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I INTENSIVE CA!E'!UR!!!Y°I!TERACT PROJECT
l ADDRESS: Child Development Center .
Children's Nospital Medicasl Center
, $1st & Crove Streets ) .
l ~ Oakland, CA 94609 .
TELEPRONE: (415) :428-3351 -* -
) . - . .
JURDING: Office of Special Educatfon ) . :
I U.S. Department of l{qcitipq:
| Three-year Model Progras Grant - —
‘ Early Bandicapped Childrens Education Program
' 4
~ PROJECT STAPF: Nancy Sveet, Adainistrative Director; Richard Umansky,
M.D., deicul DPirector; Kath VandenBerg and Bette Flushman, Infant
Educators; piane Valentin, p¢ N FTollov-Up Nurse. ’

CBARACTERISTICS OF TARGET PdPULATIOH: A total of 136 medically
high risk {nfants, prone to developmental disabilities by Teason
of prcnntutlcy and serious eonatal illpeass. These {nfants are
%ﬁ” qdentified 1in the Intensive Care Nursery of Children's Hospital
yg»ucdicul Center, & teritiary trtatment resource for W.1.C.U.'s in
w’ the Zorthcrq California aréa. ' :
PROGRAM FOR CHILDREN: _Developmental {ntervention vhich begins in
the Intensive Care Nursery at Children's Hospital, continues vhen
. recovering infants are returned to local secondary care 1.C.N."s
- and extends into the {nfaht's home upon release. . Developmentsal
) {ntervention 18 based on neonatal assessment and sultidisciplinary
reviev. Individual Developmental Intervention Plans 4nclude daily
dcvclop-cninl therapy goéls, environmental modifications, and
ptocedures for pnrticipu&jon of parents snd 1.C.N. norses. Neonatal
assessment, home-based follow-up, and "developmental therapy if
needed will be provided during the girst year of 11fe. - .

PROGRAM FOR PARENTS: BRducation and support which vill facilitate
attachment, care and developmentally appropriate interaction with’
the high risk 4nfant beginning in the intensive care nursery and
later at home. - ’

SPECIAL FEATURES OF PROGRAM: 1) Model wvhich combines dqyclop-cntul
intervention in the Intensive Care Nursery with comprehensive neo-
satal follov-up during the first year of 1ife. 2) Training and
’.tticipntion'of ICH Nurses at Children's Bospital ICR and selected
secondary care ICH's 4n developmental {ntervention with high risk

{afants. \

CRITERIA FOR REFERRAL: 1) Projected recovery after bo.pitulizution"‘
of st least one month in Children's Nospital ICN or Children's and
secOndary care hospitals. 2) Parent OT primary caregiver wvho can
work vith project staff.




I : . ICN INTERACT PROJECT
SECOND YEAR PROGRESS REPORT, JULY 1, 1981 - JUNE 30, 1982

t

I | I. SUMMARY OF ACCOMPLISHMENTS

1. During the second project year 36 high risk infants hospital-
ized one month or more in the ICN were served as proposed. The second
year babies were admitted at an even younger gestatfbnal age than
first year babies.. Average length of ICN stay and project intervention
in the ICN was longer, an average of 15.2 weeks, and a range of 5 to
65 weeks. By the end of the second year a total of 72 project and
41 non project babies received developmental services in the ICN. |

2. A new assessment of premature infants was adopted for use 1n
the ICN. The Assessment of Premature Infant Behavior (APIB) permits
more detailed project evaluation and developmental monitoring. '

3. The project participated in the initiation of a support
group for parents of premature infants and in efforts to improve
the ICN environment for infants, parents, and staff.

4. Developmental follow-up was provided as proposed for babies
leaving the ICN. A total of 113 home visits and 106 follow-up
clinic visits, which included 22 formal developmental assessments
with the Bayley Scales of Infant Development, were provided during
the second year. The majority of those tested were performing in
the normal range on the Bayley Scales at one year corrected age. .
Five infants were referred to early intervention programs for |
handicapped infar.ts and five others were scheduled for continued
developmental monitoraing. : B

5. A handbook for parents in the ICN was drafted. "Develop-
mental Steps, a Guide For Parfents To Infant Development In the ICK"
was revised and sent for editing by the technical assistance agency .
WESTAR. The handbook will be again revised then distributed for
ude 1n the thard:year.

6. Final plans for data collection and analysis pertinert to
evaluatior of the project were made. Evaluation will be made of
infant development, parent participation, nurse participation and
impact on the ICN environment. -

7. Significant effo}ts were made to share project expertise
and procedures with others. This included prééentations at several
conferences, preparation of three papers for publication, and radio
and magazine coverage. '

8. The project director participated on a number of state and
federal advisory committees concerned with improvements in services
to infant with special needs. Several legislative and policy 1inait-
iatives resulted.

9. -The project participated in the establishment of ongoang
developmental rollow-up services by a Neonatal Follow-Up <Clinic for
high risk infants leaving the ICN. .




l 1.C.N. INTERACT PROJECT _ .
I SECOND YEAR PROGRESS REPORT, JULY 1, 1981 - JUNE 30, 1982
* 11. REVIEW OF PROJECT OBJECTIVES

-

Accomplishments are best reviewed in the context of project ob-
jectives as originally proposed, with modifications reported in the
interim progress report (July 1 - Dec. 31, 1981). The primary goal
of the ICN Interact Project is to foster the developmental processes
of premature and seriously ill newborns who are at great risk for
handicapping conditions. Nine subordinate objectives identify major

roject activities, b

. The format requested for accomplishment reporting by OE form 9037-1
is categorical rather than by project objectives. 1In order to comply
with the requested-format, the following list identifies which objeé-
tives correspond to each category: )

Program Performance Report Category Project Objectives
1. Direct and Supplementary Services n .
for Childree/s Services - Objective 1.4.5
2. Parent/Family Participation Objective 3
. 3. Assessment of Children's Progress Objective 1,5,8

4. Inservices Training for Project Objective 2

Staff

§. Training for Personnel from . '
Other Programs or Agencies ' Objective 4

6. Demonst;atlon and Dissemination Objective 6,7,8 )
Actaivaties-

7. Coordination with Other Agencies ‘ Objective 4,5

8. Continuation and Replication Objective 8,9

5

In narrative form, 1. Direct and supplementary Services for Child-
ren's Services in the ICN Interact Project include the intervention
program in the ICN (objective 1), follow-up in secondary care nurser-
ies (Objective 4) and at home (Objective §). .2. Parent/Family Partici-
pation in the INC Interact Project consists of involvement in both the

* ICN intervention (Objective 3) and home follow-up program (Objective 5).
3. Assessment of Child's Progress occurs during the ICN interventaion
program (Objective 1) and follow-up at home (Objective 5), and 1s a
major component of the project's overall evaluation plan (Objective 8).
4. Inservice Training for Project Staff focuses on training for ICN
nurses (Objective 2), since existing project - staff are all highly
trained. 5. Training for Personnel from Other Programs or Agencie€s
1s provided to personnel from secondary-care hospitals (Objective 4). .
6. Demonstration and Disseminatjion activities include preparation of
two products: a handbook for parents (Objective 6) and a training
manual for health care staff (Objective 7), as.well as activities re-

o lated to demonstration of the effectiveness ¢of the program (Objective ' B).

6 1




l‘ Y P n h , in the ICN Interact Project, is

‘ comprised of coordination follow-up in‘secondary care hospitals

" (objective 4) and at home (Objective 5).' 8. Continvation and Replji-
cation are represented by Objective 9 and 8 respectively. :

‘-




Objective 1: To provide individualized p
care and theraoy

rams of developmentyal

. kcont
A. Activites and Accomplishments - ‘ -

This objective ha: been accomplished. During the second project
vear, as during the first project:year, 36 infants who required in-
temive care for one month or more we identified and adm#tted to
the project. An additional 27 infants were screened and assessed
by the project. -
’ .

L

scription of Infan ulation Re: ed P
As proposed, developmental intervention in the ICN was initiated
with 36 infants admitted to the project between July 1, 1981 and
June 30, 1982. Thirty four of the 36 infants admitted were premature
infants of less the 37 weeks gestational a&ge. (}

A significant trend toward earlier referrals to the project of
very premature babies occurred from the first to the second year.
We attribute this to a combination of the project's success 1in the”’
nursery with a copcurrent improvement in the survival rate for the
very premature infant. 1In the second year 30 infants were admitted
who were 31 weeks gestational age or less, while in the first year
only 21 of the 36 infants were that age. In the second year 9 in-
fants were that age. In the second year 9 infantg were less than
28 weeks gestational age, while in the first year‘g'were that pre-
mature. The age of the infant population has profound implications
for the type of developmental intervention which is possible and
- appropriate. It is important to note that, thanks to the cooperation
of the neonatology. nursing and other ICN staff, the ICN Interact
Project is unique in its opportunity to work with very premature )
infants and families from near the beginning of life 13 the ICN. ~

. B ' 5 / -

The number of full-term babies who met the project>€ length-of-
stay crateraon fell from 4 in the first year to 2 in the second. Of
the premature babies, all\had a diagnosis of RDS (respiratory distress
syndrome), with 12 subsequently developing significant BPD (bron-
chopulmonary dysplasia). Five of the 8 of these BPD babies who hac
been discharged by the end of the project went h?Ei on oxygen. Nire
of the infants have mild RLF (retrolental fibroplagia, or retinal
damage) . ) 7 ' o

Geographical and ethnit distribution of the 36 famlies admitted
in the second project year is as follows: Fifteen infants. are from
‘Contra Costa County. and 21 infants are from Alameda County, of whor
15 are from urban Oakland. The population is 55% black, 36%x caucasian, A
6% hispanic and 3x asian. N B

In addition to the 36 infants admitted to the project another 27
infants were screened or assessed by the project, with subsequent
developmental recommendations to necnatologists, nurses and parents.:
By the end of the secon?@ project year therefore, a total of 72 pro-
ject.and 41 non-project newborns had received developmental services
in the ICN. v

LR




‘provides. . i

* Non-project infants fall into:three categories: 1) infants Qho
are not expected to meet the length-of-stay admission criterion, b)

“.infant® who may meet the length-of-stay criterion but come from out-
“gide the project's service area, and c) infants diagnosed as handicap-

ped and in need of more intensive follow-up services than the project
. t . 2 . .

., Infants who have been diagnosed as handicapped are referred to

a specially trained occupational therapist who is part of the develop-
mental -therapy team.. After assessment of the infant by the infant -
educators, and with their assistance, the occupational therapist then

‘provides a developmental therapy program for the hand;cqpped_newborn.'

These infants are referred for continuing developmental,services by
the hospital's own Parent-Infant Project (a previous HCEEP model pro-
gram) or some other infant program in the area. Those infants re-
ferred to the Parent-Infant pProject continue to be seen by the same
occupational therapist, thus ensuring continuity of developmental
services from the ICN to home. The handicapped;infants\are also
referred to the Child Development Center's diagnostic servicel for

ongoing developmental follow-up during the pre§chool years.’

The length of ICN stay for project infants (which corresponds
to the length of participation in the ICN phase of project services)
ranged from 5 to 65 weeks, with an average of 15.2 weeks., This re-
presented an increase in both rande and average from the first year
when infants remained 2 weeks to 35 weeks, with an average of g2 '
weeks. It seems likely that these increases can be attributéd to .
the survival of very premature infants as discussed earlier. I1f .
on the average these babies are spending almost their first 4 months
of life in the ICN environment, it is clear that a developmental ‘con-
cern and perspective is mos ¢ approegiage. ’ . “

By the end of the project year 26 .0f . the 36 second yegar admissions
had progressed to the home follow-up program. Nine of the 36 infants
received interim care at community care hospitals as compared to ‘12,
the previous year. This is consiastent with the trend noted in pre-
vious reports toward fewer transfers from our tertiary ICN to segond-
ary hospitals. Babies are relased earlier and more frequently direct-
ly to their homes. .

2. MAssessment of Inéividual Developmental Needs

During the second project year significant progress was made in '
developing and implementing appropriate techniques for assessing the
developmental needs of the premature and critically ill newborn in
the Intensive Care Nursery setting. AS was discussed in the first |

. annual report this process has required several steps. By the end

of the first year 1) a modification of the Brazleton Newborn Assess-

e —

ment Scale (BNAS) suitable for the recuperating premature infant was
developed and implemented. ' . '

Based on first year technical assistance by Dr. Peter Gorski of
Mt. Zion Hospital, obtained through WESTAR, 2) a supplemental '
Developmental Observation was compiled and implemented. The De-
velopmental Observation provides an assessment of the newborns in-
dividual responses. to rQutine nursing care and social interaction,
as reflected by changes in state, activity level and physiological -
indicators, including respiration and heart rate, color and so

forth.
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These assessments completed by project staff were supplemented
by 3) an assessment completed by one or more of each infant's pri-
mary nurses. The Nursing Assessment of High-Risk Infant Behavior
is a research tool development by Dr. Peter Gorski which records
. the nurse's perception of developmental characteristics of the baby.

Assessment of individual developmental needs slso required 4)
Assessment of the IGN Environment. The types of physical and social
stimulation, medical‘an iVi
baby and over time as the baby convalesces.

nd caregiving prpcedures vary from baby to

. 3

By the end of the first project year all four assessments were

in use. Copies of each of the assessment forms were included in the
first annual report. . S )

These assessments reﬁres@nted significant and exciting steps
forward in identffying the characteéeristics of premature infant
behavior. As such they were of value in deéVkloping intervention
programs, and in educating ICN nurses and parents about individual

infant needs. For the purposes of evaluating the intervention pro-
‘gram, however, they had three major drawbacks: 1) developed as -

. clinical tools, they'lacked the reliability and validity of standard-

- ized assessment procedures available for older children; 2) their ~
non-quantified and non-sequential structures made changes overtime
difficult to analyze or interpret; and 3) correlation with assess-
ments of behavior and development after term (such as the Bayley

- Scales of Infant Development). was unknown.’ :
- Late in the first year project staff learned of an assessment
of premature infant bghavior based on the' BNAS under development by .’
Als, Lester, Tronick and Brazleton. Since this assessment promised’
to élipinate some of the drawbacks just identified, project staff
. sought;téchhical assistance by Dr. Heideliese Als through WESTAR
during the second project year:

v

-

- g Dr. Als providédlbre-publication copies of the Assessment of

Premature Infant Behavior (APIB) which the infant educators began ,

t using. As part of WESTAR's technical assistance Dr. Als made a three
day site’'visit to thé project in March. Project staff were observed
and certified in use of the APIB. Clinical and evaluation appli-
cations of the assessment were discussed extensively with project
staff and also with ICN and hospital staff in special meetings and
grand rounds. : : - )

4

Project staff believe that the APIB is useful as a behavioral/
developmental assessment tool ‘for trained ICN” devel opmental special-
ists for several reasons. It has a reliability/validity base estab-
lished through research. It is quantified in such a way that a long-

- itudinal comparison of &ssessments is feasible. Observations may
begin with -a significantly premature baby, even before non-essential
physical handling "is’ appropriate. ‘Finally, research is underway by
Dr. Als and others correlating APIB performance with later performance
on the Bayley Bcales and other infant development assessmentis.

Y
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Perhaps most important to project staff, the/theoretical base
I of the APIB is compatible with the intervention model and clinical
applications needed by the ICN Interact Project. The APIB can pro-
‘vide detailed developmental information of value even to6 ‘highly
skilled intervention staff, and with proper interpretation, to
I medical staff ana parents in the ICN. . '
|

.7 On the basis of six months of use of the APIB project staff

have determined that it is thz‘bést assessment tool for staff use
(though the Developmental Observation and BNAS modification are

~felt to be more useful for beginning developmental specialists in
the ICN). Since the APIB essentially incorporates many of the items

. or purposés of the earlier project-developed assessments, and since
the APIB demands several hours to administer, score and interpret,

“the project has replaced use of the earlier infant assessments with
use of the APIB- alone. ‘Nurses assessments and occasional ICN environ-
ment assessments are still completed.

Project staff have developed a narrative summary of the APIB and,
with the help of Dr. Als, a format for incorporating impressions
based on the APIB into the infapts medical records and discharge
summary. A sample of the APIB scoring, narrative summary, medical
records suTﬁary and discharge evaluation are included in the Appendix.

The ICN Interact Project is‘a national leader in developing
intervention techniques appropriate to the hospitalized premature
infant population. A decision was made to realize the innovative
potential of the project. Comprehensive assessment and intervention
techniques have been developed or adopted, even though the several ‘
changes in data collecion will make rigorous program evaluation more

diffigult.
3. Inaividuélized Developmental Programs

’

. A plan of developmental intervention is prepared for each project
infant by the infant educators. The developmental pTan is based on the
assessments just‘descyibed, as well as the Assessment of Parent-
Infant Interacticons and the medical status and care of the infant.
The plan identifies long term goals differentiated for preterm and

.. postterm infants which are based on project preterm and postterm

* curricula. The plan is the basis for weekly developmental goals and
activities which are posted at the infant's bedside. The preparafion.
implementation and evaluation of these developmental programs is un-
changed from the description included in the first annual report.

A recent addition has been the weekly developmental update which
summarizes changes in activities and infant development for review
by’ the project pediatrician monitoring project babies, +

B. es o £3i ion Objectiv

On ‘the basis of grant budget constraints, the original proposal
of serving 50 ICN infants with the addition of a half-time educagor
/ in tre second year was modified to serving'a target population EE
- 36 infants with existing staff. All activities under this appr

modification of Objective 1 were accomplished as proposed.

ed

.
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. -jvities and Ac ishme

Second Year activities related to effective involvement with
ICN nurses were accomplished as proposed. An important element of
developmental services to infants in the is the cooperative
working relationship between ICN nurses and project staff.

First year accomplishments exceeded original objectives. ! Activities
fell into four general categories: i g

1. education for nurses

2. a support group for nurses

3. nurse participation in assessment, program
planning, intervention and follow-up

4. project participation in joint and nursing

: initiated activities to improve the ICN

environment. -
- - ) f\ . .

During the second year these types of activities continued with
particular emphasis on new methods of involvement of the individual
ICN nurse in assessment, program planning, intervention and follow-
up of project infants. -

1. ucatjon r Nurses - K\J/ "

A number of ICN nurse education activities were cdnducted success-
fully during the first year. These included a training series for
nurses in developmental intervention, six presentations to local
conferences attended by ICN nurses and an open house/orientation for
hospital staff. The project also presented a well-attended and
highly-evaluated one day conference: "The Intensive Care Nursery,
Intervention and Follow-Up". This conference, conducted in June,
emphasized ‘the significance of the ICN nurse in developmental inter-
vention. A copy of the agenda is included in the Appendix.

According to second year timelines, between July 1l and September
1 the project was to assess the need for, and provide as needed, an
additional training series for new ICN nurses. The conclusion was
that the recent (June) conference on developmental intervention in
the ICN met the needs of new nurses, and an additional training-
series was not warranted. Instead, the project has prepared a
videotape of an earlier training series. This can be made available
for new nurses on an individual and flexible bagiis. The project has
also begun work toward a third year product for training health per-

sonnel which is described under Objective 7. '

A significant opportunity for nurse’ education was provided in
February during a site visit for technical assistance purposes by

" Dr. Heideliese Als, Harvard Medical School ICN nurses from Children's
and related secondary care personnel, as well as other hospital

personnel, were ‘invited to a special grand rounds preser.tation by
Dr. Als on the behavioral assessment of preterm infants. This pre-

‘sentation was fol;dwedxlater,in the day by an ekxtended luncheon
. ,presentation and discussion with Dr. Als to which a smaller number

u
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of key nursing and othér medical staff were invited. ese pre-
sentations wer¢ well received, and reinforced the developmental .
focus of the ICN Interact Project.

is the individualized approach, employing daily situations in the
ICN to illustrate and encourage a developmertal perspective. This
is particularly true for the large and fluctuating nursing staff
, of a big tertiary ICN such as ours, which must rely upon both highly
| experienced and developmentally sophisticated primary care nurses
as well as new and on-call nurses. As the project refined its
model of nurse participation in infant assessment, program planning,
intervention and follow-up during the second year, opportunities for
h individualized ICN nurse education expanded.

l The most efféctive educational approach with nurses in the ICN '

@ .-

Although group training sessions for our ICN nurses were deter-
mined to be not necessary and less effective than individualized
training, such group training continued to be offered to nurses
from secondary care hospitals to which project babies are transfer-
red. Five 1-2 hour training sessions in developmental principles
were offered to five groups of ICN nurses &s &n integrated part of
Children's ICN Outreach Training Program. T )

&

2. Sugggrt’Groug for Nurses

Although not originally proposed, the project has found it
valuable to provide an opportunity for primary care,nurses to dis-
cuss their feelings about their work and the infants they care for. ) o
This effort has grown out of an informal presentation on attachments
by the project psychologist, who is aniexpert in the area. She met
a number of times with the nurses on a monthly basis.

Primary care nurses experience stresses above and beyond‘the
demanding care of sick and fragile infants. Attachment is likely
to the infant for whom they provide intensive and life sustaining
care for weeks or months. This can pose problems in their relation- -
ship with the infant's parents, particularly mother. Loss is in-
evitable and abrupt when the infant leaves or dies. Nurses often
.need a recovery period once one primary care nursing assignment
ends before they regain the emotional stamina to take on another.

Discussion and peer support are helpful in dealing with some of
these stresses which can dramatically affect the nurse-infant inter-
action. The support group offered by the prpject is -low-key and
voluntary, continuing only as the nurses have requested it.

Support group meetings began in response to particular difficult
attachment/separation problems for ICN nurses presented by several
infants requiring long-term hospitalizations. These meetings began

" i4n the spring ané'continued on a month-by-month basis into the fall
of 1981. The meeéianlceased once those problems were resolved,
but nurses were told that they can be reinstituted if needed.

3. Nyrse ggtgig;giggﬁﬁ in Infant Asgessment, Program Plgnéing,-lnteg-
vention and Follow-Up =
L Y

During the second year these were the key daily-activities related
to Objective 2. The ICN Interact Project's intervention philosophy
emphasizes involvement of all primary caregivers, nurses and parents, .

.

Q
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and concern with the developmental aspects of the infant's total

24 hour a day environment. The nuises who care for each baby are

" a significant element in the infant's early experiences. Though
medical caregiving is their primary responsibility, there are many
ways in which they can effect developmental intervention objectives
as well. The project has two types of goals in involvement of
nurses.: It encourages nurses to carry out developmental activities
prescribed in the infant's weekly program. Perhaps even more im- .
portantly, it encourages nurses to provide care in ways that will
be developmentally optimal for the individual infant. Our exper-
jence has been that there is tremendous individual variation in
nurse participation in both areas: but that with information and
involvement many ICN nurses can be sensitive, effective developmental
interventionists.

Assessment. Nurses are involved as much as possible in the
assessment of the behavior and development of project infants in

the ICN. Sharing such observations with the infant educators and

other project staff has beetr identified as of great educational

and supportive value by many of the ICN nurses.

Nurses participate in forma) assessment in two ways. First, the
nurse frequently assists the infant educator in direct developmental
assessment of the infant. Prieor to the project's adoption in Feb-
ruary of the new Assessment of Premature Infant Behavior (APIB)
developed by Dr. Heideliese Als, et.al, nurses assisted in the com-
pletion of every Developmental Observation assessment. . N

The Developmental Observation procedures were developed by pro-
ject staff and- are described in the First Year Report. During the
Developmental Observation the nurse carried out requested“routine
handling procedures while the infant “¢ducator recorded the infant's
-behavioral and physiological responses. These observations then
’provided'the basis for bandling-énd developmental intervention

ecommendations to the nurse. Since the nurse "received immediate "
’%eedback from this observation about the effects of her handling,
of the baby, the assessment procedure itself was fregquently a use-
ful nurse education tool. . ¢

The Assessment of Premature Infant Behavior (ARIB) 'was adopted
for use after project staff were certified in administering the
assessment by Dr. Als. Administration requires direct handling of
the baby, much like t Brazleton Newborn Assessment Scale on which
it is based. Therefo??l\current assessment techniques do not per-
mit as much direct nurse participation as needed earlier. However,
project staff attempt to involve the nurses in observation and
commenting on the assessment procedures when feasible. Since the
APIB generates detailed behavioral information about the babies in
their care many nurses are interested in the assessment procedures

and scoring.

+ Nurses, particularly primary care nurses, also are asked to
complete an assessment, the Nursing Assessment of High Risk Infant
Behavior, which whs developed for research by Dr. Peter Gorski of
Mr. Zion Hospital in San Francisco. A copy of this assessment was
included in the First Annual Report.




- This provides the infant educators with information regarding
the consistency of infant behavior seen more briefly during their
assessments. It also reveals how the nurse perceives the individual
infant, identifying problem areas (such as irritability) which may
be appropriate for developmental intervention, or areas of individual
nurse education (such as normal and atypical muscle tone character-
istics of the premature infants) which may be valuable.

Program Planning. The infant educators attempt to involve
nurses in the program planning for an infant, particularly when
l the infant has primary care nurses who know her or him well. In-
dividual nurses are consulted on a daily basis for their observations
and suggestions. Primary care nurses are invited to a weekly multi-
I disciplinary program planning meeting, at which plans and progress
.are‘reviewed. ’ ‘ '

Intervention. As mentioned earlier, nurses are regarded as
vital to effective developmental intervention. Nurses are asked to
carry out the developmental activities listed on the infant's weekly
goal sheet. Many.of them do, and record and describe their efforts.
In accordance with the project's philosophy of intervention, many
of the prescrived activities are compatible with or directly related
to routine care procedures. As an example, the infant educator méy
suggest that an infant be positioned frequently by the nurse on
his stomach rather than his back because he seems better able to
soothe and organize himgelf in that position. Or the infant educator
may determine that a baby is easily overstimulated, with a resulting
recommendation that the nurse either elicit the baby's visual attention
or talk to the baby during routine caregiving procedures, but not both
at once. a ‘

The infant educator frequently asks the nurse to assist her with
daily observations of the characteristic behavjor and responses of
the infant. The infant educator will instruct the nurse as to what
to look for. The infant educator thus gets information about the
consistency of the infant's behavior, while the nurse is given a
developmental focus and observation skills which may be helpful in
caregiving. For example, one week the infant educator may ask the
nurse to note when and for how long the baby achieves an "alert state,
identjifying for the nurse distinguishing features of different states
in the premature infant. The infant educgfor gains information which -
- is helpful in timing her own interventions. » The nurse becqomes aware
of state differences and the pattern for that individual baby. When
the weekly developmental activity then becomes ‘gaining the baby's
visual attention during alert states,the nurse will be able to
carry out the activity more effectively. The nurse has gained infor-
mation and an observational skill which may be used with other infants -
in the nurse's ‘care. v . Tt

As the premature infant matures, and for term and post-term infants
in the ICN, the educational program becomes msuch more active. The
nurse is asked to change frequently the infant's crib environment of
visual/suditory/prehension objects. The infant educator may show the
nurse how to carry out an appropriate developmental activity and ask
that she do it several times during the rourse of her shift each day.
The nurse will be asked not only to carry out the activity but to
evaluate its effectiveness with that infant.

15
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Follow-Up. Once a baby leaves the ICN, tﬁe nurses generally hear
nothing further. They get no feedback about the baby's course of
development, or whether their interactions with the parent have been
helpful. ICN staff get surprisingly little information which might
help them modify non-medical procedures. A presentation at our June
1st conference by a panel of parents abcut their perceptions and
feelings during their ICN experience haé tremendous impact on ICN
-staff. ) N - - '

:

_ The ICN Interact)Project has attempted to provide some feedback
to ICN nurses through the conference and more routine procedures.
One of the most effective has been the posting in the nurses lounge
~ of follow-up reports on project infants once they leave the ICN.
After a home visit the project's gollow-up nurse will post a photo-
graph and a brief report on the infant's health and development.

This effort has been appreciated greatly B¥.the ICN nurses.

Informal feedback also is provided to%ipdividual primary care
nurses who are interested in what becomes-of a baby in their, care.
The follow-up nurse and infant educators.w#ill make a point of in-
forming these nurses about how the baby does when tranferred to a
secondary care hospital or in the transition to home. Joint home .
visits with the follow-up nurse are also possible.

By the end of the second year questionnaires were requested fropm
23 parents who had completed project participation. This questionnaire
provides evaluation not only of project participation, but of the
parent's experiences in the ICN as well. Results of the gquestionnaire
permit formal feedback to nurses and other ICN staff. A copy of the
revised Parent Questionnaire is included. in the Appendix.

Beginning in the first year and coné%%uingfduring the second,
project staff working with ICN nursing staff on several activities

of major import for the quality of the I€N environment for infants,
parents and staff. Some of these include: Parent Support Group.

A support group for parents of prematuré infants was initiated in
the first year by project staff, ICN nupsing., social services apd
parents of ICN graduates. During the s&cond project year the parent
support group was made operational after a series of planning meetings.
1t now provides assistance to parents both diuring and after ICN hos-
pitalization. Specific activites related to the Parent Support Group
are described under Objective 3. ' ‘

f\

Organization of a Parent Room. Our ICN until recently has had

no.place for parents to spend time alone with their recovering babies.
In spite of space limitations, the need for this has been recognized
both by nursing and by the project. A gmall room leading directly

off the ICN has been set up for parents™for breastfeeding, develop-
mental activities or quiet time with thg baby. It has been equipped
with materials useful to parents, such asipamphlets on the premature

%

infant and on breast feeding.the premattre infant.

& - ‘
Chajges in Nurging Care. Nursing ﬁ? making continuing efforts
to improve the quality of care for ICN 4¥nfants. In addition to

medical care procedures, nursing is actively incorporating develop-
mental intervention techniques from the’ project and other sources.

16 <y B
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An excellent example of this is provided in the draft of "Tiny Baby
Care Guidelines" for nurses which was included in the interim report.
Many of the infant educators' recommendations for reducing over-
stimulation of the very premature infant and for optimal handling

can be found incorporated with nursing care recommendations.

Nursing is alert also to concerns with the parent-child relation-
‘ship and the nurse's role in the development of attachment. The
ICN nurses receive periodic reviews of the literature on attachment
_as part of their inservice training. Generally, ICN nurses encour-
age and assist, but do not pressure parents into handling their baby
until they are ready to do so. Efforts to move toward primary care
nursing are of great benefit to the parent and to the developing
parent-child relationship, since the parent then has a consistent
nurse to relate to, who gets to know parent and baby well.

Changes in Visiting Policies. Nursing is attempting to make
parents feel more welcome’ in the ICN and has liberalized visiting
policies. Parents &re encouraged to spend time in the ICN whenever
they can, and other relatives, including siblings and friends, are
permitted to visit the ICN. N :

Ld

Desjgn of a New ICN. A major building campaign by Children's
"Hospital will result in space for a new ICN next year. Nursing
@nd project staff have been concerned with the design of a new ICN
‘which provides both optimal medical and developmental environment
for these infants. Developmental concerns include the physical
organization of space and beds, noise 'and lighting levels, and
space for parentc. : .

-~

'
# ‘ T

Move Toward Primary Care Nursing. Nursing is attempting, and
the project supports, a move toward nursing assignments for ICN
infants by a consistent primary care nurse. There are tremendous
benefits to infant and family of primary care. There are benefits
and costs, however, to the individual primary care nurses and to
ICN nursingi'as a whole. Some of costs are emotional:; these costs
and some priject efforts to lessen them were reviewed under Nurse
Support Groupi Nursing has made several productive efforts to
maximize the benefits and reduce the costs of primary . care nursing.
Though primary care nursing has not been accomplished completely,
most project infants (who are the most premature and longterm ICN
inhabitants, needing primary care the most) have had good primary

care nursing.

B. Slippages or Modifjcation of QObjective 2 : .

No slippages ‘or significant modifications of this objective
occurred in the second project year. The project met or exceeded
timelines and proposed activities. Many unanticipated activities
and benefits related to this Objective have occurred. :

[
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objective 3: To educate agnd_encourage the ihfgpt's#pgrents to téke
n nd re f the jnfant to enchance jits recover

and development.
A._Activities and Accompljghments ‘ -

Activities related to this objective have been etcomplished as
proposed. The sequence of coptact, planning and interaction with
the parent in the ICN which was detailed in the original proposal
has been followed with each of the 36 project participants in the
second project year. .

‘ - . :

The project attempts to assist the establishment of a basic
attachment relationship between high risk newborns and their parents.
Project staff provide information about current and anticipated cap-
acities of these infants. ‘They model handling and stimulation tech-
nigues. They help the parent identify cues and responses of the
individual infant. They assist with feeding and soothing. Project
staff are able to identify a meaningful role for the parent even in
the ICN setting, which helps to establish the parent's primary role
when‘the high risk infant goes home. They help prepare the parent
for the often difficult task of caring fot the high risk infant at
home. They are able to talk with these parents about their f%elings

related to the high risk infant. .
)

Three major components of parent involvement for further develop-
ment in the second year were identified in the first Yyear report.
These include: ' .

opriate model nd effective technjques f nvolvin
parents in the tertiary ICN setting. This is 2 unique setting for -
early intervention efforts. The highly technical medical setting,
concerns about survival, patterns of caregiving aﬂi\emotional re-
sponses to the premature or seriously ill infant all have a profound
impact on the new paredgpin the ICN. The infant educator can be a
key person in involving ‘parents in the ICN setting. Infant develop-
ment .is one of the areas of care of the newborn in the ICN in which
the parent can take an active role. The intervention model and
techniques of parent involvement must be appropriate to this unique
setting.

There have been three key accomplishments in this area during .

the second project year:

with. ICN

h.‘ e he e men
n [ d an .
b.‘ rent s j [ nin .
c. n ig bein ) n
ide aren se d N
experiences. A draft of the manual "Developmental

Steps" has been completed as proposed and described
under Objective 6.

a.The role of the developmental specislist with parents: The model
of the ICN Interact Project places strong emphasis on involving and
working with parents to the extent feasible in the ICN setting. A

—

A
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(unique set gf concerns and stresses are common for“parénts.of high
risk newborns in the ICN. Effective intervention cannot occur without i
recognition and incerporation of these concerns. . .

Educational and supportive components of project intervention
with ICN parents will not be described here. They have been summar-
ized in two articles by project staff in the forthcoming WESTAR
publication, "Issues in Neonatal Care".

b.parent Support Group: Through joint efforts by project staff,
ICN nursing, social services and parents of ICN graduates, a support
group for ICN parents was established during the second project year.
Initial planning included consultation with two Bay Area support
groups for parents of prematures, as well as review of materials from
other programs which could be identified. Through a series of meet-
ings a model of a parent-developed program (rather than staff-develop-
ed) emerged as most appropriate to our setting.

After preliminary meetings a survey was developed and mailed to
‘more than 700 families who had had babies in the ICN in the recent
past exploring interest in a parent support group. A total of 106
returned the survey. Summary data are included here.

Based on the response to the questionnaire a deeision was made Y,
'to go ahead with parent support group efforts. A number of -activites
ensued during the remainder of the project year:

1) an ICN Parent Support Group Advisory Committee was
formalized. Meetings were schuled every few months.

2) a "coffee room" for ICN parents,staffed by graduate
parents was established. This item was the most
highly requested inp the parent survey. Parents
now are staffing the coffee room two evenings each
week to allow informal support and discussion with
current ICN parents. .

-

. 3) a successful "graduate picnic" was planned and
held, as was an ICN reunion which approximately
150 people attended. . >

4) several presentations were planned on the basis of
survey responses. The first, "Coping When You Have
a Premature or Sick Baby" was well attended and

received. .
5) a bulletin board for parents was established in the .
nursery.

6) the idea 9£ a parent-to-parent support system or
"hotlinet"was explored.

7) a search for funding for ICN Parent Support Group
activities was initiated.

-
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CHILDREN'S NOSPITAL MEDICAL CENTER /[, W 2@' s e’
- PARENT SUPPORT GROUP / /&W/ -

I “1. As a parent with a sick mvboé. what types of support would have been helpful

to you? ;
< f :
I elpful Maybe Not Helpful
T
a. Telephone contact with another 4 ,
I parent - . _4¢;z/ 6/ /’;7
| ‘ F '
b. Visit with another pnren\t"' } é 0 j¢ 7
c¢. Parent "coffee room" at ih} hospital
‘ ataffed by "graduate" parent willing ]zf : /i‘ é
R - to talk ' o
d. GCroup meetings with graduate parents 19[
and other parents in the nursery . Z 6/"2/ ’ /'3
©®rneorams on related topics é& \;\7 j

2. If you are interested in preaentations, vhat topics would be of interest to you?

3

Suggestions (indicate if any of the following are of interest):

Cuping with the birth of & sick or premature baby
"% Common medical problems in newborns (hyaline membrane disease, patent ductus, etc.)
7 Homecoming and the family
.- Longterm development of the sick or premature baby
Care and feeding of the premature baby .
7 Community resources '
/ Having another baby \

d

‘\‘rb\’;\ q

g

W

3. Additional comments/suggestions: (Use other side if}ncculry)

Please complete the following Parent name(s)
to update our records: ‘
' . Addresa

City, State, Zip

Child'! name

Q ‘ S}
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*Breast feeding 4& . -
' *Bonding . -
| Colostomy/Stama Care \ 1
| JEC - csuse and effect )
' Development of babies with short bowel syndrome

. Causes of prematurity
‘ Responsibility of parents of premsture/sick infant ,
I _*vat is "normal"/Awhat to expect (development) of the premature

mrwh abnormalities .
‘ Effects of melicstions on premature baby
I Association of birth weight and neurological development

. How to stimulate intellectual growth in your child

How to encourage your child to be creative

Surgery - preparing young child for surgery
I - recovery - - :
| phychological effects '
Effects of oxygen sdministration
Financial aspects of having premature/sick baby
Seizures )
~awhistering medi cations to the newborn

<

4

Dealing with family/friends .
Ooping with "ups" and "downs" of baby's progress . ‘
Preparing for the birth of a premsture/sick baby

Jaundice

Father's role ,

Care of pramature twins

*Famly relationshups: husband/wife, siblings
Drnate Kinase Enzyme Deficiency

*Dealing with fpeling of guilt, inadaquacy
Prevention of premsturity .
Eaplanation of equiprent/procedures used in IN
CPR and emergency

*Cardiology/congenetal heart disease

S.ngle parenting

Newborm and divoree.

Imperforate anus

How to talk with your necnatologist -

KF¥/kc
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E;ngelggmgntgl Guide for Parents. Central to the ICN Interact -

Project's intervention approach is assistance to parents in ob-

.

., servi the infant's individual behaviors and interacting with-the i
infant on the basis of those observations. The behavior of the -
“signi antly premature infant is dramatically different from that

‘of the full-term baby which most parents-expect.-

Although education and interpretation are best done on an in-
dividual and continuing basis with parents at the infant's bed-
side, the number of parents for whom this can be provided is .
comparatively small. No.guide to the behavior and development of - .
the infant. in the ICN, or to what the parent can do to aid develop- -

y meht, is widely -svailable. During the second project year a parent
guide has been development in draft form which may extend the ex- §
péertise of the project to parents in ICN's other than our own. The |
manual is:.described under Objective .6. - '

. “2) appropriate models and effective technigues f¢or inveolvang
~ parents in the developmental follow-up of the high risk infant.
‘Once the high risk infant leaves the ICN a new.sét of concerns faces
= both. parents and the early intervention program which seeks to assist®
them. The task here is to identify approaches that, ¢n the one hand
recognize the special needst of the high risk infant, but,on the other
h&nd, do not minimize the infant's potential for normal development.
The high risk infant may be more difficult for the parent to'care for.
Cues may be more subtle and endurance less than the healthy term baby.
There may be recurrent medical crises. The baby may be irritable \\\ .
and dM#ficult to soothe.JLengthy separation from the infant during iy
the ICN stay may delay o#\pltqr the development, of a basic parert-
infant relationship. Infant development may bg delayed and should
be closedly monitored. Each of these problems may be lessened by
appropriate intervention and- follow-up once the baby goes home.

~

+ - At the same time. the ability of the high risk infant to recuper-
ate and develop formally must not be underestimated. It can happer '
that parents perceiave thear premature or cratically 111 newborr. as

! chronically fragile or even handicapped. Inclusion 1n a special
early intervention program can reinforce that perception.

¢ -

Until some future time wher. infant development resources car, be
available to all new parents without .labelling, early ihterventaion
with the high risk infant must take 2 different form from garly
intervention with the handicapped infant. It should be prebentcd ) u
as preventative as opposed to remedial or therapeutic. Ewen more o
than with the parent of a handicapped infant the goal should be
to reinforce the parent's individual child rearing skills and coY. -
fidence rather than providing an educational program to be carried
out.

During the second project” year, several accomplishments have
been made in the development of an effective follow-up model for
parents of high risk infants. These include:

a. the development of ». parent support cgroup for ICN graduates. o

b. preparation of a parent manual which deals with jinfant
development gnd interventjon during the trensi¥jonal period

! after the baby goes home.

22"
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‘c. articulation of an individualized gpproach to follow-up.
This is described in more detail under. Objective 5. .

- tory méthods £ a sroject jmpact on par-
ticipating parents. It may be &s “appropriate to assess project
impact on parents as on infants. This is true if, as we believe,
the parent is the primary developmental iqfluence on the young in-

A basic activity under Objective 3 is to guide parents in o
carrying out developmental activities with- the infant in the ICN. - )
"But in ICN intervention we cannot merely be concerned with whether :

the parent carries out suggested developmental activities. Though
_this is one measure of project impact, it is not sufficient. The

ICN is a crisis setting, in which parents get to know their infants

for the first time, infants who are very different from what they

expected. The infant educator can have a significant impact on

the whole process. 1In order to assess this impact we need. an

assessment of parent-infant interaction in.the ICN which can be
correlated with later assessments of parent-infant interaction at

home, and with-the infant's developmental outcomes. Since a sat-

isfactory instrument of this type does not exist, .the project

worked toward developing one, which was implemented in the first

half of the second year. Outcome data will be included in the

third year report. ‘ o : : .

. The project has been successful . in establishing during the first.
project year its role with parents in the ICN. Premature infants
are being referred to the project at earlier points in their ICN .
stay, just so that the infant educators can begin work with the
parents. Many of the infants referred before 31 weeks gestational
age are too young and medically unstable for direct developmental
therapy., However, the infant educator can begin work with the

nurse (as discussed under Objective 2) and with the parent, who is
in the critical early phases of forming a relationship with the
baby, and needs support in the crisis of survival.

As was discussed under Objective 2, the ICN pgbjéct has par-
ticipated with nursing and other ICN staff in other saccomplish-
ments which should improve parent involvement with the high risk -
- infant. These include the initiation.of a parent support group .
and development of a parent room in the ICN. Project staff have
supported the move toward primary care nursing, which is helpful
to the parent, and more liberalized ICN visiting policies." -

B. Slippages or Modifications of Objectives

« There have been no slippages related to this objective.. A minor
odification has been made in deleting a parent questionnaire to be
cdnpleted at the end of the ICN stay, in favor of a_ comprehemsive
questionnaire to-be completed at the end of the first year of pro-
ject participation.  This questionnaire, completed when the infant
returns for developmental assessment at one year, was implemented

in the second project year as infants admitted in the first year
reach that age. The final draft of the parent guestionnaire is i
_ included in the Appendix. Results will be analyzed in the third e

year report. . : » . ’ .
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J gbieétive 4: To insure the provision of continued dgvglogmenggi
therapy to all infants needing such care when they are transferred
from the ICN at CHMC to secondary care nurseries. c

A:. Activities and Accomplishments ’

As originally proposed, the project was to follow infarts trans-
ferred from the ICN for secondary care at two local nurseries. Re-
ferral patterns for secondary. care and great interest in development-
al intervention prompted expansion of secondary care follow-up to
4 community hospitals. Training in developmental intervention was
provided for several additional hospitals for which greater follow-
up involvement was not practical. ' '

During the first year 12 infants were transferred to the 4
secondary care nurseries and received continued develbpmentalﬁther-
apy. However, as noted in the first year report, the average length

. of secondary care was much shorter than anticipated. Although a
few babies remained longer, most received secondary care for only
one to two weeks. The short stay limited the extgnt and significance
of the follow-up developmental therapy program. ‘ p

pDuring the second project year the trend toward longer hospital- N

jZation in our tertiary.ICN and then direct release to home con- :
- tinued and intensified. Only 9 of the 36 infants were transferred

to secondary care nurseries, remaining 2 weeks or less, and often

only a few day. : _ : 5 ’

As discussed in Objective 2, training in developmental principles
continued to be provided to nurses in secondary care nurseries. Five
hospitals received training by the infant educators as a component .
of the Children's Hospital ICN Outreach Training Program. -

'B. Slippages or Modification of Objective

RS

The trend toward .less and shorter secondary care nursery stays
for oUg ICN babies was identified in the first year and confirmed
in the second. Consequently, a modification of the objective was
made in proposing third year activities® which reduce data .collection
and program resource allocations. Activities related to this objectave
were proposed on the then-current tranfer rate of more than 50% with
an average stay of more than 2 weeks. Changes in patterns of inten-
sive care no longer justify emphasis on model development and data
collection in this area. '




~ .

) Il-"lIl;“IIl‘ IS S T - - - T e s N e e e e

¢

Objective.5: To provide coordinate _developmen -u

~ infants who have received developmental ther in the CHMC N

upon discharge to home.

Ao Acgivitzgg nd Accompljshme

Follow up was an area of partiéularl;\:accessful'model.develop-
ment and accomplishments during the second project year, Activities
inelude:,

1)
- 2)

o
all high risk infants 'leaving the ICN.

3) fting of a description of the follow-up program model
for rerlication purposes. .

T) Provision of follow-up services. The developmental follow-
up program has three major components:

‘a. home visits by project staff
b. gquarterly neonatal follow-up clinic visits

c. coordination of other developmental examinations,
services and referrals. '

Home visits by project staff: Hémé;viSitng is initiated upon

_discharge of the baby from the ICN or secondary care nursery. The

follow-up nurse is the primary provider of services in the home,
though the infant educator who worked with the family in the ICN

‘may also visit,particularly in the early weeks. 1In a few cases

the infant educator may visit on a continuing basis with infants
about whom there are identified developmental concerns. The follow-
up nurse tailors the home visiting program to the needs of the
specific~family. Generally she attempts to make one visit as soon
as possible after the baby is discharged and a total of two visits
during the first month at home.. She then attempts to visit monthly
during the first six months, and every 2-3 months during the re-
mainder of the year. A total of 113 home visits were made dutring

.a 10 month period by the follow-up nurse (no home visits occurred

during a two month maternity leave).

t natal ] - jpic vi : Once discharged °
to home, project participantk begin a schedule of quarterly neo-
natal- follow-up visits. During those visits they -are seen by the
follow-up nurse,- dévelopmental pediatrician and the infant educator -
who has worked with the family in the ICN. Assessments are also
scheduled, if needed, by the physical therapist or nutritionist.
The purpose to neonatal follow~-up clinic is frequent monitoring

‘of medical/developmental progress and current status, combined

with developmenta) recommendations for the next few months. At

3

.12 months of age the infant is tested by the project psychologist
.. using the™Bayley Scales of Infant Development.

« ’ <
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Infant Performance

on the Bayley Scales of Infant Development

l And Status at One Year Corrected Age
| e | MR e foeveiopen: o infane * | Continued
_ One Year Irdex (MD1) [Index (PD1) Program ollow-Up
I 1 Lost To Follow-Up 7
' 2, Lost To Follow:Up »
l ’ 3 Lost To(Follow-Up‘
' &4 50. 63 x x
I 5 Moved Out-Of-Area
6 Died )
7 Died ’ ‘
I . 8 82 92 x
| 9 Lost To Follow-Up
' | 10 Lost To Follow-Up
1 . 94 110
P 12 84 110
13 . 63. 66 x x
14 Lost To Follow-Up
15 ’ | . 109 1 80
16 115 98
17 - " 98 92 x
18 - 91 110
19 . : 98 86 -
20 Hove?-Ou; 0f State
21 |, ' 89 86
22 . 112 B6
23 81 50 ' x X
24 * * X x
25 112 82 X
26 P 93 92
27 Lost To Follow-Up
28 -~ Lost To Fyllow-Up ‘
29 ¢ ) 109 92 x
30 54 52 x X
3 < 96 * X
32 J 115 98
33. Lost To Follow-Up
3 | 103 72
35 106 ' 80 ]
Scheduled Next Year )

L4

* Bayley not administered due to sensory or‘phytical deficats.
.26
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Any infant jdentified ‘as having an emerging handicapping con-
dition is referred to a more intensive early intervention program.
The referral is coordinated by the follow-up nurse. To insure that
the referral is effective, the project's developmental follow-up
program contirues for all infants. .

puring the second project year g‘t tal of 106 neopatal follow-
up clinic visits vere accomplished. \Thc low rate of missed appoint-
ments (21.5%) we .attribute largely to the relationship with and
assistance by project staff, particularly the follow-up nurse.

. By the end of the second year, first year participants were
reaching 12 months of age. At that time formal developmental assess-
ments with the Bayley scales of Infant Development are completed and
a multidisciplinary case review and disposition occurs. ‘Infants .and
- families are referred to community resources as appropriate. 1f )
the developmental prognosis is uncertain, or if handicapping con-
ditions are igentified, the infant continues to be followed annually
or even more freqguently through the Child pDevelopment Center's core
diagnostic services. . '

— L -

A total of 22 developmental assessments were completed by the
end of the year on first year participants. One test was scheduled
for completion after July 1st. Thirteen assessments were not com-
pleted because 'of death, the family moving from the area, or loss
to follow-up - either becuase the family felt that the baby was
doing well enough that further follow-up was not necessary. or,
more frequently because, family disruption (jail, mental illness,
divorce, multiple changes of address) made a return for development-
al purposes unimportant, impractical or both.

As can be seen from the table which follows, at one year ‘cor-
rected age most first year participants tested were functioning in
the normal rangé. Several cautions must be noted in interpreting

- this data. First, for a number. of these babies, .particularly for
_those hospitalized for much of the first year, staff agreed that
recuperation and health status were still developmental factars of
unknown significance. Second, a growing body of research suggests
that devglopmental scores in the first year may not be predictive
\ of later performance of premature babies since milder handicaps
‘ may appear later. Third, developmental test scores do not reflect
concerns with difficulties in the parent-infant attachment relation-
ship and related delays in social, language and self-concept develop-
ment. There were several families whose babies scored within the
normal developmental range, but about whom we had significant con-
cerns of this nature. : :

A total of 5 of these 23 infants, or 23%, were referred to early
intervention programs for the handicapped. An additional 5 infants
were scheduled for further developmental follow-up and assessment
because of concerns about delays in specific developruental areas
at one year corrected age. It is clear that this population is an. .
appropriate one‘for\preventative early intervention.: ‘ -

Coordinatjon_ of other develcpmental fe 3low-up exgminations and -
: As described in the first year report, the project pediatrician
and particuarly the follow-up nurse, coordinate other services needed

by the high risk infant during follow-up. Outreach services by the

27
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nurse such as providihg transportation or attending medical appoint-
ments with the family insure that needed assessments and services
occur. All project infants are scheduled for vision and hearing
tests during their first year of life.

The nurse also coordinates with the family pedistrian, medical
specialists, social service personnel and public health nursing
personnel who may be involved with the family. The family ped-
jatrician is ‘informed of every developmental concern and activity
beginning with the, ICN discharge summary the infant educator,
and dbontinuing with the neonatal follow-up clinic reports.

- eve l ¢

" hjgh risk infants leaving the ICN. During the second year project
 staff advocated for, then helped plan and implement, a Neonatal

Follow-Up Clinic for all high risk infants leaving the ICN. Prior
to this, the only developmental follow-up aveilable was that of the
ICN Interadt Project, which was limited to a small fraction of those
infants in need of such services.

Neonatal Follow-Up Clinic, which utilizes partial funding avail-
able through California Childrens Services, is less frequent than
that of the ICN Interact Project, but it does permit developmental
monitoring during the first year of life. Infants are seen by a
developmental peQX?irician and a follow-up nurse at 6 and 12 months
corrected age. It is hoped that changes in the funding meéchanism
also will permit some. limited home visiting by the follow-up nurse,
since home visiting has been found to be a significantly positive
factor in ICN Interact Project follow-up. - '

ftin n h OW -~ o
for replication purposes. A description of the follow-up program

mode]l has been drafted as proposed. The description includes inter-
vention philosophy, home-based services, clinic based services and
coordination with community resources. A copy of the description

is included in the Appendix.

es difications of Obije e .

The project met.or exceeded all timelines and proposed activities
related to this objective. Establishment of a Neonatal Follow-Up
Clinic was an unanticipated and particulary important accomplishment,
which should benefit hundreds of high-risk infants leaving the ICN.
There were no slippages or modifications of this objective during
the second project year. '

28
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The preparation of a developmental guide for parents of pre-
mature and other new borns in the ICN was proposed as & major second -
and third year activity. The parent guide which has been named .
"Developmental Steps, & Guide For Parerts To Infant Development 1In
the Intensive Care Nursery" will be a major project of the ICN Inter-

act Project.
-

All related activites have been accomplished as proposed. First
and second drafts were completed in March and April. Late in the

projectdyear an unapticipated opportunity to have a content/editing
review Sone by WESTAR, the technical assistance agency, hastened

completion of a third draft.

The handbook éﬁphasizes the parent's opportunities and role in
assisting the development of their premature or seriously i1l new-
born. It emphasizes observational techniques as a.baszis for a
parent's understanding of and interaction with their infant during
and after the ICN stay. The parent handbook should £fill an unmet
need for a simple but informative guide to what the parent may ex-
pect of and do for the hospitalized newborn. A COpPY of the table
of contents is included here. :

B. Slippages or ‘Modifjcations of Objective

The project met or exceeded all timelines and proposed activities
related to this objective. There have been no slippages or modifica-
tions during the second project year.

-
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ive 7 P e ning manual in developmental therapy

ent ed ‘ tab h th e staff in the n
other hospital nurgeries. : N
A. Actjvities gand Accompljsghments

The preparation of'. training manual for health care staff, like
the parent manual ‘described inp Objective 6, was proposed as a major
second and third year project activity. The manual was originally
proposed to be campleted in draft form by the end of the current
project year, with completion and dissemination by the end of the
third year.

3

Budget reductions for the second year necessitated elimination
of the staff expansion planned to produce both the parent and health
staff training, as well as to expand direct services. The staffing
limitations required setting priorities among activities or origin-
ally proposed. After discussions with ICN personnel project staff
decided that a greater need existed for the parent manual than for
the ICN staff training manual. No comparable resource existed for
parents, but the EMI curriculum produced by an HCEEP project at
the University of Virginia Medical Center offered developmental
suggestions for the ICN. While the project proposed a different
type of training approach, the parent manual was given a higher
priority. 1In second year negotiations it was proposed and accepted
that activities related to Objective 7 would largely be postponed
until the third Yyear.

While the parent manual was given higher priorityf planning of
the approach to training health care personnel did not cease. Origin-
al plans for a written manual were modified to include both written
and audiovisual (slide-tape elements). This was based on discussions
with ICN nurses about what the most effective presentation methods
would be. Preparation for these elements began in more limited form
during the second Yyear.

B, Slippages and Modifications of Objectjve

Due to budget and staffing limitations in the second year, pro-
posed activities realted to Objective 7 largely were postponed. until
the third project year. (see discussion above). Objective 7 will
still be accomplished by the end of the project but in modified form,
No slippages have occurred in working toward this modified objective.
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Objective 8: To demonstrate the effectjveness of the ICN develop- °
mental therapy program go that other hospitals will start similar
programs. :

vit nd 1ighme ' o ]

Two types of activities fall under 'this activity 1) project
evaluation, and 2) demonstration, dissimination and replication
activities. L

X e valyation: Evaluation of project effectiveness
is particularly challenging in this new area of intervention with
premature and other seriously ill newborns. Some of the issues were
discussed in the first annual report. Briefly, they include the lack
of developmental assessment techniques;: the unpredictability of later
developmental outcomes from either neonatal risk factors or develop-
mental assessments in the first months of life:; and the variable
and unknown impact -of unstable medical conditions during this period.

It was clear from the beginning of the project that innovations
in the evaluation area would be needed. A significant focus of the
ICN Interact Project has been the development,and implementation of
appropriate evaluation approaches. The challenge. is even greater '
because the critical care environment of the ICN and the fragile
health status of ICN babies preclude any non-essential assessment
procedures.

The evaluaticn plan calls for an examination of project impact
in four major areas:

a. infant development

b. parent involvement L] -

~

c. ICN nurse involvemment
d. ICN ecology and discharge procedures.

The evaluation plan has been implemented as described in the first
annual report. Several additional modifications occurred during the
second project year, in the area of infant assessment and parent
pssessment.

nfant n d ~ations: Project evaluation procedures
have lved each year of the project, as technical assistance through
WESTAR has been obtained from noted authorities on work with premature
infants. In the first year several evaluation procedures were develop-
ed with the assistance of Dr. Peter Gorski of Mr. 2ion Hospital in
San Francisco. These were described in the first annual report.

Late in the first year project staff learned of an assessment of
premature infant behavior under development by Dr. Heideliese Als at
Harvard University (this and other assessments are discussed under
Objective 1 in this report). project staff Cetermined that this would
provide the most detailed infant assessment for evaluation &nd clinical
purposes. They began use of the APIB in November and were evaluated
in assessment procedures by Dr. Als during a 3 day site visit in March.

P 2 36 ,
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The APIB was adopted for use as the primary infant assessment pro-

. cedure, replacing the modified Brazelton assessment and developmental

observation procedures used earlier.

. b, Parent assessment modifjcations: In addition to refinements
of infant assessment procedures, the project also developed parent:
assessment procedures as proposed during the second year. what was
needed was an assessment of parent-infant interaction which coulad
be initiated in the ICN but then continued during the first year at
home. To that end project staff combined key ICN interactional
observation items with earliest items on the Parent Behavior Progress-
ion, developed by Dr. Rose Bromwich, et.al. This assessment procedure
was developed, revised and implemented in the second project year as
proposed, as was a parent evaluation questionnaire.

Late in the third project year additional technical assistance
was provided by WESTAR in the evaluation area. The purpose was to
develop an evaluation strategy which could cope with the changes in
assessment procedures and resultant date. Several promising ideas
were under development at the end of the second project year and
beginning of the third. These included pooling data on key infant
behaviors common to all assessment procedures and also examining
best/worst outcome groups retrospectively. Details of the final

data analysis plan will be included in the interim report.
‘ nation n s -
Federal Involvement.
. ctivit] and Accomon hmen s

Major demonstration, dissemination and replication activities
have been accomplished as proposed. As in the first year, accomplish-
ments in these areas have exceeded original expectations. Further-
more some activities, particularly at the state 2and federal level
were of significance to services to high-risk and handicapped infants
in general.

Pemonstration

visitors: Becausﬁ’oﬁ the nature of the project's setting in the
ICN, on-site visitors ‘are restricted to those planning to initiate
or improve developmental intervention programs for high-risk infants.
A total of 30 visjtors were scheduled on-site, of whom approximately
1/3 were taken into the ICN for actual demonstrations of development-
al assessment and intervention techniques. For the remainder dis-
cussion with different staff members and examination of project
materials met demonstration purposes. .

Exesentations: Project staff made presentations at four local
peetings and regional conferences, to.a.total of approximately 185 -
Jucat Tveic yminigtrotors and decision mak

s

A significant demonstration activity was the presentation by

Dr. Heideliese Als at Children's Hospital Grand Rounds and at 2 ;
) h . . Dr. Als presented on the

assessment of premature infant behavior, and on the theroy and ob-
servations .ir this area which support the value of developmental
intervention beginning in ‘the ICN. T
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Grand rounds at Children's Hospital generally attract 50 or
more pediatricians and medical specialists in the -East Bay area.
Special announcements were distributed by the ICN Project to inter-
ested professionals from neighboring ICNs and community -agencies
serving young children. More than 100 people attended the grand
rounds presentation.

At a special invitational luncheon presentation, Dr. Als con-
tinued in greater detail with the developmental perspective. The
presentation was attended by 35 relevant professionals, including
neonatologists, nurses, therapists, CDC staff and several pro-
fessionals from neighboring ICNs. '

for parents of premature babies, one of which was just published,
the other of which will be published late in the year. Development-
al consultation was provided to the authors of both books.

Rissemination
e chure: Approximately 150 dlRes of the project

- Profect Brochure
-, brochure have been distributed to visitors, at conferences and in
f response to requests for information. B

l Articles: Project staff have produced three chapters on inter-
vention with high risk infants. Two of these three chapters were
based on .conference presentations, which also were summarized in

a Conference Proceedings published by WESTAR.

l Project staff also contributed to two books by parents and

\\

The chapter titles included:

-"Humanizing the Intensive Care Nursery Environment"”
-"New Faces gnd Approaches in the ICN: The Role of

the Develcopmental Specialist”

These two chapters appear in "Issues in Neonatal Care" to be-
published soon by WESTAR. ‘The third chapter appears in "Curriculum
Materials For High-Risk and Handicapped Infants", to be published

by TADS. This chapter is:

- -"Interventjon With the ve Youngest: Cu

High-Risk and Developmentally Pisabled Young Infants

ja: A summary of an earlier newspaper article "Humanizing
the ICN" was published in the pational magazine "Children Today".
Many requests for further information continue to be received as

' a result of that article.

The project alsp was discussed during an hour long radio gshow
»Special Education For Babies” presented by San Francisco radio
station KNBR. : )

Repl Qn

Replication was not proposed as a significant second year acC-
tivity, but préparation of materials for replication purposes was
accomplished as proposed. Drafts oﬁfxqglication packet materials,

}
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the /parent manual and other materials were completed for revision
and use in the final year of the project. :

During the year three extensive site visits wvere made by person-
‘nel fram other ICNs in the state (2) and out of state (1). The
‘purpose of the site visit was to learn aboug and replicate project

procedures. :

Two of the chapters which were completed during the year were
written as replication guides for other professionals in the ICN.
One chapter described the role of the developmental specislist in
the ICN while the other described intervention goals and techniques.

te and Fe 1 Involvement
Significant and unanticiapted accomplishments occurred in the
stimulation of improved services to high risk and handicapped infants.
This was achieved by particiaption in regional,state and national
advisory committees and task forces concerned with le{vices to young
c?tldren with special needs. These included:

a

vel: S e ntatjon nt Adv ttee,
Office of Special Educatjion. Legislation mandating services to
handicapped infants was introduced as one result of committee mem-
. ber activities. Although the mandate was defeated when its proposed
~~—-funding mechanism was defeated, a state advisory committee, The Ad
Hoc Committee on Early Intervention, was established by the legis-
lation to report -to the Governor, legislature and state agencies on
,l
’l
g

services to 1nfapts.

n
This committee was convened to identify ser-
eds of disabled infants. It succeeded in encour-

vices and unmet
ouncil on Developmental Disabilities to recognize

aging the State
services to infAnts as one of its three planning priorities for the

coming year,

Advisory Comhjttee on Young Children With Exceptional Needs,

ion on T h rep n en . Several years of
‘committee work on an Early Childhood/Special Education Teaching
Credential culminated in a completed competency-based credential
description, public hearings and introduction to the legislature
as part of a larger credential bill. Unfortunately the entire bill
was defeated, but there are hopes that this credential can be intro~-
duced in 2 new piece of legislation in the coming year.

projects continued to work on behalf of services to young children
with special needs. Menmbership was expanded to include other leaders
in the state. The consortium worked to support special education in
general and specifically legislation mandating services statewide to
handicapped infants. The director of the ICN Interact Project agreed
to act as legislative liason for the First Chance Consortium and to
be active in involving newly forming infant networks in consortium
activities. : .

- California First Chance Consortium. The consortium of HCEEP

‘(
a5 JY
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INTERACT ~ ,Thd project director was pleased to

: Eederal level: 1 ‘
participate in initial drafting of the forthcoming monograph on pro-

fessional competencies for work with infants with special needs and
their families. The monograph should be extremely useful not only

to students, training institutions and ogram developers, but also
to states considering credentials and pr al standards in this .
new area. ‘ .
. ~ \ »
e n oo

There were no slippages or modifications of this objective. -
All proposed timelines and activities were '‘met or exceeded. Par-
ticipation in state and federal advisory committees and task forces
has and should result in benefits beyond the project's immediate

target area and groups.

</
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A Actjivities and Accomplishments
"gfforts to obtain continuation funding were proposed as a primary
activity during the final project year. However, during the second )

project year efforts to insure continuation of the sgcond model com-
-ponent,_developmental follow-up services, were successful.

An ongoing neonatal follow-up clinic was established to follow
all infants meeting certain risk criteria vwhen they leave the ICN.
Though the services of the Neonatal Follow-Up Clinic are not as ’
frequent or as effective (e.g. no home’ visiting) as project follow-
up services, they are available ‘to more of the babies who need to
be followed. There is hope that modification of the funding mec-
_hanisms at the state level may enable appropriate components such

as home visiting to be added in the near .future. - L

‘During the final year continuation funding therefore needs to
be sought only for the first model component, which is developmental
intervention in the ICN. However, as described in preceding reports,
continuation funding for this comgonent'willfbe a challenge. The
educator is a new role in the medical setting and particularly in’
the ICN. There are neither professional standards nor funding mec-
hanisms for this role in California. From the beginning of the
project it was recognized that continuation would reguire_major
advocacy and perhraps leg}slative-effort§. ‘ \

Active participation in the second year in several advisory
committees on services to infants was seen as essential to securing
continuation for the ICN intervention component. By identifying
umet needs of the high risk infant population, as well as newvw
opportunities for early identification and intervention, it was
hoped that ongoing state funding could eventually be obtained.
There islgfowing interest by both the Department of Health and
the Department of Developmental Services, in the high risk infant.

" Legislation has just been passed which will permit préventative
services to high risk infants through the Regional Center system..
Although a specific funding method was not acthieved during the
second year, .the climate will be moderately favorable to such
efforts in the final year, to the extent that the state's current
economy permits. - . £ : A

B. '§liggages.and-ﬂggificgtigns of Objective

There have been no slippages or modification of this objective.
Project timelines have been exceeded by one year by obtaining con-
tinuation of one of the project's two component services, develop-
mental follow-up, in the second year. Developmental follow-up also
will be available to larger numbers of high risk infants than the
project was able to serve. C :
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" I11. UNANTICIPATED SPIN-OFF BENEFITS

-
Y

The ICN Interact Project continued to be as successful in meet-
ing and exceeding project objectives in its second year as it was
in its first. Pilot work, an expert staff and the support of other
professionals in the ICN'have enabled the project to achieve 8ignif-
icant progress both within and beyond original objectives. 1In ad-
dition to achievements related to project objectives, several un-
expected achievements and benefits can be identified.

1) _unanticipated benefits to infants, parents and ICN staff.

Theselhave resulted from:

- a. dqyelopmehtar services reqﬁested and provided for
41 norf project babies, in addition to the 72 pro-
Ject babies.

b. participation in the development’of an ongoing
support group for parents of premature babies

d

from Children's ICN.

c. participation in the désign of a new, more deQelop-
mentally appropriate ICN which will be opend in the
fall of 1982. g -

.d. participation in the initiation of an ongoing _
Neonatal Follow-Up Clinic, which will provide ot
'+ developmental services to many high risk infants
leaving the ICN. . ' g

unanticipated demonstration and & ssemination port nities

and products. Of particular note is the preparation of three papers

for inclusion in two forthcoming monographs. Not only will these
be useful for replication purposes, they provide a means of general
education of personnel in other medical settings as well."Develop;/
mental intervention and even concern in the ICN is a new focus for
many medical professionals who may be able to influence developmental _
factors in the ICN once they are aware of those factors. -

3) unacticipated ortunities to contribute to improvements in
statewide services to jnfants with special needs. * Through partici-
pation in a number of committees. and task forces a numbep of actions -
have occurred which should result in improved services. ese in-
clude several committees concerned with quality availability and
interagency coordination of services to infant; several committees
concerned with professional competencies and standards in the infancy
area; and culminating legislative, regulatory and policy initiatives.
Though not all initiatives have been successful yet, the significant
unmet developmerital needs of infants in California have been brought
to the attention of the Governor, legislature, related state agencies,
and state levelfadvisory groups. ' .
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IV. ADVISORY COMMITTEE - ‘

During the second project year the Advisory Committee meet as
* proposed. Several new parent members were added during the year. -
late in the year plans were made to expand the size and scope of
the Advisory Committee for the third and final year of the project.
The list of Advisory Committee members prior to the expansion is ‘

included here. .
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' ADVISORY COMMITTEE MENBERS

¢

Carol Amyx '
Parent Member g "
1507 Gove Street

Berkeley, Ca. ' - .
$24-4000, B63-8520 '

Irma L. Anderson

Assistant Director of Public
Bealth Nursing, West County
Contra Costa County Healtb Dept.
39th and Bissell Street, rm. 1600
Richmond, Ca. 94805

231-3151 '

Veronica Daly, M.D.

Pedietr;en

Child Development Center
Children's Hospital Medical Center
51st an Grove Streets
Oakland, Ca. 94609 -
428-3351 - ' .

Karen Flately

Asxrjstant Director of Nursing
Newborn Intensive Care Nursery
Children's Hospital Medical Center
Slst and Grove Streets

Oakland, Cea.

428-3995

Rosamund Gardner,

- Chief Psychologist

Child Development Center
‘Children's Hospital Medical Center
51st and Grove Streets

Oakland, Ca. 94609

. 428-3351

'ernedette Graf

Coordinator, Alameda County Develop-

mental Disabilities Council
499 5th Street

Oakland, Ca. 94609

874-7554 ‘ ‘ \

»

Margaret Gillmnn

Parent Member

3671 Virden Awehue-

Oakland, Ca. 94619

 530-8100 .

«

Peter Gorski, M.D.

Neonatalogist

Children and Youth Project T
Mt. Zion Hospital : :

- P.O Box 7921

San Francisco, Ca. 94120
567-6600 .

James Harrod, M.D.

Neonatalogist

Children's Hospital Medical Center
S1st and Grove Streets

Oakland, Ca. 94609

428-3440

¢

Jane Hunt

Harold E. Jones Child Study Center
University of California, Berkeley
2425 Atherton Street . ,
Berkeley, Ca. 94704

642-7031 »

L4

'Bette Isabelle

Social Worker, NICU ‘
Children's Hospital Medical Center
51st and Grove Streets

Oskland, Ca. - 94609

428-3325

Wilma Johnson

Director of Nursing.

Alameda County Public Health Dept
499 5th Street

. Oak}end,—Ca. 94609 -
‘ 87lf§433 ’




Mary lewis

Child Development Specislist
office of Assistance to Child-
ren, Youth and Families '

_Bealth and Human urvico‘s

Regional Office

50 Fulton Street '

San Prancisco, Ca. 94102
£51-7460

Barbara MacKinnon
Parent Memdber

2145 Manzanita Drive .
Oakland, Ca. 94611
339-.2749

Angela Noel

Parent Member

2225 East 25th Street
Oakland, Ca.

533-0762

*

Nancy N. Obley

Coordinator, Early Childhood
Education for the Handicapped

721 Capitol Mall

Sacramento, Ca. 95814

(916) 322-5038"

Ann Parker, M.D.
Pediatrician
2510 VWebster
Berkeley, Ca.
849-1744.

Iris Polos

Parent Member

5398 Bryant Avenue
Oakland, Ca. 94618
652-6487

Marsha Servetnick
Parent Member

1 Bel Air Drive
Orinda, Ca. 94563
254-6354_

 428-3351,- €55-9521

Children's Hospital Medical Center

Sue Santos

. 51st and Grove Streets
~Oakland.4Ca. 94609

Rancy Sveet : e
Director, Parent-Infant Project,

1.C.N. Interact Project
Child Development Center
Children's Bospital Medical Center
£1st and Grove Btreets }
Oakland, Ca. 94609

Richard Umansky, M.D{
Director, .Child Development Center

51st and Grove Streets N
Oakland, Ca. 94609
428-3351

Mike Webber

Program Director, g '
Community Development Services
Regional. Center of the East Bay
2201 Broadway :

Oakland, Ca. 94612

451-7232

Roz VWofsy
Coordinator, Contra Costa .

Developmental Disabilities Counci

2280 Diamond Blvd. Suite 365
Concord, Ca. 94520 \
671-4130 ' \ B o

Parent Member .
2422 Tealavera Drive
San Ramon, Ca.
829-9709

Carol?n Lund
Clinical Nurse Specialist, ICN
Children's Hospital Medical Center

R




, N\\ oo APPENDIX

Sample Infant Assessment,
using the Assessment of Premature Infant Behavior (APIB)

Parent Questionnaire

Description of Follow-Up Model

ICN Interact Conference Agenda:
The ICN: Intervention and Follow-Up
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Childrens Hospital Medical Center '
of Northern California -
51st and Grove Streets / Oakland, California 94609 / (415) 428-3000

Dear Parents:

As parents of a baby who has been in Children's Hospital
" Intensive Care Nursery, and as participants in the ICN
Interact Project, we need your help. We would like your
views and comments in order to improve the ICN experience
. for other parents. We need your evaluation of how helpful
our ICN Interact Project has been to you and your baby.

Enclosed is a short evaluation form which we would like
you to complete and send back to us as soon as possible. .
We need an evaluation by each family participating in the

program. If you would prefer, the form can be completed
by phone by calling Diane Valentin at 428-3351.

Thank you for your help.

Best wishes,' ' \ ' :

The ICN Interact Project

enc.

.
v .
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Children’s Hospital Medical Center
of Northern California | -

515t and Grove Streets / Oakland, California 94609 / (415) 4283000

‘.

In the JCN

The infant educator, Kathy VandenBerg or Bette Flushman,
works with the baby, you and the nurses to encourage the
baby's development. The infant educator recommends handling
and developmental activities as well as soothing and feeding

methods.

At Home

The follow-up nurse, Diane Valentin, visits you once the °
baby goes home, to help with information about development

.

and care.

In the Follow-Up Clinic
The baby is seen every three mo

by the developmental pediatrician, Dr.
and by the infant educator to check the baby

progress. .

) Finaliy. at one year of age the psychologist, Dr. Gardner
or Dr. Turnbull, does a complete -assessment of the infant's
development, with suggestions to you about how to help the

child's future development.

\

nths during the first year
Daly or Dr. Umansky.
's developmental
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Children’s Hospital Medical Center
of Northern California |

5151 and Grove Streets / Oskland, California 84609 / (415) 428-3000
PARENT EVALUATION TFORM

I. ERvasluation of Your Experience in the ICN

-~

1. Overall, how w uld you rate ybur experiences while your
baby was in the ICN? (please check one ansver) '

Very Good _ Good " __Ppoor -

2. wWhat were some of the good experiences for you while ydur
baby was in the ICN? : ' : |

[}

3. What were some of the difficult experiences for you whlle
- your baby was in/}be ICN? ,

4. Who were the people who were most helpful to you as a parent
in the ICN (for example, doctors, nurses, social workers, infant
educators, therapists, other parents, other people), and how did

they help? .

~

5. !Do you have any suggestions about how to make the ICN ex-
perience easier for parents?

bu (con. next page)




' Purent Evaluation Form/con. o /
' 1I1. mmmmmw

: 1. Overall, how helpful has the ICK Intcrlét Project been for
' you and your baby? | e

Very Helpful . Hclpfui, ' Not Helpful

2. Pplease check which parts of the project were helpful to you
and describe how they helped:

.~ Infant Educators in the ICN. Bow?
Follow-Up Nurse visits. ' How?

Follow-Up Clinic. How?

3. How is your baby doing developmentally now?

-

4. Does your baby haQe any problems which concern you?

5. Have your early experiehces and the hospitélization of your
baby affected how you feel as a parent? i

-

6. Do you have any suggestions about how to make the ICN Interact
Project more helpful to parents? : .

~.

.
.




ICN INTERACT PROJECT v
CHILDREN 'S HOSPITAL, OAKLAND, CALIFORNIA

MM&M_IM'MJ&M
- And pgvglggmeﬁt.l Follow-Up For High Risk Newborns

]

The ICN Interact Project is a model program funded by the
Handicapped Children's Early Education Programs. (HCEEP) of Special
Education Programs, U.S. Office of Education. Its purpose is pre-
ventative early intervention with newborns in the Intensive Care
Nursery who are at great risk for handicapping conditions because
of significant prematurity of other serious medical problems. These
are the babies who are hospitalized for a month or more after birth.
Lengthy hospitalization and the impact on the family thus compounds
the baby's medical problems. : ‘ '

The ICN Interact Project is part of the . Child Development Center-
which has multidisciplinary expertise in the prevention, diagnosis
and treatment of developmental problems. in children under age five.
The Child Development Center in turn is part of Children's Hospital
Medical Center in Oakland, a large pediatric medical center which
serves, only children. ,

The model program has two major service components:

~
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11) v ental - \ n ngiv e
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) ICN INTERACT PROJECT . : '
CHILDREN'S HOSPITAL, OAKLAND, CALIFORNIA -

I1. Mode: velopmental Fi - w Int

Developmental follow-up for babies leaving the Newborn Inten-
sive Care Nursery after lengthy hospitalizations is important for
a number of reasons. The primary reason is that significantly pre-
mature and seriously ill newborns have been found to be at signif- -
icantly greater risk for handicapping conditions than healthy full-
term babies. By monitoring the early dev opmental progress of
these babies, and providing appropriate 4 velopmental intervention
as needed, handicapping conditions can be minimized and special
needs identified early.

A second reason is the NICN procedures and successes are chang-
ing rapidly. Babies are being saved at earlier and earlierystages f/\
of prematurity. This generally means longer NICN hospitalizations
while the very premature babies recuperate, gain weight and begin
independent physiological regulation and feeding. It also means
that these babies are being discharged at earlier sizes and ages,
many prior to being totally well. A good example of this is the
premature baby who goes home yet requires oxygen via nasal cannula
for several months afterwards. Families with babies who go home
not having recuperated fully need specialized information, assis-
tance and support. )

A third reason for follow-up of high risk infants is that both
prematurity and lengthy hospitalizations of the newborn pose special
stresses for the family and for the developing parent-child relation-,
ship. A developmental follow-up program, particularly if it reaches
out to the infant and family at home, can prevent or reduce some of
the subsequent environmental problems which can result for these
sgecial babies.

rget Populatjion

Since the project is concerned with newborns who are hospitalized
for one month or more, its population is the sickest and most pre-
mature babies in the ICN. Currently 95x of its population is less
than 37 weeks gestational age, 83% is 31 weeks or less and 25% are
term babies with serious medical problems. Length of ICN stay ranges
from 5 to 65 weeks with a ¢© rrint average of almost 4 months.

Babies seen in the project are ethnically. geographically and
culturally diverse. The area includeés. both urban Oakland, suburban
aregs and rural areas of California's agricultural valleys. Socio-
economic status of parents ranges from the 15 year ¢ld single parent
who has dropped out of high school to the college sducated, financial-
ly secure nuclear family. n
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Because of the health , age and familial characteristics of
these babies, certain types of problems and needs are common in
follow-up. The premature babies all have had respiratory distress
syndrome (RDS), and currently, 35X subsequently develop significant

_ bronchopulmonary dysplasia (BPD). Most (60%) of these babies with
BPD go home on oxygen. Approximately 25% have some stage of retinal
damage, retrolental fibroplasia (RLF). Other problems such.as
asphyxia, congenital snomalies, or being large for gestational age
are encountered occasionally. '

labio: with known or highly likely handicaps at birth are not
sdmitted to the project (though they do receive developmental inter-
vention in the ICN). 8Since it is certain that they will need more
intensive early intervention services,K they are referred at discharge
to infant programs and relevant community agencies. The project's
population is therefore only infants at risk for handicgpping con-
ditions, though some handicaps become evident during the ICN or
follow-up phase. : ‘ ‘ .

L

-

uct W

Our del for follow-up of sthese high risk babies is based on

an essential premise that the special needs and potential outcomes
for these infants and families are varied, so therefore follow-up
and intervention must be individually 'tailored. Since most of these
babies’ have the potential for a normal developmental outcome, inter-
vention is supportive ,and low-key, reinforcing the parent's central
role as the ‘primary deveiopmental influence on the baby. If a cony
cern about the infant's development occurs during follow-up. - the
staff also attempts to assist the family in clarifying their under-
standing and reactions to that special need. A primary focus-in

~ follow-up, as in developmental intervention in the ICN, is to fac-
ilitate the emerging parent- hild relationship which is often jeo-
pardized by the baby's special needs and characteristics, the pre-
cipitous and traumatic necnatal period, and the lengthy hospital-
ization. - , e J

The follow-up model has three essential components:

~

1) home follow-up N

2) developmental clinic follow-up

3) coordination with and referral to
other resources

4

The follow-up program begins while the baby is still in the ICN.
- The infant educators introduce the family to the follow-up nurse who -
will be a major resource for them once the baby is ready to be trans-
ferred to a secondary care hospital or to home.

-

The follow-up nurse is an appropriate resource for these families
since many of the esarly concerns are health and care-related. The
follow-up nurse has competencies both in nursing and as a develop-
mental specialist. An importart characteristic of her expertise is
experience both as an ICN nurse and as & publich health nurse who
has worked with families at home.

|
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Bome Follow-Up

A key factor in the efficacy jof the follow-up program is the
relationship between family and staff. This begins in the ICN and
expands to include the” follow-up(nurse when the baby goes home.
The follow-up nurse visits the h frequently in the early months,

. 4n order to sustain and develop a\supportive relationship by being

available to the family during thd/particularly difficult period of

the baby's homecoming.

The nurse is in phone contact with the family in the first days .
after discharge. She schedules an immediate home visit within the
first week or ‘two. She generally will make a second visit in the
first month, then monthly visits for the first six months, reduced
to bi-monthly visits in the second six months. The schedule is
flexible and is altered to meet the family's specific needs. Some
families require more frequent visits during the gritical early
months, while others need only an occasional visi

Because the baby has received intensive care and usually is a
prematuré baby, health-realted concerns predominate in early visits.
Parents usually have many questions about feeding and growth,
visitors and exposure to unknown infections, rashes, room temper-
atures, dressing the baby, immunizations, and most importantly, when
to call their pediatrician. Special care requirements such as oxygen,
tracheostomy or gastrostomy care;and other technical questions are

not uncommon. /
/

Beyond urgent health care Questions are other concerns in the
baby's adjustment to being at/home. One common concern is the baby's
inconsistent sleep schedule fand how to help the baby settle into a
regular sleep pattern after/ the atypical ICN beginning.

Developmental concer usually emerge very quickly. The nurse
attempts to help the parent adjust the home to the baby and provide
developmentally appropriate experiences. Since many of the pre-

" mature babies do not ‘look or behave like a full term baby the nurse

can be a helpful and reassuring guide for the parent.

Finally, aiding the adjustment of the parent and family is an
important purpose for home visits. The traumatic early beginnings
leaves an indelible mark on the parent. Som parents adjust to and
move beyond this experience more easily than others. Opportunities
to discuss early experiences and current perceptions are helpful to

some .

The baby may continue to present unanticipated behavioral pro-
blems tq the family. The baby who is small for gestational age (SGA)
or who has BPD is more likely to be irritable and difficult to soqothe.
Or the baby may seem less responsive than others. In each of these

- common situations the parents may feel that they, rather than the
baby, are having difficulties. Support for their abilities as parents

is an important accomplishment for follow-up. The nurse can accomp-
lish this by assisting the parent in interpreting the baby's cues
and béhavior. She.can also pake very practical suggestions for
methods for soothing and arousing the baby. The nurses interactions
with the parent are based in part-on a formal assessment of parent-

o




appropriate.

infant interactions s rtly after the baby éocs h
in the first year. sessments and suggestions ar

and then later
interrelated

with those of the infant educator and other staff nvolved in follow-
“p. = - . ,

As part of the follow-up program infants return every three
months for multidisciplinary developmental examingtions. During
the clinic visit they are seen by a developmental /pediatrician, the
infant educator and the follow-up nurse. They also may be seen by
a nutritionist or physical therapist if those types of evaluations
are indicated. In the final clinic visit the developmental psycholo-
gist carries out a formal developmental evaluatiogn, using the Bayley
Scales of Infant Development and other developmental assessments as

‘ Al

Each of these disciplines contributes their /[perspective on the
development of the infant and family concerns. These visits are not
for the purpose of providing primary health ca , but rather for
specific developmental monitoring. However, these visits are closely
coordinated with the pedistrician or other primary health care pro-
vider: if any problems are apparent. in the bad qgttinq primary health
care the developmental staff can help insure that it is obtained.

The pediatrician evaluates the child medi y and developmentally.
with a particular emphasis on monitoring the v's neurological status.
Medical tests and assessments of vision or hearing may be requested.
The infant educator assesses the baby's progress since 'last seen and
of fers suggestions to the parent regarding de elopmental activities
and expectations. The follow-up nurse coordinates the visit and also
completes an assessment of parent-infant inter ctions under the
moderate stress of the pediatric exam. The nurse will even transport
the family to and from the clinic visit if needed. .

At 12 months of age (if emerging handicapping conditions do not

‘warrant sooner) the final clinic visit and psychologist's assessment

is followed by multidisciplinary case .review and final disposition.
Children who are believed to be developing normally at one year
corrected age are terminated from follow-up. Children and families
for whom there are clear concerns are referred to community resources
as appropriate and available. Infants about whom there are questions
are scheduled for continued developmental follow-up at the Child
Development Center six months to one year later.

Coordination With Community Resourges

‘Throughout the follow-up year) coordination with ICN and community
resources who are, or could be involved with each infant,is an import-
ant task‘of the follow-up nurse. Coordination is essential, not only
because of the special needs of infant and family, but also because
these babies ususally are involved with many health specialists and
other professionals. ‘

Communication with the primary healzh care providers is particular-
ly important. When the baby is discharged from the ICN a letter is
sent to the pediatrician to explain the procedures and purposes of
the follow-p program. After each clinic visit copies of the assess-

4
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ments and reports are sent to the pediatrician as well. As specific
concerns arise the nurse or other staff may discuss them directly

with the pediatrician.

The follow-up nurse also coordinates other activities such as
audiology testing, opthalmologic exams, pulmonary evaluations or
other clinic assessments. She seesthat referrals to community re¢-
sources such as supplemental food programs and infant developme
programs are accomplished satisfactorily. If involvement of pub
health nurses or child protective workers is appropriate she ¢
dinates her efforts with theirs.

A unique facet of the follow-up purse's role as a coordi
of services is as a liason and conduit of information betwe
family, ICN, and as needed, the secondary care nursery. 1f
baby is tranferred to a secondary care nursery the follow-up nurse
helps prepare the family for what to expect and assists both the
family and secondary care nurses in the transition.

once the baby goes home the follow-up npurse also provides feed-
back to the ICN nursing and medical staff about the baby's progress
and the family's perspective on their experiences in the ICN. After
home visits the follow-up nurse posts pictures of the ICN graduates
with a brief progress report in the ICN staff lounge for all shifts
to see. The ICN neonatologists are given copies of follow-up clinic
reports which may be discussed during the weekly mu}tidisciplinary

ICN rounds. } ‘

Formal feedback is also obtained from the parent at the end of
follow-up when the parent is asked to evaluate and comment on both
the project and their ICN experiences. Through these formal and
informal communications the project is able to provide feedback
which may improve ICN experiences for subsequent families, and
which support the positive efforts of ICN staff which are already

occurring.
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The r—\mt-mfmt Project Outreach Carponent ad
1.C.N. Intersct Project, Child Development Center,
Children's Hospital Medical Center (o),
- are sponsoring @ conference:

m 1, 1981, 8:30 a.m. toO 4:40 p.m.
lhrriott Inn, Berksley Marina, 200 Marins ) W

(foot ot University Ave., at the hy—di-wtims. amr)

The n‘l‘ensive Lare Nursery Intervcnﬁon w! E\l-wiug

.200 - .030
3. 8:30 <+ B:45

- 10:15

-
24
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10:15 - 10:45
V.-10:45 - 11:45

11:45 - 12:00

lvz. 1:45 - 2715

l 2:15 - 2:45
VI1. 2:45 - 3:15

I11. 3:15 - 4:15

4:30 - 4:40

]
' 4:15 - 4:30

Registration

RO CHARD UMANSKY, M.D., Director, Child nweloprint o-nur arrc; end
NANGY BWEET, M.A., Administrative Director of 1.C.H. Interact Project,

G3C, @nd Director, Parent-Infant Project: mm
Moderator: RICHARD UMANSKY, M.D. ) i
PETER GORSKI, M.D., Director, of Dewloprum [ oral Pediatrics,

-

M. 21mfbspiullmdia1‘m:t&t B.F.: Mjﬂ_ﬂi >

FRAN KNUDTSON, M.A., Psychologist, Agency for Infmt Developrent, Marin
County: i th '
a J - A . ‘ A,
'IHYVW M.A., and BETTE , M.A., Infant Educators, and
YN LIND, M.S.N., Clinical Speci ICN mmmn& aMc:

Quest ion-and-Answer Period ’ ’ . . X
Moderators: BETTE FLUSHMAN, M.A., & NANCY m M.

Panel: CAROLYN LUND, M.SN.“DIANE\NM’IN RN BA,l‘bllcw-Up
Nurse, I.C.N. Interact Project, .GR®C; and JULIE WILSQN,. R.N., P.H.N.,

Alameds County Health Dept.: Wﬂmﬂmﬁ
Nurse Follow-Up ‘ .

JANE HUNT, Ph.D., n-ocia;b@n-arda p-ydnloqut, Institute of Human
Develogment, U.C. Berkeley: mm_quﬁnﬂnmm )
v.C,S.F, i

BARBARA GAFFTELD, M.S., R.D., Mutritionist, Child Development Center,
oaC: Feeding the Premie at Hare “ ;

parent Punel: ALISON WALSH, Administrative Qlinic Coordinator, New-

porn 1.C.U. Follow-Up, Children's Hospital, S.F.: mammm,,'
msmmmuﬂmamm Parents, p.mt.to-p.mtm

Members, Children's Hospital, S.F.: WW
the Intensive Care NuIBCIY .
Quest ion-and-Answer Period

Closing Ramarks, Mlmtim Tuestiomaires, and Adjourrment
72

»
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more informstion, over . . .
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