought or point that stands out when reading
qualitative data. In the project presented here, a form may
be significant to the reader of an interview because it
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relates directly to a question or tentative insight that has
emerged during the study, because the parent presents the
point as though it is important to him or her, because it
sheds new light or some aspect of the assessment-intervention
rocess, or becaus: it relates to thoughts that other parents
ave mentioned during the course of the study. A common form
is a form that occurs repeatedly across interviews--
essengjally a theme, or a similar thought expressed by many
parents. :

The first step in the analysis of the final interview
transcripts involved two project staff members reading through
the transcripts to identify forms. One of the readers had not
done any of the final interviews; the other reader (one of the
researchers) had done approximately a third of them; both were
very familiar with the project. They read through the same
interview independentl¥, underlining significant statements,
and writing tentative interpretative notes in the margins or
on another sheet of paper. After reading an interview, they
discussed the interview, the statements they had identified as
significant, and their interpretations. ey compared which
goxnts they had considered significant and how they had

nterpreted them, talking through their observations "until
they reached general agreement on the interpretations. This
provided a forum for two readers to determine whether they
interpreted the statements in the interviews in similar ways.
After the discussion, each of these readers typed a list of
the forms that she identified in the interview, with notations
of the page number or numbers where she found quotes that
provided the basis for each form. In the margins of the
interview transcrigf, she wrote the number of the form as
designated on the ed list of forms. With this notation
¥stem, it was possible at a later time to retrace the stegs

the analysis, from the form on the list to the statements
n the transcript that 1led to the form. Thus, 1if
clarification of a form was needed at a later point in the
analysis, one could easilg look up the statements referenced
in the interviews. 1In addition, an independent reader could
later retrace the path from the conclusions to the data
underlying the conclusions, and make judgments about whether
the conclusions were reasonable on the basis of the data that
led to them. To further clarify the intent of the forms, we
often included quotes from the interviews to illustrate the
forms, so that the words parents had used to describe their
eypegiences and perspectives were included along with the
listing of the forms.

s
o
i

once two staff members had read the final interview
transcripts and listed forms in the manner just described, we
looked for consistency between interviews.” After writing a
list of tentative themes (common forms--thoughts that seemed
to run through many interviews), we cut apart the lists of
forms from the interviews, and sorted them into groups, usin
the list of tentative themes as a guide. Gradually we refine
these themes on the basis of how well the forms fell into each
of these areas.

. once we had a workable list of themes, rules were written
(in the rashion su?gested by Lincoln and Guba, 1985) for each
theme. Anyone sorting forms into these different themes had
rules to use when decliding whether a particular form belonged
with a particular theme. The researchers sorted forms from the
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interviews into these themes. On the basis of this complete
sorting of forms into the themes, the themes and tleir
descriptions were further refined, yielding ‘:he theres and
descriptions that appear in this chapter. Since the forms
include or reference quotes from the interview transcripts, a
wealth of parent otes exist which illustrate and supoport
each theme. Finally, another pro,ect staff member, who had
neither met or interviewed the families nor previously read
the interviews, read a sampling of interviews and checked for
logical consistency of the analysis by retracing the steps
from themes to forms to quotes in the intervisws.

Table 3 presents a summary of the analysis process used
with the interview transcripts.

Table 3
sumpary of Analysis

* identif¥ forms in each interview transcript
identify tentative themes
* gsort forms into tentative themes
.% rafine themes
* gsort forms into themes
* illustrate themes with quotes
* trace audit trail to check for logical consistency

Several points about the interview analysis procedures
merit highlighting. First, the rocess emphasiies
commonalities 1n the descriptions offered by different parents
about similar experiences. Second, several people have agreed
that the interviews reflect the themes described. Third, the
notations made during the analysis process make it possible
for 1independent readers ¢t/ make decisions about the
reasonableness and logical consistency of the conclusions.

Cverview of Interview Themes

Table 4 provides a brief list of the main interview
thenmes. Followxn% the table, there is a detailed discussion
gg the content of the themes and the relationships between the

emes.

The themes have been organized into groups of related
themes. Often, the parents in the study discussed related
themes together. For instance, when talking about the t¥Ees
of information that they look for from an assessment, ey
often named and discussed several categories of information
during one part of the interview. However, the parents did
not specifically articulate the relationships between the

different groups of themes. The organizational scheme
rep.esents a logical way to group the themes, and as such
provides a too) for "~ understandin the themes. The

organizational scheme emerged during the effort to understand
the meaning of the themes as an integrated whole, after
gpgndlpg a great deal of time and thought with the themes and
interviews.

Anyone reading these themes and the related comments from
parents should keep in mind that these families brought tc the
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interviews a widea array of experiences with professionals.
Although they all experienced the assessment--intervention
model while they were part of this project the{ also received
a variety of services in different settings hroaghout the
mid-: *lantic aeographical region. ‘herefore, the experiences
they .sed as lllustrations during the interviews did not all
occur as part of this groject, or as part of their experiences
at the hospital where they were in the neonatal intensive care
unit. Rather, they drew their examples from a broad scope. of
experiences. 1In addition to their assessment-intervention
experiences in the project, most of these parents had
encountered many profess onals from various disciplines in
Aivs.ge settings.

Table 4

Summary of Interview Themes

APPROACYH 70O CCMMUNICATION

1. Parents look for a comforxrtable styla of
communication with professionals. They cesire
someone who treats them in a 2riendly way, someone
who shows interest in them.

2. Parents look for signg that a professional is
listering to them, welcoming their questions and
commegts, and respecting their judgment as
parerts. _

3. Parents want professionals to have empathy for
their situation.

4. Parents look for signs that a professional
cares about their baby.

S. Parents lock for grofessionals wiio seem to
have time yo talk to them, get to know then, and
answer their questions.

6. Parents look for professionals who use
terminology parents can understard.

7. Parents want professiovna’: to share
informatior about the child oper.ly and honestiy.

THE PARENT-PROFESSIONAL RELATIONSHIP

1. Parents like a parent-professional
relatxonshig in which the parent and the
professiona work together and treat one another
as equials.

2. Parents look to professionals for expert

knowledge that they do not have on their own about
the baby.
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3. Parents see their own area of exgertise as
knowing about the baby, and believe this is
information that professionals need.

4. A consistent, continuing relationship between
parent-baby and a professional improves parent-
professional communication.

PARENTS WANT INFORMATION FROK AN ASSESIMENT-INTERVENTION

1. Parents want to learn how the child is doing
developmentallI: what s/he does well, what s/he
does not do well, and comparison to chronological
age group.

2. Parents want to learn what to do with their
children to facilitate development: information
about how to help if something is wrong‘
suggestions of ways to help their child's
development.

3. _Parents want to learn what to expect of the
child developmentally: what is appropriate now,
what to look for in coming months.

4. PFarents want information specific to the needs
of premature infants.

S. Parents want irformation about corrected age.

6. Parents want_ information that meets their
needs: practical information that the{ can use in
their day-to-day sitvation, or information that
they did not already know.

7. Parents mention other cateqgories of
information depending on individual situations,
such as referral to other resources; explanations
about specific items during the test; a statement
that developnental test results are not
predictive.

FUNCTION3S OF INFORMATION
l. Information lowers anxiety.

2. Information equips and builds confidence for
interacting with professionals.

3. Information enables parents to observe their
baby more carefully, and to observe more about
*helr baby's development.

4. Information enables garents to see and apply
€r1901p1es of development, to solve pro-lems on

heir own, and to general;ze to other situations
with their baby, other children, and firiends'

caildren.
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5. Information enables parents to see their
babies as individuals in relation to development.

6. Information enables parents to match
activities and opportunities to the baby's
developmental level and needs.

7. Information enables parents to see their
baby's areas of need and slowness for themselves.

8. Information enables parents to understand the
reasons behind assessment approaches,
recommendations or conclusions.

9. Information equips parents to make decisions
about whether to follow recommendations or whether
they agree with conclusions about their children.

10. Information helps parents feel more
comfortable with the test process.

11. Information helps parents feel more confident
about their parenting.
BEST ZERFORMANCE, ASSESSMENTS AT HOME

1. Parents tend to prefer infant assessments done
in their home.

2. Parents want an assessment to reflect their
child's best performance.

Discussion of Themes in Final Interviews
Opening Thoughts

.Originally, we saw our task as twofold: identifying
sgec1f1c components of the assessment-intervention process
that parents find helpful or unhelpful, and collecting

arents' suqgestions for new ways of structuring assessments.

radually, 1t became clear that the assessment-intervention
model as we applied it worked well. Rather than making a list
of what parents do and do not like, we began to redefine the
task as developing a detailed explanation of the process of
parent-professional  interaction as it occurre in the
assessment-intervention setting, and an explanation of why it
works. As it turned out, parents terded not to express their
greferenges in terms of l.ists of do's and don'ts, but rather
o0 describe what they experienced and how it worked for them.

_ Along with the observation that the assessment-
intervention procei3s does not reduce to a list of do's and
don'ts, + also became clear that no one factor could be
isolated as the one most important factor. Good assessment-
intervenuion necessitates an effective combination of
interrelated factors: good cummunication, good relationships,
competent assessment, adequate lnformaﬁion, and effective
teaming with parents.
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In addition, the interactions between parents and
professionals that take place in and around the developmental
assessment of a bab¥ occur in a complex interactive situation
of give-and-take, in which the parent 2nd the professional
continually and mutually affect one another, progressively
shaping each other's reactions and responses. Par=nts observe
and evaluate professionals, make judgments about them, and
respond on the basis of their judgments. ] milar1¥,
professionals observe and evaluate parents, makz2 Jjudgments
about them, and respond accordingly. The toliowing emes and
subthemes provide examples of e mutual effects of these
interactions based on our project's interviews. Hopefully,

ou will gain some insights about how to optimize these
nterictions in your own assessment settings.

APPROACH TO COMMUNICATION

Parents experience assessments in the context of their
relatiogshxg with the professional. They generally look to
professionals to set the tone of the interactions, and then
make judgments about how to react: whether to stay with this

rofessional, how much weight to give a professional's input,
ow much to question and communicate. The foundation for
establishing a qood working relationship between a parent and
a professional 1s in these "messages" about commur.ication.

Parents seem to have faiily consistent ways to evaluate
whether a professional is responsive, caring, willing and able
to set up a helpful relationshig. The major categories of
evaluation that parents described compose the first group of
interview themes.

i. Parents look for a comfortable style of communication
with professionals. They desire someone who treats them in a
friendly way; someone who shows interest in them.

. We heard many  statements about friendliness, tone,
attitude, and establishing a feeling of comfort. One mother
gaid the researcher a compliment by saying "we old friends."

hree other mothers deccribed the importance of a friendly
tone this way:

"I am speaking for myself, I am definitely a geople
person. I deal with a lot of people so it is not hard
for me to distinguish actions, a way a person talks to
you or the way they react to let you know if you feel
comfortable. It's the tone or the things they say that
makes you feel comfortable or uncomfortable."

"How do you, think frofessionals and parents should
interact during developmental follow-up?" "Like they
were friends, Say whatever comes to their mind first,
even if it is to say something like you look nice or
something. 2Anything. The last time I saw Dr. X., he
called ma into his office and congratulated me for doin
such a good job with the babies. That made me fee
good.... He just commented me on the good job I did. And
hat made me feel good because he took the time to give
his opinion. Instead of just doipg his job he took the
time to say something nice.... With me and you it was
like friends. 1In other words, I felt you were honest
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with me and I could be honest with you.... With you, when
!ou come here you have a purgoso in being here but you do
t in a friend % manner... is almost like we{'re] both
studying the babies all at the same time.... I don't feel
like I have an inferiority complex with you."

"I think it should be a relaxed, friendly environment
sort of thing where you can feel comfortable talking to
the perscon and feel like you can open up to the person
and really tell them what your concerns are and have that
person be able to reassura you or maybe just to say, I
could see that, but 1 tnink he has more time before he
would generally have tc show that skill."

One determiner of this comlortable, friendlg atmosphere
is having a rofessional who is will.ing o talk--to
communicate wel in a general sense. "The most important
thing was communication, not cutting me out because was a
parent and I wasn't on the level of the provider." Parents
comment on the consequences of less friendly garent-
professional relationships, and they suggest their thoughts
and feelings about these relationships. One mother "felt like
zeah, she knows what she is doing. But I felt like I couldn't

alk to her, I felt like I couldn't relate to her. But, she
is coming to do the test, I'm glad she won't have to come and
do it for another couple of months."

CIOseII related to friendliness is the importance of a
professional showing an interest in parents. One researcher
evoked the response, "It is like this, you ask ?uestions as
you go along, well, how loni has he been doing this or
something like that. It shows that you are interested in what
you are oing whereas someone else who is coming out to get
paid for their job and they just come in and do it and they
are gone. When you try to say something to a person about so
and so is doing this and you can tell that they are not reall
interested in it. They are only interested in what their jo
has required them to do."

We also noticed that sometimes the word "professional"
holds a negative image that must be overcome. Parents said
things like:

"You always see the professional as somenne important."

"Most professionals want to keep whatever they are doing
on one level and r2ally keep you in the dark."

"I just think it is easier to talk to someone in general
that 1is empathetic. You are more likely to express
yourself to someone like that than someone who is just
real professional with no personality.... Well, when I
say professional I don't necessarily mean someone who is
hard-nosed and distant. A professicnal can be all
different kinds of persons."

These quotes encourage us to overcome the slightly
negatlve edge to parents' thoughts, by going out of the way to
es

ablish a friendly atmosphere early in the relationship with
a parent.
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2. Pari. .8 look for s%?na that a professional is
listening to thea, welcoming their questions and comments, and
respecting their judgment 2> parents.

"I think listening is the most important thing. Someone
who is willing to 1listen to your concerns and not
belittle them. That is most important.... Somcone who is
wiil%ng to let you ask the questions that you wanted to
ask.

Listening to parents is as important as talking.
"Listening® includes things like accepting parents' concerns
as important and valid ("When I took her to get her eyes
checked. ..the doctor almost made me feel stupid. She made me
feel like I am jumping the gun getting her eyes checked at
this time. They were not very helpful."), and listening to
the things parents have to say about what the baby does at
other times ("If you don't listen to me you don't know how the
baby is doing because I am the one who listens to Donnie
everyday every time.") Here again, many parents seem to
discern the cues about whether a professional wants to hear
from them. As one mother said, "I usually just sit back and
listen and don't talk but working with this program you ask
questions and give me a chance to voice my opinion."

Just reporting parents' information is not enough to
convey that you believe them. You must convey it in a way
that gives it credibility.’ One mother reported a situation in
which, "I think we had ‘gone up to [the doctor] and he [the
bab¥] had a bad cold. I saw the follow-up letter to his
pediatrician and it stated in there that his voice sounded
really weak and hoarse. And it mentioned in there that dad
had mentioned that the baby usually doesn't sound like this,
but it was obvious to us that the baby was under no distress.
He definitely had a cold. If a baby or anyone has a cold,
that is some distress. So that is the onlg one thing that I
did not like. Dr. J. when I saw him said if a baby has a
cold, there is some distress. His voice sounds ok now, so it
was something that got cleared up right away. What I saw in
the report is what my husband told them, what they thought,
which was fine, and what they told the doctor. You see there
was a situation where he said one thing, they :ay one thing,
but in the letter th:s said it so that is the way it was."

Sending the message that, as a professional, you listen
to and answer questions, is a specific aspect of the issue of
listening. Some parents will ask their questions or express
their thoughts regardless; others decide whether or not to
ask, on the basis of their . judgment about whether the
questions are welcome; some weigh how comfortable they feel
against the importance of the issue to them before deciding
whether to ask their questions.

. In addition to making zgneral_ statements about the
1m€ortance.oﬁ being able to ask questions, many parents can
Clite specific situations that 1inhibit or encourage their
askirg questions or expressing opinions. For example, they
look at whether the questions that they do ask are answered;
theY may feel inhibited if there are toc many professionals to
deal with at once; they may want a clear statement that
questions are welcome.
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. One mo*her wants the professional to set up an atmosphere
where she knows she can ask guctions, "Like Faying a lot of
attention to the person and telling and if you have any
questions ask, even if it's odd always ask, you learn
everyday." Another decides if she can ask her estion by
the professional's manner: "A lot of times in the waiting
room, if they walked in very hurried and they treated you like
let's hurry up and get this over with, not really by what they
said but by their body language. And thex were constantly
running in and out and I thought this is the type of person
that can't talk to. And sometimes I try and ask him
questions and they give me a real quick answer. And it
wouldn't satisfy mé. "It wasn't really answering my question.
So I think I better not ask any more. I'll go to another
source." This mother also determines if her questions are
welcome by whether or not the professional readilt answers
them. She tells of one who "just wouldn't answer them. He
would go off and do something, leave the room or something,
and come back and just ignore your other ?uestion. But that
is his personality. He has always been like that. I didn't
feel like I had a lot of support there."

.nother g?rent described the interaction between the
atmosphere that the professional sets for asking questions and
the garent's contribution to the process. sShe said that in
the beginning she was not as open about asking her questions;
she had many questions she didn't ask, partly because she
didn't know what was ?oing on. She was told she could ask
estions, but didn't feel comfortable with herself to do it.
ome of the time, she didn't know if she was ready to hear the
answers. All of this seems to imply that professionals can
open the door for parents to ask questions--make it clear
questions are welcome and try to make them feel comfortable--
but they should also be willing to wait until the parents are
ready to ask them, and this may take time. As she said, "how
much can you really do, how can you really do or say to
somebody unless they're ready? I mean, you can sa{ please
call me or if you have any questions or problems call at an
time or do you want to come and see wme or--but the person tha
needs the help is the one that has to come forward first."

3, Parents want professionals to have empathy for their
situation

One mother of premature twins, who described how her
needs had changed over the course of a year of developmental
assessments, wisely pointed out that someone doing assessments
in this situation should, "give a little bit of comfort,
whatever, initially. And then after that you can get into the
working through the development." Another mother of twins

rovided a ve clear example of how she wanted professional;
o understan her situation. She explained that,
"professionals should be more understanding amf look at things
from a parent's point of view and a situation type thing.
Meanxng, because I had twins, they had tcld me to schedu?e
appoints to have Ned to have a hearing test and Nancy to have
her eyes checked or whatever and the boys were in school at
that time, so it wasn't always easy. And I had to take both
of them. Both of their tests were at the hospital and I had
a hard time finding someone to go with me. It was not like I
could jump on the bus or the subway with two kids. I alwa¥s
had to find someone to go with me. And [the hospital] would
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?et mad at me because theg thought I was doin it
ntentionally but I wasn't. And after they got that attitude
I never explained why I didn't make it because when people
have twins or triplets it is not easy to get around. I don't
think they take is into consideration."

Many garents mentioned that they thought someone who has
children of their own may understand the feelings of a parent
because of their experiences with their own children. This
did not come across as a plea for all childless therapists to
move to another line of work, but rather as a plea for
grofessionals to try to feel what it might be like to be in
he parent's position! One mother described it this way:
", ..l always wonder does this therapist have any children?
Sometimes ¥ou get the feeling tha the¥ don't have an
children of their own and they might not be able to pu
themselves in your place and understand how much concern there
is." She went on to explain that it wasn't just that she
feels better with someone who seems to empathize with her, but
that she also find it easier to communicate effectively with
someone who knows how she feels. "I feel like you can open up
more to a gerson who can empathize more with your concerns and
that would mostly be someone who either has children or
someone who has worked for children for so long that they['ve]
just seen so many parents and realize what your concerns are
rather than someone who is hard-nosed and has a 2ob and just
wants to get the job done, and get it over with.

Of course, empathy becomes particularly important when
the developmental specialist needs to convey information that
a baby is not doing quite as well as one might hope. One
mother of a baby born at 26 weeks summed up her thoughts about
this situation with the words, "You have to be honest but you
also have to be reassuring and optimistic and supportive."

4. Parents look for signs that a professional cares
about their baby.

Another important measuring stick that parents use is to
evaluate their baby's comfort with the professional. Put
concisely, "Do you love babies? Thatg'si what my question
really is." Parents observe the way that the professional
interacts with their bab%{ and what th%? observe affects the
wag that thex react to the professional and the things that
s/he says. In a way, if I see the way they are reacting %o
her then it affects how I feel about them." Another mother
sid if a professional establishes rapport with the baby,
"That shows that you have an interest in he. and not just in
it because it 1is your  job...It makes her fee more
comfortable." She also said clearly that if a professional
does not seem to care about the baby, she does not listen to
their advice. When referring to one place she had been with
the baby, she said, "I think the first thing about them is
that they didn't seem to care about Callie. And that gave me
a negative idea about them. So there wasn't anything they
could correct me about."

. Parents decide whether the professionals cares about
their baby by looking for sxgns such as making sugFortive,
encouraging comments about the baby; touching the baby;
remembering somethxng about the baby between visits; bein
sensitive to the aby's needs uring the visit; an
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remembering how the baby was doing at the last visit and
noticing changes. The following quotes from the interviews
illustrate these points:

"I really appreciate Dr. X. taking tire with her and you
know she was really involved with Patty and she told me
when she first started working with Patty that Patty was
kind of special to her because she was such a little
felsty thing from the beginning. You knuw, I loved all
of the love and togetherness when it came to looking out
for her well being. Everybody was real concerned about
her well being and har walking and talking and growing."

"(I liked] the common interest. The interest in him,
taking time to be interested. Every time I go in, "How
is Billy doing? Is he doing this,” is he doing that?"
And like Dr. Q. who is always asking, "How is he doing?"
They want to know what he has been doing."

"[I look for] someone who tries to get along with the
ch.1ld, tries to get the child on their side, to be real
friendly to the child and speak to the child and try to
make the child their friend and not just try to
manipulate him or whatever. That is important."

"They were not child-oriented either. They would give
her a ball to get her to do something that they wanted to
do and then it was time for something else. They didn't
ask for it back they just took it. She stood there
crying. Thig went on to the next thing like it was
routine. I didn't 1l‘ke it."

Several parents described situations that suggested
that theg look for signs that the professional appreciates
their baby's individuality, rather than interpreting their
baby on the basis of risk ca’egories and statistics. For
example, one mother whose baby had been born very early and
experienced many medical complications made it clear that she
does not want professionals to predict her baby's outcome on
the basis of his medical historg, but rather to look at this
individual child and how he is doing now: "IZ shouldn't get
to be a prediction because some babies I am sure you won't be
able to predict. Like if a baby weighs this or does this, but
Kgu Just never know.... And hear a lot about with his

isto and that is what history is, history. I still get it,
well with this history.... Some people have made evaluations
on him without even looking at him, based on his history he
has to be this way."

Similarly, another mother, whose baby had been born at 26
weeks weighing 650 grams, did not like it when people focussed
on how small the baby was, rather than on how she was doing
developmentally (i.e., on the negative and on a2 point the
mother thought was less important” than other things she had
noticed). She wants professionals to appreciate the rogress
the baby has made, and the areas she as the baby's mother saw
as the baby's strengths--not only on the areas they emphasized
from their own perspective. As she put it: "“The only thing
I didn't like 1s when people would fixate on how small she
was. And that never came from you. But I got it from other
people. She started out so small. I mean there is only so
much she could have grown. And I didn't like it when they
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would fixate on her size and not pay attention to how well she
was doing developmentally.... They didn't take into account
how well she was doing considering where she had started...
Her progress was very, very steady. Every month she would
gain a nice even amount of woiggt. In other words, I was so
proud of her... Thei'wore not at pleased with her progress
and that didn't match up with how I felt so I came away
feeling kind of depressed and not looking forward to takin
her again.... They didn't emphasize her strengths or what
thought were her strengths."

5. Parents look .Or prufassionals who seem to have time
to talk to them, get to know thew, and answer their questions.

Comments that relate to “his theme include statements
about professionals having time or taking time; statements
about professionals who are tco busy or rushed; and statements
about professionals who are accessible when parents need to
ask questions. For example:

(In reference to the researcher as a clinician:) "you

have put so much time into action. You didn't just cume

in, do your report and off you are out the door.” It just

so haggfned that that day I am worried about something or

I overtalked about something, you have been patient "and

Kgu have listened to me without rushing me. And you
ow, that was important."

(In reference to the assessments done in her home as part
of the project:) "It was more relaxed. I didn't feel
like I have an 1Epoiptment from cne to two and we have to
squeeze everything in."

(When talking about professionals who don't have enough
time:) "But me, I will ask guestion after question and
they will try to skip around the subject. ~ 'I have to
rush over here, there is another baby I have to see.' It
is something to get out of what I anm trifn to find out
about my baby. don't think it should be like that."

iIn reference to a support person from the neonatal
ntensive care unit who made herself accessible after the
baby went home from the hospital:) “Just knowing that
someone was there. In the beginning it was more
important to know someone was there any time of the day,
which I know is unusual but this one person did make
themselves available day and night... That was really
agprecigtﬁd. She didn't have to do it and I tried not to
abuse it.

6. Parents look for professionals who use terminology
parents can understand.

Many parents state th.t they want information in
understandable language, or that they do not like technical
terms or medical "terms. Technical terms interfere with
communication, and may make parents feel like professionals do
not want them to fully understand the information. They
prefer explanations "in their own language. Because sometimes
a lot of people don't understand doctor talk and the doctor or
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the person may have to come down to the parents' level in
order to get e point across."

One mother interprets the use of professional terms as
meaning the professional must not really want her to know the
information. "And then it is like they beat around the bush
because you are asking them something and they are using all
these professional terms. Why would he be trl.‘ng me this
knowing that I don't understand those type cf t - s because I
didn't go to med school to learn those different type of
treatments." She also explained what can hapgen if
explanations are given in terms that parents o not
understand: "They use medical terms. You don't know what
they mean so you just agres with them. They do that a 1lot.
And I will ask what does that mean? But a lot of parents
don't know what that means so they just say ok and accept
that. But they are still worried in their mind."

Another mother gave this example: "Sometimes the
pediatrician give me those medical terms and I asked them to
rxplain to me in language which I can understand the medical
terms, just like in the hospital. The medical terms with the
a and the b's. 7T didn't know what 1n a and a b was. Until I
%?okgd it up, because he told me '@ : could have some a's and

s.

7. Parents want grof.saionals to share information about
the child openly and honestly.

This area includes statements that parents appreciate or
want full, open, honest information from professionals, as
well as statements that they do not like it when they think a
Rrofessloqal is holding back information or not sharing an

onest opinion. A mother of triplets gives straightforward

advice to professionals: "Don't beat around the bush. If the
kid's going to have something wrong with it, and they think it
is, then say something. Don't let's find out later."

This is an area that sometimes makes professionals
uncomfortable, because it is also clear that parents do not
want blunt information when there is negative news about their
baby, and they do not want to hear only negative news without
the balance of scme hoprs. We also know from experierce, as
well as from parents' explanations, that it may take some time
for a parent to be ready to hear certain information.

Perhaps the best guidance came from some parents of a
very early (26 weeks, 820 grams) baby. They tried to axplain
how to take cues from parents about how much information to
share, Professionals should try to read, through parents'
questions and reactions, how iuch parents want to hear, and
then tell them that much:

"Maybe [professionals] should ask questions. If a parent
doesn't want to know, they would tell you, if they don't
volunteer it. Do you want to know all the pros and cons?
Ask them that and get deeper and deeper and if they say
es then go on another level until they have reached
helir threshold. I just think [the professional] should
be more in tune with the parents to see where their
threshold, where they are comfortable in saying don't
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ive me any more information. But I don't think it is
ghat difficult to determine if they just do it in steps."”

In another example of the way that parents  and
rofessionals can mutually affact one another's communication,
his motb:r explained that thinking that the professionals

were not nein%.open about the baby made these parents feel
less comfortable about communicating in return. "For me, the
ones were the easiest to communicate with were the ones that
were most genuine in their response to me." .

THE PARENT-PROFESSIONAL RELATIONSHIP

once the basic foundation of a workable communication
style has been established, parents and professionals are free
to uove toward developing a good working relationship.  Wwhen
asked what they considered the ideal parent-professional
relationship durin follow—ug with their baby, parents
consistently described a relationship of working together.
They respected and wanted the benefit of professional
knowledge, and in return they wanted professionals to
recognize and respect their expertise about the baby.

While reading about these themes, it is important to keep
in mind that, within the context of this nproject, these
Earents were treated as equals and partners ia every wa¥ we
nggihow. They were responding to their experience in this
setting.

The first three themes in this section are very inter-
related. We have separated them to delineate how parents see
the partnership between parents and professionals in terms of
areas of expertise: more technical knowledge about
development on the part of professionals, and individual
knowle ge about the baby on the part of parents. Most often,
one quote touches on all three of these themes.

1. Parents like a parent-professional relationship in
which the parent and the professional work together and treat
one another as equa.s.

Using descriptive terminology, parents talked about
partnerships, working together, participation, being equal,
garents and professionals listening to one another, being a

eam, needing input from both sides, mutual respect, and
parents being actively involved with professionals. When
pushed on the ideal balance of input from parents and
professionals, they differed somewhat, with some parents
suggesting a 50/50 split of input, some giving a little more
welght to the professionals, and some giving more weight to
arents. The message was consistent, though, that both sides
egervedéubstantlal input when assessing a child's development
and needs.

2. Parents look to professionals for expert knowledge
that they do not have on their own about the baby.

Parents ,Z readily recognize that professionals have
knowledge or information that they as parents need. They look

to professionals to contribute knowledge that they as parents
do not have on their own.
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3. Parents see their own area of expertise as knowing
about the baby, and believe this is information tha
professionals need.

In this area, parents observed that professionals had
learned something about their baby from them as parents, and
that parents know things about their babgethat a professional
may not. Thez'also note that they like being asked about the
child's behavior and development at home.

Consider first, a group of comments from different
garents on how the level of participation should be divided
etween tl::e parents and professionals when doing developmental
assessments:

"I think it should be eqrally done. I thinx you need the
aregta' input as wel as the parents needing your
input.

"I don't think it should be 50/50 because professionals,
they are the ones that know better. But I think it
should be almost half and half. Because even though
someone has a degree and they know a child and they are
used to working with children, some insights that a
parent might have on their particular child, they're not
used to dealing with 50 other kids. They're used to
dealing with that one individual. But sometimes some
insight that they have on the child ma help in the
situation. It should be almost half and half.'

"I think probably it would be a 70/30 type of
relationship. I don't think 50/50 because there 1is no
way that garent;s are on equal %rounds with professionals,
because there is so much that they don't know. And I
think that 70% of the input would be the professional,
their recommendation, what they are seeiﬁg n your child.
I think that in the other 30% they should listen to what
the parents themselves say their child is doing or not
doing. Take those things into consideration because
there are people out there that don't listen." (Although
she gives precedence to the professional's input of
information, this mother particularly liked participating
in planning for the assessments, including providing
insight about how to arrange for the baby's best
performance.)

"I think it should be mutual. Professionals have their
ideas. Parents know more, really, because, you know,
ou've never had a preemie. You're learning, too. I've
ad the preemie; but you know the professional's side of
it and know the mother side of it. So, that helps a
lot, let's put our heads together, ycu know."

_ one mother who commented on the importance of her
involvement during assessment-intervention sessions also
highlighted the fact that a professional can set the stage for
parent participation. She said, "Everything that went on, I
was a part of it, I was involved in 1t. Whereas a lot of
time, you know, like at_ your health care facility, or
something like that, usually you sit back and be quiet, but
you asked me everzthlng and got me involved in everything so
T feel more a part of it."
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Another mother emphasized that parents and professionals
must listen to each other, and respect each other. She sees
it as her responsibility fo listen to what the professionals
say about her child and to follow their recommendations, even
if she disagrees with their concerns, but that it is their
responsibilityv to listen to and resgect her knowledge of the
bab{. "With me as a parent I have to understand and respect
what they say. Even though they are going to tell me what
they think, and even if it is negative I have got to respect
it and take it in stride.... But if I tell you something about
him, don't shrug your shculders.™

Another mother also highlighted the importance of parents
and professionals listenin¢ to each other:

"I don't think arents should pretend to be
professionals. I still think that the professionals
should li=ten to the parents because parents know the
child be’':er than anyone else. And I often think that
the parents shoulda be open-minded and listen to a
professional opinion. think that the 1lines of
communication should be open.™"

Another set of comments highlights the importance of
parents and professionals working together:

"I think a professional should give you all the options
and a parent should give you all the details about the
child gso they could form a unit about what is good, bad,
helpful, stressful problems for the baby. If he two of
Xou come together and one could give all the intimate
etails about the baby and the other could give more
educational things about the baby, what to expect, what
to enhance, you knuw, that t{pe of thing, and the mother
or parent can give the details of what they see from day
to day with the child and how she reacts to :he family,
lights, noise, and music and those types of things."

"But, both of us, thegparent and the person that comes to
do the test, both of their positions are prett&lmuch
important because we're helping each other out. ike I
say, you come in and you're really telling me straight up
the guidelines what babies should be for certain areas,
and by me observing him.... But we both working together
as a team. I couldn't do it if you come here and ever

time I say he's not doing anyth ng different. I don'

notice anything. That's not helping you at all.... We
have to work t:o?‘ ther and pull together as a team to make
the program work. If you comment to all the parents and
they are not paying any attention to the child, it's not
doing any good, not at all."

"The Earents have a lot to learn from the professionals
but the professionals want to know what the parents know
too, because the professionals aren't with the kids 24
hours a day and we .probablg see more than you would
probably see. So it is good that we can both touch bases
on her development. You are giving me advice and asking
me what I know."

“1 would like to see a two-way relationship where they
could both work with one another. Because they have to.
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There is no way that one can tell the other one because
the parents have a lot [of] things to learn from  the

rofessionals because the professionals in that field

ow a lot of things that the parents don't know. But on
the other hand the garents are with the baby every dag,
the¥ know a_lot of things about their own baby that the
professionals don't know. So they have to work on a one
on one bagsis. Both of them have to work together."

"Well, obviously professionals are called wrofessionals
because that is what they are and they liave a ot of
expertise that the parents don't have. Ard I thirk that
is important to remember, but at the same time it is your
baby and you know a lot about your child too. So in a
way I like the idea of a ggrtnershi .«. So I think the
ideal thing would be a little more of a partnership that
the parents and the professional are working together.
Bui, ohviously the parents should benefit from the
expertise."

Two parents noted that the balance between a parent and
a professional may change at times. depending on the changing
needs of the parent:

"You're a partnership when we work together, try to get
Tabitha to do things. Ycu're a consultant when I have
questions that I want to ask you."

"Well, at first authoriﬁg(you think of them as, this is
new to you and you're blind, you know nothing about this
new thing that has happened here, the prematurity. And
they know everything. So therefore they are the
authorities. Then, when:gou get the child home, and you
start feeling that the child is getting bad, and then you
talk with your professional. You give information and
the professional gives feedback on the information you
provide. So therefore you are providing them with
certain information and they are giving ycu information
that you want or need back. Because then they are more
of a consultant. And then I think later on you are
seeing the same thing. You as a parent :and the
Brogessional are seeing the exact same things and

asically--you are seeing the same things in your child,
then it 1s more of a partner type thing."

. Finally, many parents explain why they think it is
important for professionals to gather information from parents
about how the baby's behavior during an assessment compares to
the baby's behavior at other times:

"It was important for you to ask me if she could do this
or 1f she couldn't do that or maybe it was just because
she was tired."

"I think for the parents they are with the child so they
know the child the best, the most. If you ask us during
the assessment is this what he normally does, we know if
that is something that he does all the time or doesn't
normally do. If he doesn't do something we can tell you
at other times that he does do it. We know the child the
best, I think."
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Gathering input from parents includes giving them
opportunities to try to get the baby to do things s/he will
not do for the professional: "If e{ncan't get him to do
certain ihings, they let me do what I know to get him to do
certain things...sometimes babies don't go by the flow of what
they are doing so if he loesn't, they ask me little things and
I tell them wiat to do to trigger him to do some of the things
tnat they want him to do and works out fine. And it helped
‘“hem toc to see tnat babies don't always go by the guidelines
oz when you want them to do things or whataver."

One mother tempered the weight that she would give to
parents' information about a aby when erforming an
'cbjective™ assessment. She thought that most parents know
how much their children are able to do, and that most parents
want their child to do well during assessments. Despite this,
she was unsure of how much a parent's report should be added
to an "orjectivem assessment, thinking that the results are
more "objective" without parent report. "I guess they're
equally impertant, but I don't think too much stress should be
put on what the parents think. There are some parents that
would say, oh yes, my child is superior, he can do this, this,
and this. And vou can tell obviocutsly, that they can not."

4. A consistent, continuing relationship betveen parent-
baby and a professional improves parent-professional
communication.

In this area, we heard comments about t* . developmental
specialist who did the assessments get.ting to know a parent
and baby better over time, about the advantages of having a
series of assessments over time, and about the disadvantages
when a different developmental specialist began to work with
a Zfami'y at the 3 month assessment (after a hospital
observation and a Brazelton Assessment with a different
clinician). We interpreted comments like these as arguing for
a consistent relationship between the same clinicians and
parents over time, whenever possible, at least for the
duration of a year-long project.

Other points in tnis aresa emphasized the advantages of
having a sequence of assessments: parents ar: able to compare
and see the baby's progress, and it takes moxre than one visit
to learn what you need ¢o Xnnw about development.

Even with a consisten’. relationship from the hospita.
observation through the 12 month assessment, one researcher
noticed that, in 2 cases, she did not establish a relationship
with the depth of cocmmunication she reached with the other
families she worked with. She felt that one of t'iese mothers
was gradually beginning to trust her and open up, but that S
assessments with the related phone calls and interviews had
not been enough to establish full trust. Another mother had
difficulty responding to the questions during the final
interview, and the researcher wondered whether the reasons
were related to not establishing a trusting relationship.
These observations do not arque agqainst pairing parents and
clinicians consistently, but they do point out that even with
a consistent arrangement, it may take a long time or be
difficult to establish a close working partnership.

41



Oone mother clearly thought that a developmental
specialist could meet her needs more effectively if she did
several sequential assessments. She explained the process of
ﬁetting to know a parent and baby's needs better in this way:

The first time she didn't know what it was, what we are doin
with Donnie. But then the second time that I can tell wha
you are doing was much much better, because you know what I
wanted, you gave me a lot of suggestions and the third time it
was befter than the second time like you gave me suggestions
what to do with Donnie and do it better better than before."

Another mother noted the importance of a consistent
relationship in a different way, emphasizing the difference in
her contribution to the relationship. " iPess it is the
relationship I have with that individual. Like, I might feel
more comfortable with Cathy because she came every week and I
knew her better. I think it depends on the feelings I am
getting from whoever I anm ealing with. With [my
Red;atrician], I am very proud of Debbie and with him, because

e is really in charge of her care, that I think I tend to
make more of a effort to bring him up to date because he is
really responsible for her care. Whereas [with some other
doctors] I just don't feel that same connection."

This same mother had experienced a change in researcher
before the time of the 3 month assessment. n addition, t