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SUMMARY REPORT

Backaround

Since 1977, the three departments of Malne state government
having the greatest involvement in child and family services - the
Department of Human Services (DHS), the Department of Mental Health
and Mental Retardation (DMHMR), and the Department of fducatlonal and
Cultural Services (DECS) - have been linked by statute In the
coordination of services to preschool handicapped children. (Those
three departments, Jjolined by the Department of Corrections, now
constitute an "Interdepartmental Council* and its range of coordinated
activitles encompasses a wide spectrum of program areas, Impacting
children ages 0-to-20 and thelr famillies statewide.)

Statewide 3-to-5 System

The organizational grouping of the three departments created by
the leglislature for thlis purpose also includes (by statute) parents of
handicapped children and representatives of publlic and private service
providing agencles. This group is officlally titled the
Interdepartmental Coordinating Committee for Preschool Handlcapped
Children; more commonly (but less euphoniously) referred to as "the
ICCPHC" (pronounced "JIck-Plck">! The ICCPHC’s Initlal priority was
to coordinate and develop services for handicapped 3-to-5 year old
children, ldentifled In accordance with the varlious categorical
definitions of the state’s speclal educatlon regulatlons. Beginning
with three county-wide "coordinatlion sites" and a modest state
appropriation to support "preschool coordinators" and a program of
screening and assessment, the effort grew so that by 1983 each of
Maline’s sixteen countles were represented by a Preschool Coordination
Program. Governance of each of these Is provided by a "Local
Coordinating Committee" whose membershlp reflects the composition of
the ICCPHC - reglonal representatlives of state agencies, service
providers and parents of handlicapped children. Each of the slxteen
programs recelves a basic state grant channeled through the Division
of Speclial Educatlion (DECS):; is eligible for federal preschool
handicapped funding in Its various manifestations; and may also apply
for related dollars avallable from such agencies as the Division of
Maternal and Child Health (DHS); the state’s Developmental
Disabllitles Planning and Advisory Counclil; the Bureau of Social
Services (DHS)>; and the Bureau of Children with Special Needs (DMHMR).
Staff of the Preschool Coordination Programs also may apply for
competitive federal grants. Each of the sixteen programs functions
with relative Independence, under general policles, standards and
guldelines developed by the ICCPHC.

Zero-to-Three Committee

In 1982-83, a number of members of the ICCPHC, and others
Interested, began a voluntary effort to develop guldelines for
extending screening, assessment and early interventlion services to the
0-to~3 population. Some of the lmpetus for this effort came from a
presentation by Dr. Stanley Greenspan (then conducting an extensive
Intramural research effort for the Natlonal Instlitute of Mental
Health) on the concept and practice of "preventive intervention' for
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"at risk" Infants and thelir familles. Some impetus came from the
fact that Maine’s rate of neo-natal survival Is among the highest In
the natlon, but after hospital dlscharge appropriate contact and
Services become hard to maintain, and contact may be lost until the
child enters nursery school or kindergarten. Some of the Impetus
came from the commitment in the "state plan" for special education to
provide services to children "ages 0-to-20," although the date for
this accomplishment had to keep being revised forward.

Pllot Proarams

Having developed some basic principles, policies and guidelines, .4
the group approached two of the sixteen Preschool Coordination -
Programs (the "Speclal Needs Preschool Program," in Machlas, Malne, &
and the "Opportunitlies Program," in Norway, Maine) and offered some -

limited funding in support of a 0-to-3 "pllot" effort. In brief,
each site obtained the full-time services of a community health nurse,
Identifled as an "Assessment Coordinator," and diverted some of the
actlvity of the exlsting Preschool Program Coordinator to a 0-to-3
"Service Coordinator" role. A "working group," or steering
committee, of local persons with primary responsibilities for service
provislion for Infants and their famllies roughly paralleled the
functions of the Local Coordinating Committee.

The following major differences between the statewide 3-to-5
coordination effort and the two 0-to-3 pllot programs were either
planned or accepted at the outset, or became more clearly defined as
activitlies were developed:

- the 3-to-5 effort focused on categorical handicaps as defined in
the state’s special education regulations; the 0-to-3 effort included
three categories of "at risk" situations, only some of which could be
equated with categorical handicaps.

- the 3-to-5 effort focused primarily on the individual child as the

"client" or recipient of services; in working with a 0-to-3 "
population, the focus needed to be on the infant-and-family as a

single unit.

- the primary care providers for the 0-to—-3 pogulation included
many individuals - primarily from health and medical professions -
who were normally not so involved in services to 3-to-5 year olds.

- screening services for 3-to-5 year olds were normally organized
around community social service agencies, day care providers, or
public school districts; 0-to-3 screening and assessment activities
required very close relationships with community hospitals.

Demonstration Prolect

In early 1984, the Zero-to-Three Committee (which had become a
recognized subcommittee of the ICCPHC) declided to prepare an
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application to the Handicapped Chlldren’s Early Educatlon Program
(HCEEP) offlce In the U. S. Department of Education for a three-year
demoi.stration "Preventive Intervention Program." (Note: The program
soon became know as the "Early Interventlon Program," or "EIP.") The
Malne Department of Mental Health and Mental Retardation (Bureau of
Children with Speclal Needs) was ldentifled as the grant applicant,
although It was agreed that the conduct of the activity would be
overseen by the ICCPHC through the Zero-to-Three Committee (ZTC).

The committee hoped to bulld on and expand the efforts begun in
Machlas and Norway through the development of a third program, and to
monltor and coordinate all three programs simultaneously.

“Preventive Intervention Program" Expectations
Structure

The application for the Preventlve Intervention Program described
the Zero-to-Three Committee’s expectatlions.

"This project will demonstrate a comprehensive, coordinated
interagency model of preventive intervention for birth-to-three
year old handicapped or at risk infants and children and their
families for replication throughout the State of Maine."

To accomplish this, It was determined that the Program Director’s
position would be donated by the Bureau of Children with Special Needs
on a 75%-time basis. A full-time Assessment Coordinator and a
full-time Service Coccrdinator would be hired, supported by a full-time
Secretary. The project would be based in one of Maine’s community
hospltals or medical centers, to be ldentified I1f and after the grant
appllication were approved. Membership on Assessment and Service
Coordination Teams would be composed of currently-involved agency and
community representatives volunteering their time to the project.
CGrant funcis would be budgeted for consultants and training in infant
development, famlly intervention and evaluation (as well as cffice
equipment and some travel expenditures), and some 1imited purchase of
direct services that might be needed but unavallable.

Assessment

The Assessment activity was proJected as consisting of an
In-hospital screening of all live births followed by a home visit soon
after hospital discharge. Specific Assessment Iinstruments and
procedures would be developed by project staff, "host hospital®
representatives, and Public Health Nursing representatives.

Service

Those Infants-and-familles determinecd as being able to benefit
from Intervention services, based on the Assessment actlivity, and
falllng within a deflined project population (see the following
paragraph on evaluation) would be refered to the Service Coordination
Team, which would Jointly develop a service plan, assign a case
manager, and monltor progress and outcomes.
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Project Evaluatjon

Evaluation of the "demonstration" aspects of the project (to be
assisted by staff of the Early Interventlion Research Institute of Utah
State University) would be through the identiflcatlon of two
populations of infants-and-familles. After completion of the
"Acsessment" portion of the project, random choice would determine
which InXants-and-familles would be referred to the "Service
Coordination Team" for collaborative planning and dellvery of
appropriate services, and which would be referred through existing
procedures to existing community agencles, 1f services were needed. P
Both populations would be followed during the course of the project,
and evaluated in a number of areas. The expectatlion was that
Infants-and-familles receiving coordinated services would score higher -
In these areas that those recelving "non-Team" or "normal’ services.
Evaluation instruments and procedures - like those of Assessment -
would be developed by project staff and consultants, working with
Interested persons from the project site; the general areas proposed
for evaluation included Infant/Child Development, Infant/Child -
Family Interaction, Famlly Functloning and Contacts/Relatlionships with
Service Providing Agencies. It was also planned to demonstrate the
cost effectiveness of coordinated service delivery.

Realities
S;cug;urg

The grant application was submitted In January, 1984 with the
expectatlion that (if approved) award notification would be recelved
around June, 1984 and the start-date would be October 1st. This
would have provided the estimated three months necessary (July -
September, 1984) to "work the grant through" state Budget and
Personnel Department procedures, recruit and hire staff, and identify
a "host hospital" project site.

Initial award notliflcatlon was received in June, 1984, but the
applicant was informed that the grant budget period would begin July .
Ist (rather than October Ist). The actual process necessary to "work
the grant through" state procedures took six months (rather than the
estimated three) so no staff actually started work until January,
19865.

g

The planned 75%-time donation of the Project Director’s time was
encumbered by an unexpected increase In his state-assigned duties and
responsiblilities. This placed a great additional load on the Service
Coordinator, by regquiring her to serve as a de facto administrator at
the project sgite, resulting In a corresponding decrease of the time
she could expend in promoting interagency, multidisciplinary
coordination. It Is of great credit to this individual (Helen D.

Parnell) that the entire project did not have to be scrapped as the
result of this single factor. '

The Assessment Coordinator hired was a Publlic Health Nurse
o {Jeanne Rough) with many years experience In Maineand In the
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geographic area of the project. The Job description reguired a
pediatric nursing background; the recrulitment of a local nurse with
public health experience proved to be an unexpected benefit, not only
in communications and relationships with hospltal nursing staff but
also In the Implementation of the home visit portion of the Assessment
component. Already-assigned area Publlic Health Nurses ended up belng
responsible for the home visits, and It is doubtful that coordinating
these activities would have been possible for some one not already
"one of them."

The position of secretary gulckly evolved into a more complex
position. The individual hired (Dlane Gilbert) became invaluable in
collecting and tabulating the results of the in-hosplital assessments
and home visits, In addition to performing the routine office
procedures of the project. In additlion, she handled unexpected
components of the proJect (such as the annual, Christmas-time "Giving
Tree" sponsored by Waterville area merchants). Her position was
upgraded to that of a Casework Alde midway through the project, and
she functioned in this capaclty as much as she did as a secretary.

The selectlion of the "host hospital" became rushed as a result of
the unexpected "early start" of the grant year. Additionally, it was
pretty completely mismanaged by the Zero-to-Three Committee. Nalvely
expecting that the opportunity for participation In the project would
be recelved with open arms by both medical and administrative
representatives of community hospitals alike, an invitational meetlng
was held, involving some dozen hospitals. Negative responses
expressed at this meeting ranged from accusations that the ZTC was
essentlially proposing "experimentation on human subJjects" (due to the
Evaluation design), coming from medical personnel, to bitter diatribes
against Maline’s new Hospital Cost Contalnment Commission (which
allegedly prohibited acceptance of demonstratlion grants), coming from
hospital administrators.

The ultimate - though delayed ~ invitation (from Mid-Malne
Medical Center, In Waterville, Maine) and continual support of the
proJe~t during its existence were both due primarily to the Influence
of one of Maine’s senlor pediatricians (Dr. Edmund N. Ervin) who has
long demonstrated his concern for and interest In the practice of
early Iintervention. Dr. Ervin also served as chalrperson of the
"Working Group" throughout the life of the proJect.

Community service providers - already overworked and underpald -
did perform heroically as "volunteer" members of the varlous
committees and teams. It takes a "leap of faith" for some one who Is
perennially behind in his/her primary responsibilities (despite best
efforts and 60-hour weeks) to accept the argument that attending one
or two additional "team" meetings each month wlll actually Improve
productivity and morale and decrease fatigue and discouragement.
Project staff saw such leaps rewarded In these ways many times, yet
were unable to come up with any "short-cut" to the Individual’s
process of reallzation!
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Tralning supported by the grant was dellvered, was successful in
Increasing knc. ledge and changling attitudes, and was warmly received
and acknowledged by hospltal staff and community providers allke.
Many people contributed thelr talents to these activities - some as
pald consultants, others as volunteers, still others in the normal
course of their duties,. Undoubtedly the highpoint of the tralning
and consultation activitlies was a full-day workshop by Dr. T. Berry
Brazelton and a team of his assoclates from Boston’s Chlildren’s
Hospltal. The Jolnt sponsorship of this activity by the project and
the hosplital did as much for acceptance of the project as the
tremendous demonstrations, lectures and small group discussions did
for the knowledge base of individual particlipants.

Assessment

In-hosplital screening of Infants and Infant-parent Interaction
was never as fully accomplished as had been desired. Handicaps or
risks assoclated with "Biological" or "Established" criteria were - as
expected - identifled as the result of routine medical and nursing
practices, common to all hospitals. "Environmental" criterlia were,
however, another matter. Some of the Impediments to their routine
Incluslion In hospital procedures were: the greater difficulty of
definition (e.g. many criteria - such as the vouthfulness of a
teen-age mother - merely Indicated a "possibility" of a problem,
rather than a deflnable condition); the fact that they lay outside
more tradltional nursing practice and experlence and were harder to
recognize (e.g. concerns about mother-infant bonding): their greater
soclal sensitlvity (e.g. Inquiring of an unwed mother about the
Intentions of an Infant’s father); and the fact that - demonstrably -
the project had no wealth of additlional resources with which to meet
the multigenerational "environmental" needs of low-income, poorly
educated, often a2bused and neglected mothers (so what was the use of
ldentifyling these needs?)

A related time-consuming problem was settling on an appropriate
"Information and consent" form for parents to sign, It finally having
been established by the hospital’s legal advisors that the screening
process regulired informed consent to protect the Institution from
possible llabllity litigation. Other problems .that probably could
have been forecast by someone with more experlience within hospltal
settings) Included never being fully clear on the relationship and
respective authority of the varlous nursing staffs (Obstetrical,
Pediatric, and Nursery) or, for that matter, ever learning who '"spoke
for" the hosplital - the Administrator, the Chief Medical Officer, the
Chief of Pedlatrics, the Director of Nursing, the Corporation Counsel,
the President of the Board, etc. All of these had something to say
about the project at one time or another, and some at many times!
Compared to these problems, the Issues of accessing three shifts of
nurses - plus those that only worked weekends or In an "on call"
status - and orlentatlion/training problems caused by contlinual, normal
staff turnover, were almost insignificant!

The home vislit component of the Assessment actlvity was less
troubleswune, except for scheduling and record-keeping. Area Public
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Health Nurses already visited *high risk" infants on the baslis of
routine medical referrals from the hospital. Increasing the
population of Infants to be visited to all llve births (in the four
communitlies ldentlflied for project activities within the hosplital‘s
total catchment area) presented the PHNs with a workload problem, but
not with any philosophical problems or problems related to
Insufficlent training or experience.

As an offset to the workload issue, the Public Health Nurses
found that being able to routinely make visits to homes of some
healthy and risk-free Infants, in functional famiilies, gave them

renewed professional energy. Too, there were a significant number of
cases In which the home visit became the only way that severe
environmental risks to healthy development could be ldentified. In

this light, we found PHNs actively hopling that the more complexly
disadvantaged familles In thelr case load would fall Into the "Team"
population through the random selection process, and so benefit from
the Service Coordination Team approach. (This coordinating team
became know as the "Service Assessment Team" early In the project.
The erstwhile Assessment Coordination Team dissolved once the hospital
screening and home vislt protocols had been agreed upon.)

Service

As noted earllier, community agency support of the Service
Assessment Team was hlgh and consistent, once the necessary "leap of
falth" was made. Procedural Issues (size of team, use of a "core"
group vs. the full Team; frequency of meetings; scheduled vs. on-call
meetings; benefits and/or necessity of active parental participation
In Team meetings; selection ana assignment of case managers; duratlion
of monitoring; frequency of routine reporting of cases back to the
Team; etc.) all had to be hammered cut and occasionally revised.

The majorlity of Team members seemed positive about thelr
experiences as Team members, and there were enough occaslons of
duplicatlion of services being avolded or previously unidentified
service possibllities belng located to encourage occaslonally flagglna

energies or spirits. Occaslonal tralning provided to all team
members (both substantlve and process-oriented) assisted In the
development of "Team ldentity" and informal cross-trairing occured all
the time, as representatives of one agency learned things they’d never
known about another. All Team members, at one time or another - or
repetitively - expressed the wish that more resources could have been
obtalned for the purchase of direct services, as opposed to "case
finding" and "coordination" activities.

al

(by Vaughn Hardesty, Evaluation Consultant)

As a result of a number of factors and circumstances, there were
not a sufficient number of familles in the standard and intervention
groups to allow for a meaningful statistical analysis. It was
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necessary to make changes, therefore, In the evaluation design of the
Early Intervention Program.

The factors and circumstances that necessitated the evaluatation
changes were multiple and varled, and Involved several aspects of the
project. The delayed start-up of the project was, perhaps, the
single most significant factcc. This was the result of unanticipated
delays In the selection of an appropriate si.e, delays in the hiring
of personnel, and the time necessary to train, Integrate and
coordinate the projJect and support personnel. Another factor that
played a role In reducing the size of our sample was what might be
called a “difficulty with the concept" of prevention. When
professionals are Involved, and frequently overwhelmed, with families
and children who are exhlbliting problems, It was often difflcult to
think about prevention and famlilies who pigh: exhibit problems in the

future. Likewise, It was difficult to enlist the cooperation of some
familles who were seen as being at-risk but who did not percelve
themselves as having problems. Too, familles who became involved in

the projJect were multi-problem familles, suffering extreme stress, and
many had priorities that did not include evaluation.

In order to maximize the gathering of useful Information and
continue to attempt to document the usefulness of early intervention
coupled with coordinated service planning and dellivery, the follnwing
changes were made In the evaluatlion activities of the EIP. In
addition to offering stipends to families who participated in the
evaluatlion process. beginning In October, 1986 famlilies were no longer
randomly assigned to standard vs. "Team" groups, but were all
identified as members of the interventlion population. This was done
untll December, 1986. Famillies continued to be identified and served
after this date, but time remaining in the project’s three year period
did not permit thelr perlodic, subseguent evaluation.

Agaln, because of limited numbers and time In the project, no
children were assessed with chlild development measures. Family
measures, [ncluding the Parent Stress Inventory, were administered and
case reports were developed, describing in detall the Intervention
process, services receilved and benefits to children and families.
Commentar ies documenting the benefits and problems encountered were
also eliclited from Individuals and agencies involved in the EIP.

Through December, 1986 fifty-three familles had been randomly
assigned to either the standard group (S=22) or intervention ¢("Team")
group (S=31>. Of these, nine (29%) Interventlion famllles cad four
(18%) standard families were evaluated. The staff diligently tried
to get more¢ families in for evaluation, but to no avail. Many had
moved from the proJect area, while others simply refused to come in.
In addition, some of the fam!lies had refused to participate in the
project after the Assessment phase; others simply did not show up fur

Evaluation purposes even after consenting. On the positive side, a
number of the Interventlion families had obtained employment, and could
not get time off from work to be evaluated! It must, of course, be

remembered that these familles were generally highly stressed, and
difficult to maintain contact with for any reason.

11




With so few formal evaluations, no fcrmal analysis could be
performed. However, all of the intervention famlllies rated the Early
Intervention Project as beling "quite .elpful® or *extremely helpful.”
In additlion, all of these families received a number of state and
communlty services. While must undoubtedly would have recel 'ed some
basic services even |f they had been members of the standard
population, many of the famllies rerorted being helped by the
project’s delivery of counseling, day care, parent support &)d
educat'.nal services. The intervention familles recelved more
services than the standard familles and tended to rate "significant

N others" and support groups as being more helpful, than did standard
familles. In addition, six of the nine intervention families
obtzlined Life Stress scores within normal limits on Abidin’s Parenting

. Stress Index (PSI).

Glven all the other dlifflculties described abcve, it Is not
surprising that the cost effectiveness cf coordinated service dejlivery
was nevar determined. However, the project did develop rough
estimates of the cost per hospital of the Assessment activity (as
implemented) and the cost per famlly of a "typical" preventive
Intervention, for presentation to legislative committees and others.

— For future projects
1. Allow six months prior to the start-up date to recruit and employ
staff through state procedures, or DON‘T START! The "budget clock®

started running July 1, 1984, Staff reported to work January 21,
1985. The first Service Assessment Team meetling was held In
November, 1985. Since enthuslasm and support for the proJect began
to decline dramatically five to six months prior to the functional end
of its third year, l.e. In January-February, 1987, when it became
definite that continued state funding was not going to be provided,
the "effective functloning life® of the project was no more than
sixteen months, from November, 1985 to February, 1987. (A three
month extension, July-September, 1987, was approved for the completion
of some previously (nltiated tralining and informatlion collecting
actlivities.)

2. Write any funding proposal with full involvement of intended s!.e
personnel., The potential lost energy and dlisappointment {if your
proposa’ isn’t funded) s far less damaging than the lost .lme

involved In trying to Identify a site and bring It up to speed with
the budgiet clock running!

3. J£ you’re venturing into a forelgn land (a. a hospltal is to a
*: =oclal service administrator) be sure yeu’re accompanied by a native
C .lde who speaks tne language well!

g

% ‘. Define c¢lear-cut and simple lines of authority and

i 2uponsiblility. The EIP’s arrangement of a state agency belng the
stant reciplent, with management overseen by the Zero-to-Three

Committee of the Interdepartmental Coordinating Committee for
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Preschool Handlcapped Children, whlile a local "Working Group' had
other - poorly defined - responsibilities, was completely
unmanageable!

5. A project’s sponsorship and provision of training, consultatlions
and educatlional prhgrams to proJect particlipants is an extremely
worthwhile enterprise, both as a way of Increasing thelr knowledge
base and as a way of building acceptance and improving morale.

G, Development of obJective methods of "scientific" evaluation will
undoubtedly take three times as long and be ten times as difficult as
you expect.

- nt

1. As a result of experlences related to the In-hospital screening
component of the Assessment activity, special workshops were conducted
statewide by the Division of Public Health Nursing ¢(DHS) on newborn
screehing. Increased emphasis was placed on the early identification
of possible problems in soclo-emotional interaction and development.

2. Through efforts at Integrating the in-hospital screening and home
visit components of the Assessment activity, the forms used by Public
Health Nurses to recelve and document maternal and newborn referrals
was modl fled to include pre-natal risk factors. Additlionally,
speclfic Publlc Health Nurses in all reglons of the state hzve been
asslgned a "hospital liason" role with every hospital and medical
center, to improve communications and simplify the referral process
for both "medically high risk" and "environmentally at risk" Infants.

3. Based on the positive aspects and results of "universal home
visits" as practiced by the EIP (i.e. of all newborns, rather than
Just those ldentifled as "medically high risk") the Division of Public

Health Nursing (DHES) has adopted thls practice as a statewlde program
goal.

4. Much of Malne’s population Is scattered and geographlically
Isolated. Publlic transportation systems only exist in a few of the
larger clties. Community Actlon Program-sponsored "Demand-Response'
transportation services are financlially limited. Social service
reimbursement for transportation has speciflic eliglbllity
requirements, The EIP activity ldentified a high proportion of
at-risk familles with po transportation resources - the father
hitch-hiking to work and the mother and any children left completely
immobile. As a result of documenting these needs, reglonal service
agenclies formed a task force that is still working to amplify and
respond to these transportation needs.

Y
5. Coordinated planning by serwvice providers does work. Though the
projJect cannot take total credit In this area, renewed Interagency
coordination at the local level can be observed throughout Maine. In
reglonal CASSP activities (Chlldren and Adolescent Service System
Program, an initlative of e Natlonal Institute of Mental Health, for
severely emotionally distu. od chlldren), In beginning efforts to

13
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develop Medicaid-reimburseable Case Management activitles, and in
Malne’s response to the 1986 Educatlion of the Handlcapped Act
amendments (P.L. 99-457), more groups of service providing agencies -
both public and private - are coming together and beginning to meet
and collaborate regularly.

6. Finally, It Is significant to note that Maine’s current responses
to the challenges and opportunities of Public Law 99-457 are in
keeplng with the state’s accumulated experiences over the past 10
vYears, including the Zero-to-Three Committee’s activities and
priorities. The Interdepartmental Coordinating Commlttee for
Preschool Handicapped Children (ICCPHC> has been designated as the
"lead agency;" the state plans to Integrate optlonal 0-to-3 services
with mandated 3-to-5 services into a "seamless whole" program; and the
state Is commited to including "at risk" infants and children in its
definitions of those elegible for services, together with those who
are categorically handlcapped. As a result, the Zero-to-Three
Commlttee accepted with equanimity its recent dissolution and the
incorporatlion of Its members into other ICCPHC subcommittees and work
groups.

January 31, 1988

Edward C. Hinckley
Bureau of Chlldren with
. Special Needs (DMHMR)
State House Statlion # 40
Augusta, Maine 04333

% ¥ ¥
Other Materials Avallable

Narrative Report with Case Examples (26 pages; includes definitions of three categories of risk; by Lou

Parnell, Service Coordinator, and Tracy Haller, Cooperating Service Coordinator) Attzchked

Maine Zerg-to-Three Assessment Study: Summary Report (35 pages; includes project descriptions of: the
EIP and the Machias and Norway pilot programs; by Susan Koen, Managing Director, MATRICES
Consultants, Inc.)

Zero-to-Three Policy Manaul (t¢ pages; working draft of preliminary princlples and policies for 0-to-3
Intervention programs, developed by the multidisciplinary, interdepartmental Zero-tc-Three Committee)

Division of Public Health Nursing Screening Tool and Guidelines (€ pages)

: me Visit) ntervention Compgn (5 pages;
compiled by Project Administrator for purposes of legislative presentation)

rrati rts of Pilot Site (Machijas and Norway) r (xopages) Attached

(Single coples of above materials avallable by regquest to: Edward C.
Hinckley, Fleld Operations Manager, at the above address.)
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4N,  mid-maine - Children's
K @& medical Developmental

center . Project

WATEAVILLE WA CaRC

SETON UNIT - CHASE AVENUE - EDMUNDERVIN.MD PROJECI DIRECTOR
PHONE  872-4305 RONA ROSENTHAL PROJECT CO-ORDINATOR

March 20, 1987

Early Intervention Project
Attention: Ms. Tracy Haller
18 Silver Street
Waterville, ME. 04901

Dear Ms. Haller,

The most significant benefits of the Early Intervention Pro-

ject were the establishment’ of screening for all newborns in the

nursery and the opportunity for the family to have a visit by a
public health nurse at home. .

Membership on the Service Assessment Team was an excellent
opportunity for professional networking and coordination of ser-

vices for families with multiple needs. However, the effective-

ness of the team was limited by the experimental model. Many
families who could have benefited by coordination by the team
were not eligible because they fell in the "standard" group.
Many "team" families had services well in place and did nct need
the team. The team was most helpful to families with multiple
environmental problems.

Sincerely,

e fdpenrtad

Rona Rosenthal, Coordinator
Children's Developmental Project
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SETON UNIT - CHASE AVENUE
PHONE: B72-4305

mid-maine Children's

medical Developmental
center Project

WATERVALE MARE 000!

EOMUND ERVIN, M.D. PROJECT DIRECTOR
RONA ROSENTHAL PROJECT CO-ORDINATOR

May 6, 1987

Ms. Tracy Haller

EIP

18 Silver Street
Waterville, ME. 04901
Dear Tracy,

The Early Intervention Project (EIP) in Waterville was suc-
cessful in training the hospital nurses to assess all newborns and
identify those with established, biological or environmental risk.
Enrollment in the project entitled every family to a visit by a
public health nurse which was valuable in picking up families with
risk factors which might not have been picked up at birth. There-
fore, we were able to offer hel) and early intervention for fami-
lies at risk for environmental reasons.

The research and evaluation component of the project was not
successful due to problems with the model and lack of sufficient
numbers of families,

The role of the working committee was never clarified, but the
networking that resulted from participation on the committee was
extremely valuable.

I hope that this information is helpful to you as you proceed
with the evaluation and final report.

Sincerely,

Rona Rosenthal, Coordinator
Children's Developmental Project

1%




John R McKeman, Jr. Rotlin Ives

Governor Commissioner
STATE OF MAINE
DEPARTMENT OF HUMAN SERVICES
AUGUSTA. MAINE 04333

July 22, 1987

Ms. Debra Nugent-Johnston
Bureau of Children With Speical Needs
Region 3 - AMHI Complex
State House Station # 60
- Augusta, Maine 04333

Dear Debbie:

This letter is in response to Tracy Holler's request for feedback
regarding the effectiveness of the early intervention project. Since it is my
understanding Tracy has already left I am forwarding my letter to you. I
would like to comment on the project's effectiveness, both as a member of the
working committee and fcrmer medical center staff member. My comments reflect
my personal thoughts as a member of the working committee.

In retrospect, I ‘eel this project has had some very positive benefits at
both the macro and the micro level. The project has helped to heighten the
awareness of the nursing and medical staff of the medical center to assessment
and early intervention issues. I would hope this "awareness" has also
extended into the larger community.

One of the major benefits of the project model has been the normalization
of the community health nurse visit post discharge. Prior to the project,
offering the services of public health nursing to clients only occurred when
there was a documented need. This frequently translated to the family,
unfortunately, as "the hospital staff feels that we have a problem and we're
not coping with it well."” This is especially true of high environmental risk
families who often are wary of professionals to begin with. The offering of
the home visit to every mother has helped to remove that stigma and make this
service truly welcome and supportive to many families who might otherwise

- refuse.

/ As I look back on the three years of the project, I feel there were many
d aspents of the model and its implementation that hinderedthe effectiveness of
the project.

I do not feel that in the planning stages of the model there was a clear
sense of what was available or needed for this population. I feel that the
model did not take the existing medical center and community systems into
account. Already established roles within these existing systems were not
well incorporated into the design. Much of the assessment coordinators role,
| for example, was duplicative of what the hospital nursing staff, the hospital
| social worker, and the public health nurses were already doing.



In addition, it was not clarified initially how the project would relate
to the larger medical center. There appeared to be an assumption made in the
beginning of the project that the staff would be considered part of the
medical center staff. This attempt to have the project be part of the medical
center while in actuality being a separate agency housed within the facility
was confusing and frustrating from a systems point of view for those of us
that had day to day contact with the project and had to work out issues of
confidentiality and other clients' rights issues.

As we struggled with these issues it was never clear who had the authority
to clarify and resolve these types of problems. There were no direct lines of
authority apparent for project staff. The working committees authority was
not clearly defined. It was my understanding the committee was conceived and
established to direct the work of the project. In reality, the committee
appeared to serve more as advisory than directive. In addition, with the
added problems of the lack of social work administrative director for the
majority of the project's duration and with turnovers in nursing
administrators during this same period, these issues, unfortunately, did not
begin to get resolved until the project was near completion.

I would recommend that future projects include community participation in
planning, and planned strategies to negotiate and integrate services into the
established community service system. In addition, lines of authority and
relationships among systems need to be clearly defined. These kinds of
efforts hopefully, would help facilitate the "ownership” aad support of the
comnunity of the model and minimize duplicative efforts.

In spite of these problem areas, I feel that the project was a very
worthwhile and useful endeavor. I have enjoyed being a member of the working
committee very much. This experience has helped me to learn and grow both
professionally and personally. Participation in the project has helped to
strengthen my commitment to early intervention.

Sincerely

-IBQ&JQ?aL.JRoElo£ﬁ41;K

Debbie Schooley, LCSW

DS/bm

150 Capitol Street, Station 11 |




" Elp "
EARLY INTERVENTION PROJECT
BIRTH THROUGH TWO

18 Silver Street
Warerville, ME 04901
(207) 872-5343

I was the Assessment Coordinator for the Early Intervention Project
and now I am wearing two hats as a Public Health Nurse, back to my old
job and as the liason for MMMC-Seton Unit for the OB Section.

The Public Health Nurses go way back and I go back over 20 years
having been involved in the Early Intervention concept. We always felt
that if we got in there carly enough, we were able to do some good in
helping the parents with their new borns. We always felt that the
optomum life out comes for children are facilitated by knowlegable care
givers who are psychologically and emotionally available to them. When
parents are effective copers they not only provide a more facilitated
environment for their children but they also gain more satisfaction from
parenting and family life. All family members influence the child's well
being and in turn are affected by the child's presence in the family.
Early Intervention provides support to families in stressful situations
such as pregnancy and birth.

In the organization of the Early Intervention Project, we were able
to put some parimeters around getting things done. Actually, the primary
point of all of this is we were able to get into the hospital, talk with
all of the mothers that gave birth and offer them a visit by the nurse in
their community. This enabled the nurse in the area, the Public Health
Nurse primarily, to see well babies and well families prior to this, we
were seeing "high risk infants and their families." It was quite
different and it was a great time, actually, going into a family that is
considered in tact and your able to do a great deal of teaching and
intervention. Simply because we are wotrking with well babies and well
parents and they in turn were ready to be taught intervention and without
the project, I think, we still would be working toward the intervention
part instead of the prevention part. 1In talking with the other Public
Health Nurses, they have really enjoyed this type of visit. It has
really helped them out alot. Being & Public Health Nurse, I have always
been active in the early intervention concept. Because of our
committment to the well being of families, we were able to strengthen the
hospital in the community coordinations to the projects with the infants
and their families and were able to strengthen the health component of
the entire 0 to 5 age group.




Getting into the disciplinary relm, talking about the serwice
Assessment Team and the working committee, I thought that we were able to
contribute a great deal in this area and we were able to define nursing
and what it can offer. I believe through the project that the public
health nurses role was defined so people could understand exactly what
she does. Nursing deals with the human response to the real or potential
health problem. I also believe through the SAT's we were able to
coordinate efforts and not duplicate services. Many times prior to the
SAT's inception a nurse, Child Development Worker, Protective Worker,
Homemakers, a whole ram of professionals, were seeing the family and
literally almost stepping on each others toes and not knowing which hand
was doing what; but through the SAT we were able to define our roles, cut
down on the number of visits, each discipline, and coordinate the
services, I just hate seeing the SAT go by the way side cause I do feel
it contributed a great deal to the health care aspect and it must of to
the family. At least the family knew who everyonc was and wasn't
confused when Sally entered and thought she was the nurse, and it was
Peggy Sue.

The Working Committee was also made up of different disciplines and
they are, hopefully, our governing board which really never got a chance,
I believe, to govern. Decisions were made and they kind of rubber
stamped them, which was too bad because as a working committee they could
of been strong enough to carry it but weren't given that opportunity. It
seems that we built this project, we bought the horse and then got the
barn instead of the other way around,

Personally I have gained quite a bit by being part of this
project. Through euucation and through everyday working in the project,
I have gained alot and a greater insite into the families. Between Dr.,
Brazelton and Michael Trout and numerous other people, they have given me
so much more to work with enabling me to be a better effector with my
families., I definetely appreciate the opportunity of being part of the
project and sadness comes in that as it was, it will no longer be, but I
know I will keep the concept always in my heart and will work with it and
use it everyday. There has been numerous cases not only on my caseload
but on every other public health nurse's caseload where we refer to a
family and they were "not a high risk family." They have had no risk
factors in the environmental, the biological, or the established
catagories. They seem to be an intact family and I can site on occasions
where I have gone in and seen everything looking great ané ready to leave
and the mother says "oh by the way," and by the way, was alot of
problems, a great deal of problems. I don't think the average couple
realizes how stressful having a new born enter their life can be. Alot
think that the new born will bring things together and in fact without a
strong union in that family, the new born can really split them apart.

I thank you for this opportunity!

Jeannie Rough
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” EIP ”
EARLY INTERVENTION PROJECT
BIRTH THROUGH TWO

18 Silver Street
Watenville, ME 64901
(207) 872-5343

Key Points about the Project: On a positive note I would say that there
are several good things that came out of the project.

The hospital level is of much stronger awareness of the
environmental risk catagory that is being utilized in the Screening now.
I believe that through the offering of the home visits to all Moms we
clearly introduced prevention keys that have not been in existence
before. Hopefully these pieces will stay.

In thinking about the Service Assessment Team one of the definete
pluses about the team was that the net working among the service
providers was at a much higher level than it had ever been in the
community before. Those families that we did work with, we were able to
trim back over lapping services and nrovide a more expedient efficient
service delivery system. Some of the snags as I saw them were that we
needed to have a stronger footing with the hospital in the beginning and
I thirk, over time, that would have occurred even with the project as it
was. It got off to a slow start because there was alot of confusion
about what the project was tryina to accomplish even though there was a
strong buying from the community members, there was alot of confusion. I
would recommend for anyone replicating this project that they have a type
structure regarding the administrative flow and that they have a clear
understanding and acceptance from the hospital before getting it.

In looking at the SAT, the one down fall was that the funling into
the SAT's were slowly through the nurses, a more efficient way of doing
it perhaps would be to open that up to any service provider to bring any
family with whom they were working with that had a child 0 to 3 to the
team. There are alot of ways to handle the team. Each particular agency
would need to decide whether they wanted stationary meetings or meetings
that were called when there was a child to review. What makes sense for
their local area, but I think in general the concept of a Multi
Disciplinary Team is a very very sound one. I'm not sure how
the report will be included or if it will be included in
the final report but I think that there are pieces of that there was very
very important. Those pieces that are dealt with float from 0 o 5 and
dealt with the structure and community understanding.

é%g Parnell
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Rollin Ives

John R. McKernan. Jr.
Commissioner

Governor

STATE OF MAINE .
DEPARTMENT OF HUMAN SERVICES ADDRESS REPLY TO
AUGUSTA. MAINE

Sandra Niles, R.N. PEN II

Divison of Public Health Nursing

Region 3A

Capitol Shopping Center “
Western Avenue

Augusta, ME 04333

Tel: 289-3436 .

April 23, 1987

Tracy Haller, Service Coordinator
Early Intervention Project

18 Silver Street

Waterville, ME 04901

Dear Ms. Haller:
First my apologies for not responding to your request sooner.

Serving on the Service Assessment Team was very beneficial to me. It provided
me with new knowledge of resources and support systems.

The idea of a team concept is excellent. However, I felt that at times the
interval for assistance was too lengthy and the Public Health Nurse had already

provided the services needed.

Good Luck on your new adventure.

Sincerely,
/JWCM el 22 -

Sandra Niles R.N. PHN II .
Divison of Public Health Nursing .

SN/s1l
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Diocesan Human Relations Services, Inc.

HOME CARE SERVICES
) P.O. Box 59
224 Main Street - Waterville, Maine 04901
873-1146
Area Offices
Augusta
Bath
Rockland
Skowhegan
Waterville

April 23, 1987

Tracy Haller, Service Coordinator
Early Intervention Project

18 Silver Street

Waterville, ME. 04901

Dear Ms, Haller;

The Early Intervention Project reached numerous at risk
families. Services offered by Agencies involved were
varied and pertinent to help needed. The intent of

the project was excellent. The problem was lack of
cooperation and motivation from clients. This problem
will need to be worked through.

Sincerely,

(5 Conns

Rita Currie
Assoc. Supervisor

24
“Central Maine’s Nationzily Accredited Home Care Agency"”
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IToxt Provided by ERI

Rollin Ives

John R. McKernan, Jr,
Governor Commissioner

STATE OF MAINE o
DEPARTMENT OF HUMAN SERVICES ADDRESS REPLY TO
AUGUSTA. MAINE

Mrs. Joyce K. Hubbard, R.N.,Supervisor
Div. of Public Health Nursing

Region 33

Capitol Shopping Center

Western Avenue

Augusta,ME 04333

Tel: 289-3436

June 10, 1987

Ms Tracy Haller

EIP Service Co-ordinator
18 Silver Street
Waterville,ME 049(C1

Dear Tracy:

You've asked for a short summary of each person's impression of the

Early Intervention Project, and I for one, would find it much easier

if you had asked for a five or six page essay. I have been a member of
the Working Committee and have been even more closely involved with the
project, as Public Health Nursing Supervisor, with a direct link through
Jeanne Rough, a public health nurse who served as assessment co-ordinator.

First of all, I want to say I feel prevention is the key to a healthier,
more full life style for many of our children, but it is not spectacular,
and so often dces not get the funding when there are acute, crisis sit-
vations that must be taken care of "now". I hope as the results of the
E.I.P. are tabulated, the value of preventive intervention will be borne
out.

One of the finest benefits of the demonstration project was the offering
of a home visit by a public health nurse to every mother and new baby
born at Mid-Maine Medical Center, Seton Unit. We have now taken that
concept state-wide, and DPHN is in the process of establishing a proto-
col for this at each hospital in Maine having an obstetrical department.
The disadvantage will be the lack of PHN's to implement this fully, but
the concept removes any onus of "singling-out" mothers for this service.
Responses to the hospital staff on the results of the home visits help
them to feel "connected" to the referral process. However, we often
felt we were unable to enlist the full support of the hospital nurses,
and in part attributed this to the fact that the director of nursing
(vice-president for nursing) had not been included and her support soli-
cited prior to the start of the project.

ERIC 25
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In the early months of the project, the service co-ordinator did not
have direct, daily supervision, so she did not enjoy the benefits,
encouragemerr= and guidance that this would have been able to provide
her. I offered this service a few times but it generally was not
accepted. However, in the last several months this need has been
filled by a supervisor from the Bureau of Children With Special Needs,
and the smooth, operational flow has been obvious.

I had no direct involvement with tiie Service Assessment Team, but

staff public health nurses would express their views to me. The con-
tacts, and therefore, the networking that took place among the service
community was invaluable both for the team process and in every day
functioning of the PHN's work load. However, they often said that

the team did not meet when the families really needed it and frequently
by the time the family "came to team" many services were already in
place. The team process at that point often seemed a "rubber stamp”.
The professional contacts made, remains as the strongest link in the
team process. .

For me, two glaring needs of our service care resources emerged as

being hardly ever easily obtained. The first is the lack of affordable,
accessible trancportation to many of our patients, especially our young
mothers in rural, socially isolated areas. This lack keeps them from
taking advantage of existing programs & resources. The second is the
lack of safe, comfortable respite care for parents of handicapped child-
ren, for young mothers with babies who need a little "time out", or to
continue tkieir education. We need to b2come farsighted enough to
realize that a reduction of the stress of daily living on parents who
are having difficulty coping (whether the cause is biological. estuablished
or environmental) will help reduce the likelihood of child abuse and ne-
glect. Parenting classes and parent support groups are essential, but
they don't address the whole problem.

Looking back, I realize my feelings about the Early Intervention Project
are ambivalent. I do know that I have learned so much from watching the
process evolve, and that if we could begin anew the 3 year project,

knowing what all of us now know, it would be a far different picture now.

Thank you for giving me the opportunity to express this.
Sincerely,
WW' @\\ .
Joyce K. Hubbard, R.N.
JKH:nl
cc: Helen Zidowecki, Director

Debbie N.Johnston, BCSN
Jeanne Rough, PHN II
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\. mid-maine Childrer's
&l medical Developmental .
center | Project |

EOMUND ERVIN. M.D. PROJECT DIRECTOR

SETON UNIT ~ CHASE AVENUE RONA ROSENTHAL PROJECT CO-ORDINATOR

PHONE: 872-4305

MEMO
TO: Ms. Tracy Haller, EIP Service Coordinator
FROM: Edmund N. Ervin, M.D.

DATE: May 8, 1987

SUBJECT: EIP Evaluation Component and Final Report

Apart from the stated goals of the EIP Project

the one significant benefit was the development

of philosophy and attitude regarding the impor-
tence of at risk screening among nursery personnel,
This effort has now become an established feature
of nursery protocol.

The importance of such a screening at the onset is

of paramount importance.

LT NS ANYTNL DY O Nt L BT LS S e S Y et i M LTSI TRATS R ST STy, 1 BT 2 SFIG S0 Te e m oL ekl e T Sy L, T S % e YT Treee




NRRRATIUE REPORT

with
Cas~ Examples

of the

ERRLY INTERVENTION PROJECT

A Handicapped Children's Early Education Project
of the U.S. Department of Educaticn

conducted under the auspices of the

Maine
Interdepartmental Coordinating Committee for Preschool Handicapped Children

in conjunction with the

Depariment of Mental Health and Mental Retardation
{Augusta, Maine)

and the

Mid-Maine Medical Center
{(Waterville, Maine)

July 1, 1984 - September 30, 1987
(Grant No. 008400798, Project No. 024BH50008)

Prepared by

Lou Parnell, Service Coordinator
and
Tracy Halfer, Cooperating Service Coordinator
Bureau of Children with Special Needs
Department of Mental Health and Mental Retardation
State House Station * 40
Augusta, Maine 04333
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NARRATIVE DESCRIPTION OF THE DYNAMICS OF THE
EARLY INTERVENTION PROJECT %
WITH
CASE EXAMPLES

(% Note: Although the officlal name of the project was "Preventive
Interventlon Project," it was iInformally changed at the local level to
"Early Intervention Project" - EIP - because of confuslon over the
term "prevention.")

Introductjon

The deslign of the Early Intervention Project (EIP) was based on
the premise that coordinated, multidisciplinary service planning of
early intervention activities Is more productive than "single
discipline" service planning. Additionally, the project was based on
the well-researched bellef that early Intervention (and prevention, in
terms of "at risk" factors) activities are both more effective and
more efficlent than addressing problems after they are full-blown.

In order to examine fully the concept of coordinated service
plans developed from a multldiscliplinary approach, the ldea of "more
productive" needs to be defined. If the following questions can be
answered In the affirmative, the outcomes are viewed as "more
productive."

Does the coordinated early intervention and
service planning -

- provide a more complete picture of risks
for infant and family;

- enable services to be provided In a more
efficlent and timely fashion;

- ellicit a higher level of parental involve-
ment ;

- reduce duplication of services for any one
family; and

- reduce the chances of confuslon and improve
communicatlion between and among agencles
providing chlld and famlly services?

If the answer to any of these gquestions is a negative, than the
reasons underlylng that response must be examined before the model, or
speciflc component of the model, Is discarded as non-productive.




The following narrative will attempt to examine the EIP with the
above concepts in mind, albeit subjectively. Discussion of the
project will be div ided into five areas:

I. Issues related to Information/acceptance/communication
I1. Issues related to primary design components
III1. Issues related to the Service Team component
IV. Concluslons
V. Biscussion of statistics
Appendlx

Each of c'hese areas will be examined In light of their strengths,
weaknesses and changes over time. There will be some overlapping,
since all proJect activitles were, of necessity, Interwoven.

I. ed /
Structure and Management

In the formative stages of the project, two key factors plavyed an
Important role in the smoothness of development, or lack of it. The
project Initlally came under the auspices of the Malne

n tal Coordinati C itte r ol Handicapped
Children (ICCPHC). It Is rare to find state departments sharing in
the planning and executlon of a federally-funded project, because such
collaboration Inevitably means the relinquishing of control and
decision-making by the applicant agency and requires each
participating agency to ccoperate and compromise on a wide variety of
issues. In the course of achieving concensus, long struggles,
lengthy discussions, and a plethora of committee meetings can be
guaranteed! On the positive slde of collaboration, of course, are
the many exemplary ideas and oplnions, from a wide range of
perspectives and professions, that can be melded together to produce
an outstanding and unlique "product."

Under the ICCPHC a Zero-to-Three Committee ¢2TC) had primary

responsibility for project oversight; the same positive and negative
features of a multliagency, multidisciplinary group described above
applied to the 2ZTC. At the local level - the community and region in
which the EIP actually functloned - a Working Group (WG), made up of
administrators or supervisors of various medical, health and soclal
service providing agencies In the area, served as a steering
committee. Membership In this group was identified after the EIP was
Initiated at the Mid-Maine Medical Center; this membership varied
somewhat during the course of the project and the responsiblilities of
the group were never clearly enough deflined.

Another Interagency, collaborative factor affecting the operation
of the EIP was the fact that the entire state of Maine iIs served by
sixteen Preschool Coordination Site programs, overseen by the ICCPHC
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The three oldest of these programs began in 1977; statewide coverage
was achieved by 1983, with the program encompassing the Waterville
area (Project PEDS) being one of the newest. At the time the EIP was
initiated, these projects’ focus was on-the coordination of services
to 3-to-5 year old handicapped children - they were not authorized or
funded to serve "at risk" children, nor to provide any services for
0-to-3 year olds other than rudimentary screening and referral. (At
the time of the writing of this report, all 16 projects are in the
process of conversion to "0-5 Coordination Sites," under the provision
of P.L. 99-457,)

N As established, funded (with a combination of state and federal
dollars) and operated, each Preschool Coordination Site is governed by
a "Local Coordinating Committee" (LCC) of state and private service
providing agenclies and Individuals, and parents of handicapped
preschool children. This group prepares budgets, establishes
prioritlies withi~ the ICCPHC’s overall policies, controls spending
and hires a project coordinator and other related staff. The
formation of these LCCs preceded the Initlatlion and funding of their
programs, and (as mentioned above) the network of projects is now 10
years old.

The EIP - In contrast - had a different relatlonship with the
ICCPHC (through the Zero-to-Three Committee); served a population
different by age and characterlistics; related to a Working Group that
was organlized differently and later than Project PEDS’ Local
Coordinating Committee; and was funded with federal funds only. Yet
many of the Working Group members also served on the LCC! Therefore,
the first task of EIP staff was to develop a sense of local interest
and ownership in the project.

This was a difflicult, though necessary step. Without local
participation and support, the Early Intervention Project clearly
would not be able to function at all. Much time was spent by EIP
staff - particularly durlng the first six months of the project - In
dealing with public informatlion, public relations and developing a
positive community awareness of the project’s purposes and intentions.

. Ultimately, acceptance of the project became basically positive. The
Obstetrical Nursing Department Head at Mid-Malne Medical Center was
entirely In favor of the project and helped its staff from the

. beginning. The hosplital’s Soclal Work staff was also actively
Involved throughout the prolect, as were key Pedlatric staff of the
hospital.

On the other hand, very few other hosplital and community people
even knew of the project’s exlistence. Offlce space was provided in
the hospital for two of the project’s three years, but It was never
adequate nor as inexpensive as that provided to Project PEDS. The
Workling Group was made up of varlous members of community-based
service providing agencies and hospital staff and their time was
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donated by thelr agencies. General knowledge of the project in the
greater Waterville community, however, was slight.

As mentioned earllier, the role of the Working Group was never
clearly deflined and was percelved differently by lIts own members as
well as by members of the Zero-to-Three Committee and the ICCPHC.
The Working Group wrestled with such Issues as -~

~ What Is the relationship pbetween the WG, the LCC, the
Zero-to-Three Commlttee, the ICCPHC and the project staff?

" =~ What authority, If any, does the WG have to revise
the "Zero-to-Three Policy Manual" that had been developed
earller by the ZTC?

-~ How much authority or "governing ablility" does the
Workling Group have over project staff and activitlies.

A recurring theme of the Working Group throughout the project’s
three-year life span was that of "too many chliefs; not enough
Indians." Managers, coordinators and over-seers of the project also
seemed |In greater supply than did direct service, "front line" staff!
Despite these problems, the Working Group was an actlive, dedicated
body with a real deslre and wlllingness for the project to succeed.

Similarly, the Service Assessment Team (SAT) - composed of actual
direct care staff of the various service providing agencies in the
reglon - was a real strength of the project. Team members met for

2.5 hours twice a month, with thelr time donated by thelr agencies; in
Its Initlal operation the SAT was also Involved In extensive training
In such areas as team functloning, community roles, policies and
practices with cllents, networking, etc. "Turf" iIssues were elther
left outside the door of SAT meetings, or presented for team
resolution. SAT members helped designed the team meeting format,
asslisted iIn the design of client information forms and case plans, and
helped formulate agreements between the agencles represented by team
members. Over time, the team solidifled, with only two "drop-outs"
during the 1ife of the project (due to agency overload).

The project’s budget allowed for ample tralning of staff, local
agency representatives (such as those on the Service Assessment Team)
and Working Group members. Tralining inveclved the importation of
persons to provide speclfic technical assistance, as well as the
attendance of individuals at regional, state and national
presentations and conferences related to early intervention. This
was a definite asset and should be a strong component of anvy similar
poJrect. A highpoint of the tralning was a day-long workshop for
hospital staff and community service providers with Dr. T. Barry
Brazelton and his team from Boston Children’s Hospital, on newborn
screening and assessment.
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Acceptance of the Project
In the beginning, parents of newborns read!ly accepted the ldea
of home visits by a Public Health Nurse. Level of acceptance was
close to 100%. Project staff spent time with mothers (and, whenever

possible, fathers) In the hosplital, before and after delivery,
describing the project, completing the desired In-hosplital screening,
and obtalning the necessary consent for the home visits. This
process was very time consuming and was not actually within the
original project design. However, It proved to be a necessary and
effective approach to parental acceptance - a typlcal comment was that
of one parent, who said, "I wish there’d been something like this
arranged when my other children were born." (The fact that the
Assessment Coordinator was a Public Health Nurse was a contributing
factor in obtalning parental acceptance and in arranging and
coordinating the home visits, which were conducted by the PHNs
regularly assigned to the project’s geographic area.)

It took approximately one year of constant effort before the
hospltal’s nursing staff began Including the EI} Assessment process in
their hands-on work with obstetrical patlients. Although verbal
support for the project was expressed fairly readily, actual
participation or the revislon of existing nursing routines was slower
to follow. Turnover among the varlous nursing diiectors’ and
supervisors’ posjitions during the 1ife of the project; the hospital’s
internal organization of Its nursing department; and problems of
dealing with three complete shifts of floor nurses all contributed to
delays and discrepancies from the original project design. In truth,
the lllness-related absence of the Assessment Coordinator for a six
week period around the middle of the project’s three year duration
precipitated the active Involvement of hospital nurses in the
screening process. Prior to that time, the Assessment Coordinator
had done a majority of the actual screening herself, by default.

With this Impetus, the hospital nurses - who had easily accepted
the concept of the screening - became active participants in this area
of the project’s activities. They also began to verbalize their
feellngs - that for years they had had "gut feellings" about
potentially dysfunctlional familles, particularly in the area of
Environmental risk , without having a person or a resource to whom
referrals of these familles could be made.

As stated earlier, acceptance of the Assessment phase of the
project (consisting of the Hosplital Screening and the Home Visit) was
almost universal, At the conclusion of the Home Visit process (which
might involve more than one actual visit), the Public Health Nurse
making the visit would request parental consent to refer the family to
the Service Team, If she had observed a handicapping or "at risk"
condition, of |f she felt that an analyslis of the Hospltal Screening
and the Home Visit components by the Assessment Coordinator would
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result In a high enough score on "welghted risk" chart to justify a
referral. Acceptance of "referral to the team" was generally lower
than acceptance of the Hospital Screening/Home Visit component.
Hesitant familles required more explanation and time to consider the
request; some refused all together.

When consent was not forthcoming, the case could be referred to
the Service Assessment Team without any personally identlifylng data,
as an "“anonymous" case. This permitted the referring PHN to obtaln
Ideas and suggestions from the other service providers (about
potential services and/or coordination thereof, or approaches to
hesitant familles) without violating the family’s privacy.

¥hen young, single mothers did not consent to SAT referral, the
reaons frequently Involved their fear of "state" services; concern
that they would lose some of thelr Independence If a referral were
made; fear that services they were "lllegally" recelving would be
terminated If the circumstances of their living arrangements became
known to offlicaldom, etc. The following case lllustrates a typical
refusal.

Case 006 (Refusal) - This case involved a single teen parent,
who accpeted the Assessment phase (Hospital Screening and Home
Visit) readily. The risk factors were all in the Environmental
category (single, teen—age parent under economic stress). The
mother was hesitant to become involved in the team process,
following the Home Visit by the PHN. The Service Coordinator
made four home visits before the Mother would allow her into the
home to explaln and discuss the team process. Once inside the
home, the Service Coordinator was received warmly; however, the
Mother would only allow an anonymous referral to be made to the
Service Assessment Team.

Team recommendations Included referral for ¢conomic
assistance, Family Independence Services (a program of DHS for new
AFDC mothers under age 20), transportation and linkage with a local
program aimed at enabling teen parents to complete thelr highschool
education. The Mother was eligible for these services, and they
were started (although transportation was only avallable for the
educational component, not for other purposes, in the area in which
she lived).

Things appeared to be progressing smoothly for a few weeks,
when suddenly Mother wvas not at home for several consecutive
appointments. As project staff, the Publlc Health Nurse and
Family Independence Service representatives attempted to regain
contact, partial information was obtalned from neighbors,
concerning a boyfriend moving in, then moving out, the client moving
in with her parents, etc. Eventually, Family Independence Servicec
again made contact, but all further services were refused by
Mother, without explanation.
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Sometimes refusal of SAT referral was occasioned by external
pressures. Case 015 accepted the idea of the project
whole-heartedly. However, her mother (the infant’s maternal
grandmother) was heavily involved with the Department of Human
Services In a custody dispute over parental rights; even with the
Involvement of multiple service providers and a high level of
coordination between them, the child’s mother eventually refused all
services and moved back home for fear of losing her baby.

Case 034 was one in which Mother had been a very active
participant with the Service Assessment Team. She attended every
team meeting in person; many service providers were involved with
an exceedingly high degree of coordination, elimination of
duplication, etc. However, Mother had had parental rights
terminated on three of her previous children, and the possibility of
her keeping the new baby hinged on her willingness to follow
through with the recommended services. Her agreement to each
SAT recommendation was preceded by the question: "Will this help
me keep my baby?" Although it might be preferred that she
participated actively because of an inherent understanding of the
project’s value, zlearly an absence of a coordinated service delivery
system would not have contributed to her being allowed to keep her
new child.

II. Issues Related to Primary Desian Componepts
Hospltal Screening

No attempt will be made here to provide a detalled description of
the proJect’s original design. This was done by MATRICES
Consultants, Inc. In a report of February 20, 1986. Here, an attempt
will be made to descrlibe the effects of that design on hospital staff,
service providers and the clients served.

At the hospital level, as stated earller, screening by hospital
(as opposed to project) staff had a slow start. The origlinal idea
was to have the Hospital Screenlng done by nursing staff as part of
their routine, daily activities. The slow start was due [n part to
the hospital staff’s lack of familliarity with the screening forms; an
exlsting paperwork overload; changes in hospital administrative
personnel; and a reluctance on the part of the Assessment Coordinator
to "let go" of responslibility for the screening for fear of "losing"
some of the families iIn the process. Over time, the hospital nurses
assumed more responsibllity as they became more familiar with the
forms and concept of the project. Involvement of hospital staff
would have been accomplished much sooner If the prolJect had been fully
explalined to and endorsed by the hospital prior to its beginning.
(In fact, the grant was recelved by the Department of Mental Health
and Mental Retardation before the "host hospital" was selected, so
clearly there had been no involvement of the hosplital staff In its
design or In the application process.

0 .36
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As the hospital nurses assumed more responsibility for the
Hospital Screening (and the Initial explanation of the project to the
newborns’ parents) the acceptance rate dropped to about 80%. Nearing
the end of the project perliod, the acceptance rate dropped to
approximately 50%. T' is appears to have been related to confusion
about whether the project would be continued with state funding and
finally was directly related to the information that the project would
be terminated on June 30, 1987. (At times of an Increased number of
births, acceptance rates decllned too, because of the increased work
load of the nursing staff.)

Towards the end of the project, changes In the staffing of the
hospital’s Soclal Service Department resulted In an agreement whereby
that department would conduct the Hospltal Screening of those cllents
in the Environmental risk category, while the hosplital nurses
completed screening for those In the Blological and Establlished risk
categories. The project’s Assessment Coordinator was responsible for
ovel'seelng the transfer of cases (and accompanying paperwork) from
within the hospital to the appropriate Publlic Health Nurse for the
conduct of the Home Visit components of the Assessment phase.

Throughout the project there remained confusion about who was
ultimately resconsible for the conduct of activities - project or
hospital staff. The aforementlioned lack of Involvement by the
hospital In the project’s design contributed to the lack of its full
Integration.

Although thought was given to revising procedures so that initial
screening occured outside of the hospital, this ldea was not adopted.
Through the Hosplital Screening process familles became much more aware
of services avallable to them, as the project was initlially explained
to them. Too, the level of conscliousness regarding the concept and
practice of "preventive Intervention" was ralsed considerably by
In-hospital screening, in both clients and hospital staff. Revislons
in the Public Health Nursing screening form, occasioned by the
development of the project, made it possible for obstetrical and
nursery nurses to record and report thelr felt - but not easily
identifiable - concerns about mother/infant development. A definite
recommendation for future simllar projects would be to increase the
level and extent of educatlion - for both hosplital staff and clients -
in preventive interventlion, use of assessment procedures, lssues
related to parent-infant bonding, range of community resources, etc.

Pre-natal Assessment

The Z2ero-to-Three Committee’s policy manual called for a prenatal
assessment phase. Thi=s w23 not lncorporated iInto the EIP design at
the start because [t was felt to be too large an undertaking. In the
final 15 months of the project, EIP staff contacted personnel of the
hospltal’s Prenatal Clinic. Some of these indlviduals were already
familiar with the project from working on the Obstetrical floor or
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from service on the Working Group; additionally, project staff
contacted a number of the area’s obstetriclans. Referrals of high
risk pregnancles were receilved and service planning and coordination
was begun Immediately, as lllustrated in the following case:

Case 033 (Prenatal) - The referral was made by the hospital‘s
Prenatal Clinic and the hospital’s Soclal Work Department jointly, in
the category of Environmental risk - primarily because of concerns
about the mother’s emotional stability. Multiple service providers,
Including Child Protective Services, were already involved with the
family. With all service providers present at the Service
Assessment Team meeting, plans were made with hospital staff for
extra support at the time of birth; existing providers coordinated
their efforts; and a few overlaps in services were eliminated. The
time between the original referral and the first team meeting was
only three days.

For the same reasons cited earlier (potential and then announced
termination of the project) prenatal referrals declined prior to the
project’s end; additionally, the Assessment Coordlnator’s position was
reduced to 1/3-time in the six month’s prlior to the end of the
project, which was not sufficient to cover both prenatal and post
partum referrals. It was clear, however, that many of the conditions
that would result In a referral after dellvery were ldentifiable
during the pregnancy - this was particularly true in the Favironmental
risk category.

Home Visits

The Home Visit component of the Assessment phase had some obvious
piuses and mlnues. On the plus side, more families were linked with
healih care providers. Feedback from families clearly indicated
that even totally intact, "no risk" familles greatly benefited from
the contact, educatlon and reassurance they were provided by the
visiting Public Health Nurse. Potentlal problems that might have
been unidentifiable or masked during the Hospital! Screening frequently
surfaced during the Houne Visit. Case 029 jllustrates this point.

Case 029 - This involved an intact family unit with the father
working and financial support systems in place. The parents’ first
infant had died at 3 months, a victim of Sudden Infant Death
Syndrome. The parents took their second baby home on an apnia
monitor, as the infant had experienced some respiratory distress,
and readily accepted the Public Health Nurse’s visit.

Following the Home Visit, the PHN felt some concern, even
though everything seemed to be going well. Because of her
Intuition, coupled with the Biological Risk factors, a referral to the
Service Assessment Team was made with the family’s full consent.
When the presentation was made, the team ralsed questions
concerning the parents’ completion of the grieving process (for the
first child) and the parents’ concern for the health of the second
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child. (The mother kept a sign on her door, saying: "If you have a
cold, please do not come in.")

Medical reports were reviewed and the team recommended
further tests, personal linkage of the Public Health Nurse to the
family’s physiclan, and the establishment of a link with the nearest
mental health counseling service. The Service Coordinator
reviewed emergency procedures with the family and worked with the
mother on issues surrounding not only the grieving process but also
"anniversary dates" linked to the first child. The family felt
comfortable with the idea of counseling, should the need arise.
Both the PHN and EIP staff maintained contact with this family for
several months, by which time both the family’s and the child’s
development seemed to be progressing in a healthier fashion.

Without the project’s capacities, it seems unllikely that the
mother’s emotional needs would have been Identified or responded to.
Services would most likely have been limited to the medical care
required by the infant. The struggle of the family to bond with the
second infant, while fearing a repetition of the loss of the first
child - {f unidentified - could easlly have produced a "classic" case
of Fallure-to-Thrive Syndrome.

A clear positive result of providing Home Visits to the familles
of all newborns (instead of the previous practice of visiting only
those with clearcut Established or Blological risk status at birth)
was the Increased energy provided to the Publlic Health Nurses by being
allowed to visit some "well" familles as well as those with problems.
Repeatedly, PHNsS Indicated how helpful it was to thelr personal and
professional self-concepts to be enabled to see hecalthy bables and
famlllies, as well as those In varying degrees of dysfunction!

On the minus side of the Home Visit component, there was
disagreement regarding the issue of who should have primary
responsibility for conducting the visits. As origlinally designed,
the project called for all home visits to be conducted by Publliz
Health Nurses, and this element remained unchanged throughout the
proJect. ObJections to this practice appeared to be based on
stereotyplcal perceptions of the public health nursing profession.
Concern was expressed that this excluslive Involvement of PHNs might
cause a greater perception of the project’s offering a "medical model"
of preventive Intervention than a multidiscliplinary approach would.
There were also concerns expressed that Public Health Nurses - In
general - might be less llkely to percelve emotional and psychosoclal
needs of infants and familles than might representatives of counseiing
and soclal service professions.

Off-setting these concerns was the fact that all of Malne’s
Publlic Health Nurses have actively participated for the past 5-6 years
in training opportunities In the areas cf infant mental health,
preventive intervention, trans-discipl!inary service coordination, etc.
It has also been documented that, In many cases, any "state worker"
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may be viewed negatively by a famlly pelng visited. As noted, no
change in the Home Visit staff was made and certainly th. positive
value of these visits greatly exceeded any imagined weckness
occasioned by their "single discipline" execution.

Another problem was the sheer work-load involved in visiting
every newborn, instead of only those who exhibited clear medical or
birth~related risks or handlcaps. Actually, during the pericd of the
project, the number of Public Health Nursing positlions state.ide
slightly decreased while PHN responsibilitlies Increased. Although it
Is anticipated that the benefits of "100% home visits," as they are
documented, can eventually be used to increase overail PHN staffing,
during the interim period until new positions can’be added to
departmenta! budget requests and successfully advocated with the state
legislature (a process that may take several years) work overload
problems are inevitable.

Service Aggessment Team Referrals

The proJect design assumed that a reduction of overlapping
responsiblljties among service providers, coupled with Increased
support of existing agencles” staff through networking and
coordination, would permit Increased service productlivity. Too, the
designers had not wanted to add signlficant numbers of new service
providers because of the Inevitable problem In trying to continue the
new positions with state dollars at the explration of the proJect
period. Although It could be demonstrated that productivity and
morale did Improve, Increased case finding and referral procedures
also Increased work loads of many agencles. As a result, many
participants In the project felt that they were being asked to
function within an unrealistlic framework of expectatlions.

As parents’ acceptance of hospltal screening decreased during the
last half of the proJect, so did related home vislits. Accordingly,
the geographic area served by the rrojJect was expandec to match the
entire catchment area of Project PEDS (the reglional 3-to-5 year old
coordination program). This action helped improve the blending of
the two programs’ purposes and activitles, but also produced or
reinforced some negative slde-effecte, reported by PHNs during the
Homee Visit process: (1) As the geographlc area Increased, the
Watervlille-area-based SAT of providers did not represent agencles in
the more distant portions of Project PEDS’ area. (2) More high risk
referrals were obtained from smaller, more rural he -“ltals than from
Mid-Maline Medical Center (Waterville) where the pro,act was housed.
(3) Often the parents neeced to be "talked into" a referral to Team;
golng to the meeting took a lot of PHN time and the resulting service
plan was often seen as merely repeating what the PHN had already
Instructed the mother. (4) Teen parents clidn’t want a lot of
people” Involved In their lives; the PHNs often felt fortunate if a
teen parent would accept her alone. (5) Problems of babysitters,
transportation, etc. were often tco difficult or Impossible for a
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parent to manage. (6) As proJect activity declined, prior to
termination, only one team meeting could be scheduled, and the PHNs
wondered *Why bother?"

Iin an overall review discussion with the Public Health Nurses
gserving the proJect area (March 1987>, there seemed to be a general
feeling that the Service Assessment Team meetings should have been
called when the family and/or the health and medical care providers
felt a need, rather than according to an "artificially determined
schedule." The nurses seemed to feel that they had been asked to
serve the team, rather than having the team available to serve them
and thelr familles. Of course, calling interdisciplinary team
meetings only at the regquest of a physican or nurse would seem to
confllict with (If not totally negate) the underlying point the project
attempted to document - that Iinteragency, multidisciplinary assessment
and service planning activities can be more effective than "single
disciplline® ones! Perhaps the eventual answer, in another slituation,
would be to have "primary" responsiblility for calling a SAT meetling
rest with the visiting PHN, but permit and encourage the option of
"secondary" meetings on the request of anyone famillar with the case
or with a marticular constellation of infant-and-famlily problems.

The design of the process of referring cases to the Service
Assessment Team (SAT) and the team concept Itself were basically
sound. Following the PHN’s home visit(s), It was planned that a
Joint decision related to the need for a "referral to Team" would be
made by the PHN, the family, the Assessment Coordinator and the
Service Coordinator. In some Instances, thls was accomplished as
deslgned. Occasionally, the Public Health Nurse was the sole
declision-maker, The ultimately-developed "rule of thumb" was: If the
risk or handicap Is clear-cut, make the referral. I1f the need for a
referral is not clear, or borderline, consult with the Assessm...t and
Service Coordinators. Due to the number of births from within the
proJect area, no effort was made for the team to review all Hospital
Screening and Home Visit results. (¥hen prenatal referrals to Team
were made by a primary medical care provider, or by the hospital’s
soclal work department, the PHN was considered a secondary resource
and was stlll Included in the decision to refer.)

The Service Assessment Team met approximately twlce each month,
and was prepared to discuss more freguent meetings, had the need
arisen pbefore the projJect’s end. The first SAT meeting did not
occur until sixteen months after the prolJect’s official starting date
(July, 1984), ten months after project staff began work (January,
1985> and two-and-a-half months after the Hospltal Screening component
was Implemented. Referrals averaged 3-6 each menth during the
"“helght" of project actlivity, and dropped to 1-2 per month by the fall
of 1986, as the proJect began winding down.

Over time, it appears that the decision to "refer to Team" (or
not)> fell solely In the arena of Public Health Nurses (in the fleid)
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and the Assessment Coordinator (herself a Public Health Nurse).

There was also frequently a signiflicant time lag (several months in
some cases) between an Infant’s birth and a referral to the SAT. In
reviewing alternative possibilitlies, the followling retrospective
suggestions were made by SAT members:

(1> The attempt to measure significant differences in outcomes
between familles referred tc the Team and familles Initlally seen only
by a PHN should not have been attempted; rather all famllies meeting
risk/handicapped criteria should have had access to SAT planning
capaclties. (2) Any service provider should have been enabled to
make Team referrals, rather than only PHNs. (3> The prlimary care
provider - most frequently a PHN - should have secured the necessary
parental consent for Team referral, rather than the Service
Coordinator having to make a "pre-Team" home visit for this purpose.
(4> Not all at-risk families should be reviewed by the Team, but only
those where there was a definite need for service coordination or a
need to generate ideas and new apprcaches to problems. (5> It would
be helpful If the Team were able to meet mure readily and flexibly,
rather than on a pre-established twice-a-month schedule.

Rather than the SAT having a basically "fixed" membership for all
familles, It might have been better to have an ad hoc team of
providers Involved with a particular family, assembled at the request
of any single provider representative. Similar in function to the
SAT model, such teams could meet to Insure that communications between
agencles was adequate, to identify new services needed and possible
over looked resources, to avold duplication of effort, and to plan
strategles for intervention In resistant or complex cases. This
approach was tried in the final months of the project, and appeared to
work well. However, by that time the providers involved had worked
together for approximately 18 months and had galned confidence in the
abilitles of the Service Coordinator as well as an understanding of
her role. It Is belleved that starting in this way from the outset
of the project - with a varlety of ad hoc teams and an "unkown"
coordinator functioning in an "undefined" role - would have been a
different proposition all togetheri
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II1. Issueg Related to the Service Agsessment Team Process
Egslngg

In terms of service planning, identification and/or development
of resources, and dellvery of services to famllles, there were several
pluses resulting from the team approach.

1. A team approach meant that no one person or service
providing agency had sole responsibility for developlng the case plan.
With the varlety of disciplines present, the family needs were vlewed
from many angles, with less likellhood of missing any Important
elements. This result was most noticeable when there were many
service provliders involved, or when the Issues of a case were complex.

Case 023 was a family with five children, living in cramped
housing. Thelr needs including securing more adequate housing,
achieving a more functional literacy level, nutritional education,
substance abuse counseling, better health care, dental care,
financial support, transportation assistance, and improved
life-coping skills. Service providers from every imaginable
disclipline had been linked with the family at one time or another,
prior to thelr Involvement with the Early Intervention Project, yet
most providers had never previously coordinated their planning with
each other.

In order to assist the family In dealing with its needs, service
recommendations needed to be carried out in a fairly specific order.
The SAT first had to decide which services should take priority, and
establish appropriate time lines. (For example, the dental
problems had affected the mother’s health to an extent that it
Interfered with her literacy education. Dental care required
arranging special transportation to a clinic 40 miles distant.)
He1lth needs of the mother and children were also paramont,
followed by financlal asslistance and housing. Each service provider
had not only a voice In the overall planning, but also was able to
determine when each service or asslstance should begin and/or end.
It Is difflcult to see hovs this degree of coordination could have
been accompelishad without the Team procass.

In the process of obtaining adequate housing, the family moved
to anothei* provider area. Begcause the Team had developed a solid
network among the various agencles, the famlly was quickly linked
with providers of%ering simllar services In the new area, who
agreed to follow the ¢rlginal case plan.

2. The team provided a "vehicle" for networkling of services; In
many cases thls assisted in thelr more expedlent dellvery. Too, new
procedures, policles and problems related to service dellvery could be
diseminated more easlly and gulckly than would otherwise have been the

case.
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Case 007 illustrates this point. At birth, the baby exhibited
some hypotonia, but appeared fine at discharge. The famil, was
referred to the Team not only because of the early hypotonia but
also because the mother needed more adequate housing; was having
difficulty in securing general and fuel assistance from her town;
was single and unemployed; and - this being her first child - had no
baby clothes, equipment or furnishings.

The various involved providers worked with Mother to meet her
immediate financial needs, EIP staff assisted her to obtain more
adequate housing; and the PHN continued home visits. It was
agreed that if any provider noted any developmental lags in the
infant, an immediate referral would be made to the Child
Development Clinic at Mid-Maine Medical Center. At approximately
7 months, a lag in head movement was detected. Because key staff
of the CDC were on the Service Assessment Team, the referral was
accomplished without delay or question. In addition, during this
7-month period, the family had moved out of the project’s service
aread and then back in again! The case plan and the linkages
established by the Team with a Child Development Worker and an
Occupational Therapist were easily transferred between
Jurisdictions and back again.

3. Case managers were agreed upon by team members and the
family. .

4. Team members learned about varlous services and support
systems which normally would have been known to only a few providers.
This not only Increased their productivity but improved their morale
by making them feel less isclated In thelr efforts to help familles
with speclal needs.

Case 009 This family fell into the Environmental risk category,
with economic stress being the primary risk condition. Following
the Hespital Screening and Home Visit, the family met with the
Service Coordinator for further assessment of family needs and
possible services. The parents were In favor of a referral to the
Service Assessment Team as soon as the project was explained to
them.

At the Team meeting, it was established that the family were in
temporary need of AFDC, Food Stamps, WIC and Medicaid but did not
qualify for tne eligibility criteria, being one of many families that
"fall through the cracks" of existing social service programs.
However, the family was referred to the local Community Action
Program’s "information and referral" service which was represented
by a member of the SAT, and to the Maine Job Service. There it
was determined that the family was eligible for a special program
offering training, placement and subsidized employment. Ina
relatively short period of time, the father was employed.
Follow-up contacts indicated that things had improved for the
family and that the baby’s early development was progressing well.

]
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5. Almost all cases lllustrated the fact that a team approach
assisted In reducing overlapping efforts or services.

6. The Service Assessment Team mechanism enabled all service
providers to agree on the best approach to such human service isgue:
as "rescuing" a client vs. helplng a cllient become more Independent;
how to respond to "resistant" clients; when it was advisable to
suspend or slow down actlivity on a case due to a falling off of client
response; and similar case management questlions. The skills and
knowledge of all team members were enhanced by these informal training
opportunities and all Team members would agree to use the same

approach to the client, thereby reducling the possliblliity of "cognitive
dissonance.*

Case 010 Involved a mother with multiple needs and required the
involvement of many service providers. Dental care was identified
as & major problem by the mother at the first team meeting; she
described how hard it was for her to relate to other people because
she needed restorative dental work so badly. She also needed
transportation services and a car seat for the infant (mandated by
state law),

One of the providers delivered a car seat to the rural home
where she lived, so that she could transport the infant in neighbors’
cars when opportunities arose. Much effort was also spent
locating "no cost" dental services, and a series of six appointments
was arranged. The first was kept, but the mother did not show up
for the second or third. Since there was no phone at her house,
arrangements could only be made during home visits.

Eventually, it was determined that the mother had not kept the
other appointments because she was more fully occupied in being
tutored for a driver’s examination - and passing it - and was, as
she put it, "dealing with other parts of my life." Accordingly, the
Team decided to defer other services until the mother requested a
reconnection with the project, as a way of helping encourage her
sense of independence and resrponsibility. Clearly, in such an
instance, concensus among all the involved service providers was
essential,

Case 036 was somewhat different. Here the famlly appeared eager
to participate In the plan that they assisted the Team in developing,
but would not accept any services that were not home-based. It was
subsequently discovered that the family had moved many, many times
thus escaping even those services that could be delivered to the home.
Without the team process, it is likely that Individual service
providers would have continued to try to "do for" this family
Indefinitely, at the expense of other clients who might have appeared

less willing at the onset, but perhaps more willlng to follow through
with actlons.
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Negatjve

There were negative aspects to the Team approach too.

1. At times the Team would "over discuss" or get slide-tracked
with tangentlial Issues, especially when many agency representatives
were participating. This problem was partlially the result of lack of
clarity concerning the role of the Service Coordinator, who had to
both facilitate and direct the group’s process.

2. There was concern that by the time a famlly case was brought
to the Team, services had already been put Into place. However, the
ultlinate task of the Team was not to recommend services for which the

. need was self-evident, but to provide coordination and input - In
R elther a preventive or treatment mode - related to complex cases or
non-routine Issues.

3. The SAT often ldentifled 2 need but was unable to effect
delivery of a matching service, because -

~ the service did not exist (e.g. financial assistance for
middle Income famllles);

- the service was already "over-booked" (e.g. child protec-
tive services, Homemaker services, etc.);

- the cllient was ineliglble for the service (e.g. Family
Indpendence Services were limited to mothers 19 and
under);

- the client was unable to provide or obtaln transportation
to the site of the services;

- Services could not be provided for a long enough period of
time (e.g. under Chlld Protective Services procedures,
transportation and Homemaker services could be provider
while & case was "open” but not after It was "closed"):

- the client did not follow through ln accessing services
that had been arranged.

It could be argued that these factors would apply whether a service
coordinating team existed or not, and that the existence of the team
merely meant that more people wasted valuable time mulllng over
something that couldn’t be done. On the other hand, In a number of
cases, the collective knowledge and ingenuity of the Team provided
some avenues to services that might otherwise have been unexplored!

Some limited funds were avallable for purchase of specific direct
x services for individual clients; however, the Team needed to be
extremely cautious In utilizing this money for fear that they would
create dependency on an actlivity that could not be contlinued after the
projJect ended. The most frequently missing or "over-booked" services

Include transportation, infant mental health services and Homemakers
services.

Over time, the SAT became keenly aware of the. lmpact that the
lack of transportation had on case planning, and a major effort was
begun to form a "transportation task force" for the central Malne
area. This effort continued, even after the project period ended.

ERIC 16
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ProjJect staff belleve that - over a longer period of time - the SAT
could have become an effective force for the development of new
resources, through both local and state initiatives and funding.

4, If the project had expanded over time, the Service
Assessment Team would have more fully addressed other issues.
Following is an excerpt from a memo from the Team to the Working
Group, the ProJect PEDS (3-to-5) Local Coordinating Committee, and the

State-level Zero-to-Three Committee, written in November, 1986, with
nine members present:

"The Service Assessment Team, in lleu of its regular meeting,
convened to discuss individual members’ perspective on the SAT as
It exists now and to make recommendations for future planning.

A. For the present, it makes sense to keep the team in full
operation until such time as the EIP phases out or phases into
Project PEDSs (as a 0-to-5 system). Families could then be
transitioned into PEDs through its case management system.

B. The Team recommends, however, that the SAT be made
available for g}l families in the catchment area with a child age
0-to-3 for whom a team approach might be beneficial. Under this
plan, any service provider, acting as a referral source, would
contact the Service Coordinator, secure nece=sary information and
releases, and act as the primary liason with the family. The
Service Coordinator would be responsible for contacting those
providers not already members of the Team, and or establishing an
agenda of cases for each Team meeting.

C. The SAT members belleve that not all at-risk families should
be reviewed by the Team. Logical Team referrals are those
familles where there is a definite need for service coordination or a
need to generate ideas of how to best meet complex family needs.

D. Families who agree to a case plan and than do not follow
through, are hard to locate, or refuse services should be given a
lower priority than comparablé families who are more willing to
accept some responsibility. It is possible for the Team to spend
too much time and energy attempting to gain the involvement of
"resistant" familles, whatever the reasons for the resistance.

E. The amount of time it takes for a family to "get to Team" Is
too long. Team members belleve this is due to having Team
meetings only twice a month at a pre-determined date and time.

F. 1Inconsidering the organization of a "core" team vs. one made
up of all "current providers" (i.e. related to a particular case), there
are both pros and cons. In many cases, a fixed core team would
likely involve members not involved with the family. Such members
may be able to offer fresh ideas, as "uninvolved" persons. A core
team, by guaranteeing interdisciplinary participation, more readily
ensures viewpoints and potential linkage from all major disciplines;
a "providers" team may not necessarily provide a cross-section of
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disciplines. On the other hand, a permanent core team may be an
unaffordable luxury, in terms of the time and manpower constraints
of the individual participating agencies.

G. At present, coordination with Child Protective Services
(DHS) is very difficult. Active involvement by CPS is essential;
wiithout it, agencies are often coordinating services in a vacuum.
The Team believes that this area is a critical one.

H. Caution needs to be taken not to assign Public Health Nurses
as case managers unless it is logical to do so. All providers need
room to say, "I‘m overloaded." At the same time, the person most
involved with the family is the logical case manager, and this
person is frequently a PHN. Regardless, the SAT endorses the
concept that parents should be their own case manager whenever

. possible and - regardless of the identified manager - be as active
as possible in securing the needed, identified services."
IV. Conclusjon

As one can conclude from reading this report, the basic design of
the model appeeared viable. Most of the problems that occurred were
elther "mechanlcal" In nature or due to unigue factors (such as
personnel changes) that would not be universally experienced, jf one

were attempting to repllicate or extract from this demonstration
proJect.

Several specific thoughts are Important:

1. Local support should be obtained, and a local committee
established, prior to the hiring of staff. The local committee
should be glven full responsiblility -~ as a governing body - to
establlish policles and procedures.

2. A mechanism should be established that would either offer
relmbursement for being on the team or design the team so each agency
wlll have equal time for presenting case studies.

3. Any philosophical issues involved in determining which
discipline(s) should be Involved In the Home Visit component of the
assessment process should be resolved.

4, The participating hospital must have full Involvement in

planning, prior to the project’s beginning, and should endorse it
fully.

>

5. Extensive tralning to team members, all providers and hosplital
staff is esseatlal; both substantive and process tralining was provided
to Public Health Nurses, Obstetrical staff and Service Assessment Team
members, resulting in tanglible benefits.

6. The media should be utilized heavily to bring an understanding of
the project to the public.
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V. Discugsion of Statistics

Introduction

The Eariy Interventlon Project’s evaluation component was
designed to compare the effectliveness of coordinated, multi-agency,
Interdisciplinary service planning and delivery, almed at handicapped
or at-risk Infants and their familles, with more typical, "single
discipline" referrals and activitlies . Through a process of random
selection, familles of infants delivered at Mid-Maine Medical Center,
In Waterville, Maine, and who llived within the four-town "project
area" were assigned to "standard" or “"Team" grouplngs.

The "standard" designatlon indicated that any coordination of
services would be accompliished by the Public Health Nurse assligned to
that particular town, in the course of performing her normal nursing
functlions. "Team" deslgnation meant that these famllies would be
asked to participate In the planning process and service dellvery
arrangements of the Service Assessment Team. Boih populatlions were
provided with an In-hospital screening and a home visit by a Public
Health Nurse, as part of the Assessment component of the prolject.
(Famllles outslde of the four-town project area were also provided
with screening and home visit services, and essentlally were treated
In the same way as the *standard" population, but no effort was made
to document actlivitles or outcomes in these cases. From a
demonstration standpolnt, It was deemed more appropriate to try to
compare two smaller populations - identified by random selectlirn -
within the same 4-town area.)

The project Intended to collect Informatlon from both populations
at varlous points during the project perlod and compare it.
Informatlon collected would relate to infant development,
famlly-infant Interaction, family functioning, and utilization of
services.

Total Births and Total Screened

For the vear 1986, there were 1,010 births at Mid-Malne Medical
Center. 616 of these were born to familles llving outside the four
town project area; 394 were withlin these towns, constituting "model®
births. '

Of thls potentlal project population of 394, 103 (26%) were
Yscreened without a report." This meant that -

- consent of the mother for participation in the
project was not requested prior to her discharge, or

- the mother decllined to give ccnsent for her
participation in the project, or

- some other factor prevented enroliment In the project
(e.g. the mother gave the Infant up for adoptlion, or
the mother signed the consent form but later refused
the home vislt, etc.)
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From the standpoint of the project, these famllles were termed
"non-model"* births.

Of the 394 "model" ktlrths, 291 (74%) were "screened with a
report . Thlis number represents the total number of families
corisenting and participating in the Assessment component of the
proJect (hospital screening and home visit). The actual number of
“screenings with reports" varied from month to month. Obvliously,
numbers were affected by the total number of births In a glven month
frem within the project area. Too, In-hospltal screenings were
originally completed by the EIP staff; in mid-1986, the hospltal
obstetrical nursing staff assumed this responsibility. Although thls
was closer to the origlnally-intended project design, and the nursina
staff benefited from the increased experlence (and tralning) In
newborn screening, the numbers of participating famillies decreased due
to the OB staff’s unfamiliarity with the forms and lncreased workload.
Completed “"screenings with reports" also decreased on weekends and
holldays, due to decreased staffing patterns.

Two other factors negatively affecting the completion of
In-hosplital screening were the forced move (due to hosplital expansion
plans) of the proJect office from within the hospital to a store-front
office In downtown Waterville - during the last six months of the
proJect - and the subsequent realization that the State was not going
to be able to contlinue the project at the end of the federally-funded
grant period. The decreased visiblllity of project staff, occasioned
by .he move, reduced hosplital staff participation; the Inabillity of
the state to contlinue the proJect also contributed to decreased
Interest and activity.

For reasons described elsewhere, the project was most fully
functional only during one t.elve-month perliod (Calendar Year 1986) of
Its ‘hree-year existence. Following Is a chart of the percentage of
the 291 "model" births screered during that period, by month:

TABLE I.
January 82% July 94%
February 34% August 88%
March 94% September 71%
Apri! 7% Oc! h»er 70%
May 66% Newvciiber 54%
June 73% December 35%
Risks Idertified. In-hospital
Identifled risks or handicaps were compiled under elght

categorles:

1. None

2. Established only

3. Environmental only

4. Biological only

S. Established & Biological

6 Established & Environmental

- o0
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7. Biological & Environmental
8. All three

in addition to the speclific guldance provided by these definlitions,
the "Environmental" category allowed the nurses to accomodate their
"gut feellings" in not-so-ordinary cases of councern.

Of the 291 "screened with report" cases In 1986, 93 (32%) were
reported as "None'" and 198 (68%) were reported as exhibiting one or
more rlisks or handlcaps. The largest single category of these was
represented by "Environmental only" with 50 (25%) cases.

Home Visit Status

The Home Visit statistics were generated from cases recelved by
the Assessment Coordlinator (as the result of the In-hospital
screening) and referred to Publlic Health Nurses. Three categories
were developed to help track the progress of the home visits: (1)
Unable to complete (e.g. the parent Initlally consented to, then
refused, the home visit); (2) Completed; and (3) Incomplete (for
reasons other than refusal). During Calendar Year 1986, 281 Home
Viglts were completed.

Risks Identifled: Home Visits

As a result of the Home Visit process, risks/handlicaps were:
(1) Confirmed, (2) Identified or ¢(3) Negated (in relation to the
outcomes of the in-hospital screening process). Many minor risks
identifled in the hospital were negated once a home visit was
completed. The 68% of the "screened with report” cases reported as
having at least one risk/handicap, as a result of the in-hospltal
screening, dropped to 50% after the completion of the Home Visit
process,

Some of these risks/handicaps "disappeared" as a result of
routine work of the hospital’s Social Work Department prior to or
immecdiately following diacharge (as In the case of flnanclal stress at
the time of delivery being ldentified as an Environmental risk and
peing met by enrollment In a public assistance program). As was
expected, rlsks/handicaps ldentified in the Blological category often
showed decreased after the home visit, reflecting expected
improvements In the mother’/s ptysical health (e.g. nermal recovery
from a Ceasarlan section) aft..- returning home. Some Environmental
concerns also "disapprared" once the support systems avallable from
the mother’s famlly and frlends were assesed during the Home Visit
process.

On the other hand, the overall ldentification of risks/handicaps
in the Environmental category showed an increase as a result of the
home visits. -This was partlally the recsult of famillies’ greater
comfort in revealing or discussing "Environmental" concerns and
stresses once they were no longer iIn the hosplital, and partially the
result of the grea“er opportunity for the "wide focus" perspective on
S famlily’s situatlion and functioning that the home visit provided.
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The following chart reflects the lidentification of
risks/handicaps through the in-hospital screening and the subsequent
home visit:

TABLE II.
Risk/Handicap Category In-Hospltal Home Visit
Screening
# (%) # (%)
1. None 93 (32%) 140 (50%)
2. Established only 4 C 1% 2 C 13%)
3. Biological only 40 (143%) 3 ¢ 1%
4. Environmental only 74 (25%) 123 (43%)
5. Establiisned & Biologica!} 0 0 0 0
6. Established & Environmental 2 C 1% 2 C 1%)
7. Blological & Environmental 76 (26%) i0 ( 4%)
8. All three 2 C 1%) 1 « =
TOTALS 291 (100%) 281 (100%)

£ ca

Recording the disposition of cases served to Illustrate
activitlies subsequent to the home visit; the categories were designed
to identify a variety of clrcumstances, as follows:

1. Team Referral Made - This category assumed that elther
risk/handicapped factors had been !dentifled and confirmed
through the two phases of the Assessment component, or that a
nursing dlagnosis (requiring a response) had been made, resulting
in parent permission for a referral to the Service Assessment
Team.

2. Risks: Team Referral Not Made - This category meant that
risk/handicapped factors had been identifled and confirmed but
that for cne of a number of reasons the family had not been
referred to the Team. Primary reasons would be: parental
refusal for a Tecam referral, desplite thelr having consented ¢tn
the home visit; the identifled risk factors were ceemed too in-

n signiflicant to Justify a referral; or the family had been random-

ly selocted as a "standard" (as opposed to a "Team") family.

3. No Risk - When no risks were identified in either the in-
hospital screening or the home visit, It was stl!l possible that
' continuec! ‘nvolvement with the case could occur. Such [nvolve-
|

|

\

ment might include an anonymous team discussion (for team
tralning purposes), contlinued involvement by a Public Health
Nurse, or iater closure. (Even with no risks ldentifled,
Mother might request additional PHN visits.)
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Approximately 23 families (16%) of those identified with
risks/handicaps were referred to the Service Assessment Team; 34
families (24%) received continuing PHN contacts; 2 families (1%)
receiving only monitoring; and 82 cases (58%) were closed with no
services. Many of the closures were occasloned by the risks deemed
too Insigniflicant for services In the "real world" context cf the
projJect (e.g. a mother who smoked), or because necessary services
and/or support systems were securely in place and there were no
continuing medical or physical health related problems evident.

In looking at the statistics, It might be concluded that the
highest value of the Home Visit activity was to uncover "hidden*
Environmzatal risks/handicaps that had not been revealed through
in-hospital screening. However, of those ldentlified with risks
following the home visit, half were dismissed as "insignlficant" or
with risk conditions well under control. Also, the 16% referred to
Team could have been familles where the risk was elther identiflied In
the hosplital or through the home visit; only tracking "specific"
familles through the system could this distinction be determined.

More signiflicantly, the primary value of the home visit was to
reinforce the importance of continuing attention to health care Issues
in the raising of an iInfant, and to provide "health education" in as
personal lzed and non-threatening a manner as possible. The proJject
staff felt thls represented the essence of "preventive intervention,®
In terms of reducing the 1ikelihood of future problems.
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APPENDIX

Criterja for Referral Definitions

Primary or other caregivers should conslider referring to early
Intervention programs those chlildren whose developmental or medical
patterns fall within the broad or more specific limits of risk, or who
are experiencing developmental delay of unknown etlology. The
criterla for referral may be based on patents’ needs as well as the
needs of the child.

Established rigk

Referrals to early intervention should be considered for those
Infants and children who are at estaklished risk and whose early
aberrant development: i3 related to dlagnosed medical disorders.

Established risk conditlions “lude, but are not limited to, the
following klds of disorders:

- Down‘’s syndrore

- Hydrocephaly

- Splna biflida

- Cerebral palsy

- Orthopedic nroblems

~ Medical concers that are expected to impinge on
developmental progression

- Cleft 1ip and cleft palate and/or other
congenital anomalijes

- Hearing and vislon Impalrments

Biological risk

Referrals to early interventlion shouid be considered for thr =
Infants and children presenting a history of prenatal, perinatal,
neonatal and early developmental events suggestive of blological
Insult(s) to the developlng central nervous system.

Blological risk conditlions Include, but are not limited to, the
followlng:

~ Prematurlly corpounded by psycho-social and/or health
problems, such as:
* low birthweight In conjunctlon with a low APGAR
at 5 minutes
# resplratory distress syndrome
¥ small for gegstational age
-~ Abnormalities in tone, such as:
¥ hypertonicity
¥ hypotonicity
# posturing of limbs
- Delay In achleving gross or fine motor milestones;
abnormal patterns in the achlevement of motor
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milestones
- Abnormal neurologlical exam
- Unusual behaviors such as:
* unconsolable crylng
* gleep disturbance (e.g. elther too much or
" too little?
- Feeding difficulitles

Environmental rigsk

Referrals to early Intervention should be considered for chlldren

who are at high risk for delayed development because of limlting early
environmental experlences or conditions.

Environmental risk facctors Include, put are not limlited to, the
following:

- Famlly sltuations, such as:

¥ parental age - very young mother/parents

* parental stress (psychiatrlic or physical?)

¥ developmental disability of mother and/or father
which Interferes with care~-giving (mental retard-
datlion and/or physical handicaps such as deafness,
blindness, etc.)

¥ maternal and/or paternal substance dependence

* known hlstory of chlld abuse or neglect (of the
parents or of previous offspring)

(These "Criteria for Referral Definitions" were adapted from materials
developed by Project WELCOME, a Jolnt activity of Children’s Hospital
Medical Center and Wheelock College, Boston, Massachusetts)
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EARLY OPPORTUNITIES PROJECT
(0-to-3 Assessment and Service)
November 1984 - May 1985

Norway, Malne
by

Sue-Ellen Myers, Coordinator
What Worked, What Didn’t, and wWhy

Our high acceptance rate of participation In the project
(averaging 85-90%) Is a reflection of the tralining of and coordination
with the staff of Stephens Memorial Hospital, The hospltal staff
were well educated by the Public Health Nurse Liason iIn the use of the
screening tool (DPHN Form 52). Staff and nursing directors
participated in the governing poard activities and on the Service
Assessment Team. This participation gave them a broad perspective of
the project as well as input and loyalty to its goals.

Stephens Memorial Hospital Is small; the Obstetrics Unit has six
beds and usually only two or three are filled at one time. There are
about 300 births per year at the hospilital. The size of the OB Unit
allows a high degree of friendllness to develop between patient and
nurse. The OB nurses are In good positions to offer the Early
Opportunities project’s services. An example of this concern for
patient and a willingness to join in the proJect can be I1llustrated

with the case of a 20-year old mother giving birth to her third son
(ages two, one, newborn).

This woman and her husband were both high school graduates,
and both from high risk families. She had two siblings diagnosed as
having chlldhood schizophrenia and a mother who was an alcoholic.
The husband was a cocaine user and from a famlly of alcoholics.

The hospital nurses did not know of the drug and alcohol abuse in
the baby‘s family, but were aware of the mental illness. The
family, however, could not be persuaded to sign on to the project.
One night, the evening shift OB nurse had free time and was
spending It with the mother, who was due tc go home the next
morning. After lots of tears, the mother admitted to being afraid
of her husband and his cocalne use, of hating the thought of having
three boys under three years old, and of having serious financial
problems.

The nurse promised to contact some one who could help her with
some of the difficulties. She did this and the hospital allowed this
nurse to visit the mother when she went home, establishing a link
from the hospital to the community. The nurse could then introduce
her friend, who could help the mother with her parenting skills.
That friend was the "Parent Place Coordinator,” a member of the
Service Assessment Team.

That child was born two-and-a-half years ago. The mother has
been a participant In three multidisciplinary team meetings since
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then. The road has been rocky for the family: Child Protective
Service workers "opened" the family, the mother sought personal
counselling, then a divorce, then marital counselling. The family was
evicted from two apartments; the husband served time in jall. But,
for the past nine months, both parents are together, working, and
sending the children to day care. The two older boys attend a
speech~and-1languag2 preschool program. The parents pay for all
services and transport the chlldren themselves. The family
frequently calls Early Opportunities to inform us of changes or to
seek help, such as counseling or day care Information. The success
of this family was certainly due to hosplital Interventlion, and to
hospital staff having the right and the time to visit with a patient
who had serious reservatlons about her ability to parent.

Other hosplital patients were not so willing to sign on to the
project. Mothers might Initially agree to answer guestins on the
"52" and to have a home visit by a Public Health Nurse, but after the
husband learned of them, or wnce the family went home, the home visit
would be cancelled. The idea of the "state nurse" visiting Is seen
as a stigma In some families. These famllies seek privacy, and fear
having a stranger check thelr baby and advise them on feeding, hathing
and parenting lssues. The Yankee tradition of doing without help is
strong.

One such family gave birth to a baby at 29 weeks gestation. The
baby was very sick for a long time and finally came home after three
months in the hospital. The mother sought help and some one to
confirm that her baby was all right. The father, however, didn‘t
want "state help" and refused to permit services or Public Health
Nurse visits. He would not even fill out a Medicaid application for
the baby, although they would have been eligible. Medical staff
prevailed in this case to persuade the parents to use Medicaid for
such a sick baby, and to seek professional nursing advice. The
family‘s medical office encouraged them to participate in Early
Opportunities to help coordinate the services the baby might need.

This encouragement was not as successful as hoped. This
family still remains on the perimeter of the project; the mother has
attended a Service Assessment Team meeting and expressed her
desires for help and advice. But the family is very remote from
services, and the father refuses participation, unless it is
medically necessary.

Our high rate of participatlion iIn the project Is also an
Indicatlion of small town "comfortabllity" with the service providers.
The Initlal Public Health Nurse assigned to our project was well-known
In the 2rea for many vears, and had served two generations of the same
famllles. People often did trust her, and would come to a Team
meeting or participate in the proJect although they had expressed some
Initial reluctance, If this nurse come come to the Team meeting with
the family, and act as thelr friend and advocate, the referral was
usual ly successful,
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One mother, who was deaf, was pregnant with her third child.
Her first child is nine years old and had legally been removed from
the home. The second child died in infancy. The mother was very
nervous about rajsing the new child, and expressed concern about
"the state taking it." The Public Health Nurse encouraged her to
meet the Early Opportunities Service Team and, through an
interpreter, talk about what she might need to successfully raise a
child. The nurse realized she could not regularly visit the family
unless the child were sick, and that some one was needed to visit
regularly, to help this mother with parenting issues.

Through the intervention and trust of the Public Health Nurse,
and through the project, a Parent Peer Aide was found who could
visit the family once or twice a week, offering parenting
information, demonstrating proper play with the infant, and
occasionally driving th mother to shop, or to the doctor’s office. A
TTD was loaned to the mother so that she could telephone the
doctor and friends. Devices were purchased by ti.e project that
would indicate when the phone rang, or when the baby cried. An
interpreter was hired for medical visits, so that the mother could
understand developmental issues. The baby is now two years old.
He demonstrates some speech-and-language delays, and is
attending a nursery program for that reason. The mother would
like to have marital counseling, but finding an interpreter for
counseling is expensive and difficult. The mother does attend
parenting groups in Norway and has a long-term home visitor who
demonstrates appropriate behavior management techniques and
ways to play with her child.

Changling the Early “pportunities project’s focus from post-natal
to pre-natal, in 1986, permitted more time for the family to think
about the project, meet some of the providers, and see how their own
needs might be met by their participation In the project. Early
Opportunities found that - although the hospltal nursing staff was
very weli-informed and willing to talk about the project with new
mothers - there was often not adequate time before discharge. Most
mothers stay In the hospital only 36-48 hours, and much of that time
is filled with visitors. A qulet time to explaln the project and
meet with parents was often difficult to find.

At the suggestion of the medical staff, it was declded to use the
"Form 52" sci‘eening tool in medical offlces, and to traln medical
personnel - especlially office nurses - In its use. Information about
the goals of Early Opportunities was also provided. Although it was
rare for the Service Assessment Team to meet before the birth of a
baby, Early Opportunities did receive many more pre-natal referrals
and we began to anticipate services for them. Thece familles had a
good deal of knowledge aout the project, and its service potentlal,
before the baby was born. Difficultlies they might encounter after
the birth, such as unemployment, eviction, or a sick baby could be
addressed promptly by the case manager, who already knew the family.
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Because of the omnipresent quality of the Service Assessment
Team, the governing board - the Working Group - decided that familles
with only one specific service need did not need to attend or
participatc in a Service Assessment Team meeting. The experlience of
meetling elght new people and discussing one need, such as a link to
low-income housing, or a parent-to-parent referral, was too stressful
for most familles. Our procedure changed to that of having the Case
Manager present the case to the Team. Those families needing help
would have their needs discussed by the Team wlthout thelr attendance
at the Team meetling. The Case Manager would then return to the

family with Team suggestions which the family and the Case Manager
could implement together.

One 15-year old mother was very shy and would not attend a
Team meeting. She did, however, attend Teen Parenting classes at .
the Oxford Hills High School. These classes were offered by the
Parent Place Coordinator, a member of the Service Assessment
Team. This woman became the Case Manager for the teen mom, and
helped represent her needs to the Team. As a result, this mother
was able to utilize counseling and support groups to help her with

parenting, and maintain a link with the Team through her Case
Manager.

The multlidisciplinary Service Assessment Team became a very
Important part of meeting the needs of the infant who was at-risk for
serlous, environmentally-caused developmental delays. The
environmental stresses and personal crises of many familles often
vequired a unique approach to reaching and serving them.

One family was rurally isolated, living in a burned-out trailer
shell with no running water, no electricity, and only intermittant
wood stove heat. Their transportation was unreliable. Both
parents were special education graduates from the high school, and
could not maintain employment. Their baby was born prematurely
and weiched only three pounds, though she was healthy.
Beca. 'se of the lack of a safe and healthy home, the Team met
with the parents to discuss services this family might use to help
them succeed in raising their child. The medical doctor for the -
mother and child was an integral part of the Team. Other members
included: a Child Protective Services worker, a mental health
counselor, a Child Development Worker, a Bureau of Mental -
Retardation adult caseworker, the Parent Place Coordinator, a
Public Health Nurse, a hospital nurse, and the Early Opportunities
Casz Manager. The Team members were numerous, but so were the
red flags" in this family’s situation. |

After two years of working together, the Service Assessment Team
had learned to delegate most mental health Issues to the community
mental health center counselor. She could railse counseling and
substance abuse Issues which the rest of the team could follow up on
to plan adequate services. The Team has not changed [ts basic
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membership In two-and-a-half years, so discussion can flow among
members freely. The famlly Is Included in thls discussion, and
concern for thelr participation In and understanding of the Team
process [s vital to the Team’s members.

This particular family was confronted with the most basic
question - could they provide a safe and healthy home for their
daughter. The Early Opportunities approach was positive - we wanted
the family to stay together. However, we did want the parents to
realize the Importance of a safe, healthy environment. Housing
options were discussed - would the family move, how would they pay a
monthly rent, what type of home did they want (traller or apartment),
etc.? The famlly declided to live with the woman’s mother untlil they
could find a traller rental.

The next Issue discussed was the health of the baby girl. Did
the mother know how to feed and care for a small newborn, dress her
appropriately for the temperature, know when she was 111, etc.? The
mother, who would be the primary caretaker as the father Intended to
find work, admitted that she needed help. Too many people were
glving her advice (grandmother, aunt, brother) and she wanted one
person to help her. However, this mother’s parenting skills were so
limited that the Team felt three workers were necessary to provide
frequent visits. In this rural area, the possibility of one worker
visiting dally for several months Is rot feasible.

With visiting services arranged, the Service Team selected a
Case Manager who could monitor and coordinate other services, such
as Food Stamps, Women-Infants-Children (WIC) and Medicaid. This
family was difficult to work with. The Service Assessment Team
wanted to be a team with the parents in successfully raising this
premature baby. The parents wanted some help (primarily a
housing payment) but actually wanted to be left alone with their
child. The baby has been home from the hospital for a month. The
mother has started to avoid visitors by leaving home early in the
morning; the baby has been left with relatives. The father could
not find final employment and the family has no money. WIC has
paid for formula for the baby, but there is no money for diapers,
soap, and baby itemg. The baby became sick with a virus, and the
mother began usiny the hospital’s Emergency Room to avoid her own
doctor; she didn’t want him to know how dirty and sick the baby was.

This case study Is rather grim, but Illustrative of the
over-whelming environmental problems our familles and the Service
Assessment Team cften face. Should the baby be placed in foster
care? Are the parents mentally capable of becoming respcasible
parents? When should the Team refer the case on .to another agency
and close the case? Today, this family is still. together, but
tomorrow Chlild Protective Services may need to intervene, and remove
the chlld. This famlly’s early referral to the Early Opportunities

61




4P

ProjJect may have prevented a disastrous end for this baby, even 1f the
child Is eventually removed from the family.

The Service Assessment Team identifles and coordinates services
for Its cllents well. Success of the Team approach to problems seems
to be centered on the size of the Team as viewed by the client.

Elght professionals, most of whom are strangers to the parents, are
frightening. Additlon of the case management technlique has lessened
this problem.

Another issue faced by the Team Is lts approach to serlous
environmental risks faced by an Infant. How strong should the
advocacy for the child be? Should the Team work to place children in
foster care, or should the team not see famillies who exhiblit too many
serious rlsks? We accept client referrals as appropriate because we
feel all services avallable In the Norway area are represented on the
Service Assessment Team. A collaborative effort at one time is
better than constant linear referrals from one agency to another!

The case of a single mother who has schizophrenia (controlled
with medication) and Is raising three children can illustrate this
point. Having all service providers - mental health, child
protective, the pediatrician, the Parent Peer Aide ~ sit together
with the mother to plan a service plan allowed every one to hear the
same issues and concerns. Certainly this was not a one-service
family, and many agencies needed to plan together for the success
of this family.

A year-and-a-half later, the family is functioning smoothly.
The mother has made friends through the Parent Place - friends who
helped her get a driver’s license and who swap babysitting chores.
These friends give this mother the self~esteem and confidence to
continue her life as a single mother to thre» preschoolers.
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Statlstical Summary
January 1,1986 - March 31, 1987

A. Total Births at Stephens Memorial Hospital 378
Model 351 (92%)
Mon-model (Non-catchment area) 27 ( 8%
B. Total Screened at Stephens Memorial Hospjtal 336
Without report i 55 (16%)>
(Parent decllined the screening)
With report 281 (84%)
. Hence, 84% of screenings at the hospltal were *with report' and 74% of
all SMH births recelved a "screening with report."
C. Risks Identified (from "Screened with report") 281
None 139 (49%>
Establ ished i )
Blological 14 }
Environmental (61%) 87 }
Establ ished/Blologlical 2 }--142 (51%)
Established/Environmental 9 }
Biological/Environmental (19%) 27 }
All 3 . 2 }

Hence, 51% of SMH hospltal "screenings with report" indicated risk
factors of some kind. 0f those hospltal screenlngs that did indicate risks
(142>, 61% were Environmental, 19% Bliological/Environmental, and 20% were
"all other" categorles.

D. \' (There were 304 referrals for home visits by

Public Health Nurses. 0f these, the following are the status statistics at

the time this report was compiled.)
Unable to complete 7° (25%)
Completed 210 (69%)
Incomplete 15 C 4%)

[

E. Risks Identified bv Home Visits
None 97 (46%)
Established 1 )
Blological 9 )
Environmental (69%) 78 }
Established/Blological 3 }--113 (54%>
Establ ished/Environmental 5 )
Biologlcal/Environmental (¢15%) 17 }
All 3 0 }

Hencc, 54% of Home Vislit screenlings Indicated risk factors of some
kind. Of these Home Visit screenings that did indlicate risks (1i3), 69%

63




T

(8>

were Environmental, 15% were Blological/Environmental, and 16% were "all
other" categories.

To summarzie, over a 15-month period, 5i% of all "screenings with
reports" at Stephens Memorlial Hosplital Indicated risk factors; 54% of Home
Visit screenings indicated risk factors. The predominant risk factors in
both cases were Environmental first, followed by Riological/Environmental.

F. (Clients with ldentiflied risk factors following
the Home Vist were 113. Disposition of these 113 were as follows.)
Team referral made 30 (26%) n
Team referral not made 83 (74%) .
PHN to continue visits 20 (24%)>
Anonymous Team discussion 6 ¢ 7% -
No intervention: Monitor 52 (62%)
No Intervention: Closed 5 ( 6%

Hence, over 15 months, 26% of the cllents with risk factors after the
Home Vist were referred to Team. This statistic Is deceptive, because it
reflects only the clients referred to Team in a glven month, following a
birth during that month. This number does pnot indicate clients referred to
Team whose chlldren were born two or more months prlor to referral. The
number of actual referrals to the Early Opportunities Team is higher than
30. A more accurate statistic for this period of time is the number of
actlve cllents on the project’s caseload. At any glven time over the 15
month perliod of this report, the caseload averaged between 35 and 65.




Baby Start Prolject
(0-to-3 Asessment and Service?
1984 - 1987
Machlas, Maine

by

aAnn F. Plke, R.N.
Assessment Coordinator

I. ISSUES RELATIVE TO INFORMATION/ACCEPTANCE/COMMUNICATION
A. With hogpital personnel

Representatives of the state level committee looking at 0-to-3
programming approached the Down East Community Hospital to create
Interest and enllist support for the project. Initlially, the hospital
representatives were Interested and willing to explore the parameters
and impact of having such a prolject. Thus, the Yinforming" was quite
successful at achleving the desired "outcome" which was "Interest."

Unfortunately, an apparent lapse of communication occurred
between this Informing stage and implementation of the model. The
hospltal representatives, for a number of reasons, did not become
Iinvolved in the discussion and planning, and therefore did not feel
that the project belonged to them. Efforts at repalring this
relationship were successful, but time-consuming. The experlence
taught that the hospital must be a key member of the planni g and
implementation team for the model to be embraced. The unlintended
message that the hospital was somehow less important as a member of
the team was transmitted down to the staff, who held a certaln
resistance to participation for some time afterwards.

Other Issues relevant to hospltal acceptance and participation
are: who will complete the screenings and what the hospital will feel
It gets In return for the effort it puts in. These are tlied
together.

Initially, In Machlas, the Assessment Coordinator went into the
hospltal and largely did the screenings. This had several
detrimental consequences: the screenings were based on a single
observation by the assessor and her ability to effectively elicit
Information; the OB staff may have received the unintended message
that they were not competent screeners; valuable information collected
by the OB staff may not have been transmitted to the assessor; and
finally, familles were "missed" If the assessor was away for a number
of days.

Colincldentally, thls process was turned around when a turnover In
project staff occurred and there was not an assessor for a period of
several weeks. The hogplital staff plcked up the screening function
and the new Assessment Coordinator promoted thelr role as the best and
most approprliate screeners of their patlents. The Initial effect was
a small drop In the number of patlents accepting the screening. This
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may have peen due to var!able presentatlions; a single screener
repeatedly informing parents and obtaining consents would undoubtedly
perfect a successful approach.

However, In order tc avold "misses" |t was belleved tnat all
staff siiould have the ablility to Inform and screen. The
coordinator’s efforts were, therefore, spent at developing a
presentation to parents that could be uniformly used by staff,
assisting staff In implementing a plan and trackling system to ensure
100% screening, and Increasing staff skills in making observations,
Interviewing and the documentation of risk factors.

Staff also need to have education on Environmental risks and
early intervention, in order to belleve in the value of thelr efforts.
A feedback system was also devised so that staff could learn about
outcomes for the familles they had screened. Anothier method of
Increasing participation of hogpltal staff is the opportunitv to
observe hrcme visits with community health nurses. The acceptance
rate of famlilles for screenings rising from 60% Iin November, 1985 to
80% In February, 1987 bears out the increasing acceptance.

B. ice s

The discipline serving the largest number of the 0-to-3
population are the communlity health nurses. Critlcal to thelr
acceptance Is involvement In the planning stages right on through tne
implementation of the model. They need to have a strong volce in
design and service delivery, as they have the greatest contact with
the service population and can usually enlist client acceptance.

By and large, the Machlas project was successful in enlisting
this disclipline’s participation. The supervisors In both of the
nursing agencles (i.e. State and contracted) were integral In planning
and supportive In model implementatlion. When the staff nurses saw
return for their efforts, by way of Increased services for their
familles and professional support for themselves, turf Issues were
resolved and "buy-in" was achleved.

Physiclan particlpation has been varied to extremes. The level
of participation seems to be related to when they became informed
about the project: those physicl!ans engaged later in the process -
when the project was more together - seemed to particlipate more.
readily. Again, those seeing tangible benefits for their famlilies
were the ones who referred repeatedly.

There was also a correlation between participation and prior
positive experiences with early Intervention projects elsewhere.
Most physiclans recelve very little tralning with other disciplines,
in a multidisciplinary manner. A process-of subtle re-educatlion
needs to occur, whereby the physician learns what he may galn for his
patients and himself In exchange for involvement. The change noted
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over time in Machias Is that physiclans who previously did not
acknowledge recelving information regarding their patients, or who did
not acknowledge receiving notifications of meetings, are Increasingly
calling in with Information or concerns prior to meetings.

In addition, these semi-participatory physiicians are more
accessible to the coordinators for problem-soliving and planning
outside of the meetings. They have been cooperative in implementing
suggestions into thelr medical plans of care.

For instance, Dr. B., in response to a notice that his patient,
Mrs. D., would be reviewed at a team meeting, caiied the ccordinator
to report that Mrs. D. had an acute depressive reaction. He had
prescribed short-term therapy of anti-depressants and regular
counseling. He urged Mrs. D. to seek counseling at either of two
loucal agencies, or return to him. He was concerned that he had not
heard from her since her crisis, and he wanted the team to
incorporate these concerns in their plan. The team used the
information to enccurage counseling and assist Mrs. D. to access
this service. The doctor received the report of the team meeting
and the Service Plan that inciuded his report and recommendations.
Subsequently, Dr. B. has shown an interest In other activities of the
preject, and encourages his OB patients to participate in the
screenings,

Our Machlas site has two service teams. The second team was
based In Calals, a central service and cilent population area. The
Calals team has shown the highest level of physiclian participation.
Key to the team Is the local pediatriclian, who was engaged by the
project when she opened her practice. Thus, her newness to the
geographic area, as well as her lack of knowledge of service
resources, was Instrumental In her active particlipation In the early
Intervention model. She Is the highest referring source to the
program. Dr. A. Is the only pediatrician serving her populatlion
center, and her enthusiasm has had a "trickle" effect on other
physiclans, making the medical component In Calais very strong.

Tralning and development the earller, Machlas team was a
lengthler process than in the _«;als area, reflecting the
developmental process of the whole model. Key issues In establishing
the Initlal Service Assessment Team were time commitment, training In
discipline knowledge, Jjargon and the development of clear roles.
Agency support proved to be an essentlial factor for team members’

*particlipation. Turf Issues arose periodically over the two year
development period, although these varied by discipline. Commitment
of core team, In terms of meeting attendance and outside work, also
fluctuates. The Machlas team has held occaslion “retreats" to work
out gystem Issues and reafflrm commitment. The eXxperlences of the
Machlas team have all benefited the Calals team, which was tralned in
a shorter perlod of time.
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A change over time has been seen in the mental health component
of the team. As the other disciplines look to these professlionals
for approaches and information for handling famlly systems problems,
the therapists/counselors have become engaged in sharing their .
knowledge and skills. Colleagues are able to Improve thelr skills
through this transdisciplinary sharing. This has, In turn, increased
referrals for mental health services by professionals not previously
referring.

A by-product of the team’s Increasing knowledge base and
awareness is that the team seeks to broaden its depth and scope
through the addition of other speclalists (substance abuse
counselors/family abuse counselors/financlal resource personnel) to
the team. What was once belleved to be a relatively closed system of
discliplines needed to serve famllles has become more open and adaptlive
to serve multi-level needs of famllles. Team members learn to
apprecliate the unique skills that each member contributes and this
multi-faceted contribution Is conveyed to the families.

In general, service providers need to feel that they will gain,
rather than lose, by participation In a multi-disciplinary team mori»]
of service coordlnatlion. Th=2y need to feel that thelr relationshi®
with thelr client will be supported and enhanced by their efforts.
This Is accomplished through supportive collaboration, on-going
communication as to status, change among providers and clarity as to
each provider’s role and responsibilities In working with the famiiy.
No provider’s role can be minimized in this effort, because that
individual will channel his energy elsewhere. Providers need
feedback that demonstrates that thelir work has been valuatle.

c. With parents

The Informlng process with parents has changed repeatediy
Initiatly, the matei'nity patlient was asked If she would consent tec
participation in a pilot program, and have a home *isit. Depending
upon the finesse of the Informer (usually the screener) this approach
had varying degrees of success. Underlying Issues around info--ing
needed to be worked on.

Prior to the model design, high risk infants (usually designated
as such due to biological and/or established risk) around the Stato of
Maine were referred to Public Health Nursing. A high risk report was
sent regardless of parental consent. Would the new system of
offering screening to al]l new mothers supplant or supplement this
system? What would happen if a blologically high risk infant’s
parents declined screening? Finally, how would famllles whe already
had community nursing services in place be Informed and screened?
Procedures were not formulated to address these Issues prlior =o
implementation of the model, and had to be negotliated as they a:ose.
What we have learned is that a uniform pollicy and procedure that can
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be used regardiess of speciflc circumstances serves to eliminate
confusion.

Other Issues involved In informing parents of screening and
assessment was the confusion that ar0se when the Informing included a
description of the service component of the project. Since a family
Is only referred to the team If risks or needs are ldentified after a
home visit, and with consent obtained at that time, It was learned
that the assessment and service components should be dealt with as
Separate entitles.

New leaflets describing only tre nursing assessment and the home
vislit were designed as an informin¢ tool. This leaflet has been well
received by patients and OB staff allke. Since its Implementation In
January, 1987, the acceptance rate for screening has lncreased from
61% to 85%. Another change, over time, is that which occurs by word
of mouth: a mother whc enjoyed the nursing visits tells her pregnant
friend of the service.

Informing patients regarding the role and function of the service
team In coordinatlion and service provision Is done by the service
provider. The project’s role in this informing is to ensure that
providers have substantive knowledge regarding what the team can
offer, how the meeting Is conducted, what the process Is for service
dellvery, and what beneflts the family might hope to gain. In
addition, the project must strive to reduce or alleviate factors which
would be stressful to the famlly, If it participates In the team

meeting. Our team has spent numerous training sessions to Increase
our skllls at making parents feel comfortable and important In the
team process. Our Inform'ng consent reinforces the Impurtant role of

the parent(s) as the primary declsion-maker, and emphasizes that
services are only implemented with parental consent at each step of
the process.

This Informing and continued reinforcement leads to acceptance
and participation by the famlly, In actual practice. They learn,
through experlience, that the team is a vehicle to help them plan and
coordinate services and that they will control the extent to which
they will use it. During the first year, familles did not come to
team meetings and there were few referrals. Presently, half of all

famllies served participate In the team meeting and referrals average
10 per month.

An example of thls process can be demonstrated in the case of
Candy K, a multi-handicapped three moonth old, recently adopted by
a high~-furictioning married couple. She was referred to the project
by the adoption agency; a referral for assessment and informing
was made to the Public Health Nurse. The family consented to team
participation and - following a neuro-developmental evaluation - an
intake meeting was held.
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Mrs. K. arrived with Candy and was introduced to team memhars
and the meeting format. Mrs. K. was encouraged to discuss Candy’s
special needs and the impact that Candy had made in her family’s
life. She was asked to discuss what her immediate goals for both
Candy and the family were and what services were needed to reach
them. The team verbalized to Mrs. K. the strengths they coula
identify in Candy and the family and reinforced her competency in
caring for the family. Together, Mrs. K. anc the team were able to
outline a plan to meet needs and designate who would be
responsible for completing each step.

After the meeting, Mrs. K. told the nurse that she felt
comfortable with the team and felt positive about achieving her
goals. Subsequently, Mrs. K. has attended all follow-up meetirys
and contacted providers when the plan needs revision. She has
accepted this model readily because ske felt her primary role was
acknowledged, respected and supported.

II. 1ISSUES RELATED TO THE PRIMARY MODEL DESIGN
a. - ning

Probably the most basic element of the model which has changed
over time Is the evolution In thinking regarding screening/referral.
Initlally propocsed as a "new" model, screening was approached as
something "di fferent." In reallity, screening has been an on-going
process in nursing practice, particularly In regard to the birthing
family. It has been ctandard practlice for quite soe time for the
nurse to observe for risks affecting the mother/infant bonding
process, and the support system in which this dyad will exist. OB
nurses have long known that - as a part of nursing practice - they can
Intervene In ways that will enhance positive factors In the perinatal
period, and turn around negative factors.

The recognition of the nurses’ practice must be Incorporated Into
the design; 1.e. the nurse’s assessment and interventlion skills need
to be enhanced and built on. In addition, the hospital staff needs
to be .educated on community nursing practice and the continuum of care
that exists when referrals are made. Thus, the design will build on
skills and resources that already exist. The role of the project
decreases once these networks and systems are highlighted and
strengened. The Assessment Coordinator‘s role has changed from
initlally modeling the screenling, encouraging referrals, educating on
Impoving observations, Interviews and documentation to that of serving
as a reinforcer, linkage agent and consultant.

A related Issue in model design is the choice of the screening
tool. The initlal tool, that looked for deficits In the famlily, was
overwhelmingly rejected by staff as well as familles. Conversely, a
tool that brings out strengthe creates a positive approach to
assessment.
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B. Home visit assessments

As consents Increased In the hospital, the nurses in the field
felt the Increase in referrals for their services. It was erroneous
tc assume that familles would be visited once, and discharged. The
majority of families desired on-golng nursing visits for parenting
education and support. Caseloads increased. It is important that
community nursing agencles recognize that - if the program is well
recelved - referrals will Increase significantly.

Plans must be made to accomodate this increase and prioritize who
will be served. Families need to know that the service will be
directed at increasing knowledge, skills and adeguacy to access
servces needed to meet their .eeds Independently. The project should
direct its efforts, also, at streamlining paperwork that it reguests
from the nurses and other providers participating in the model.
Requirements/procedures should not additionally burden providers or
Impede access to services.

C. Referrzl to the Service Team

When the Baby Start Project began; the service team heard the
results ~¢ all home assessments anonymously. This was to serve two
purposes: 1) to "train" the team on family Issues, 2) to "train"
providers on how the team might help. Problems related to this
"anonymous review process" invoived confidentiallty and consent
Issues, as well as the providers (composed primarily of nurses)
feeling Interrogated and judged. Although discussions occurred
frequently over these Issues, resolution only came over time as direct
referrals to the team increased, and as hospital [ssues sorted
themselves out. Speclfically, the team became completely "booked"
hearing "open" cases. The team also acknowledged its impotency in
helping familles/providers who aren‘t actively engaged In the project.

Once the philosophy that participation should be an active,
forthright process for families and providers was adopted, a referral
procedure was developed. This procedure spelled out the informing
and consent process and specific roles of family, provider and team.
These changes, that occurred over time, resulted In providers and
families belng less confused over what to expect as a result of their
Involvement In the team process.

As a result, mary familles consent to participate when a provider
recommends it. All Baby Start services are coordinated through the
tear. Although there are probably a few sltuatlions that could be
handled by the Coordinator alone, the consistent and uniform method of
coordination seems to increase trust In the model.
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III. ISSUES RELATED TO THE SERVICE TEAM PROCESS
A. As it affected service planning

There [s little question as to whether two (or more) heads are
better than one when it comes to service planning. Our team found
that both the families and providers galned from a multldisicpllnary
approach. Service recommendations take Into account a larger view of
the family system, and what can be achleved.

Changling from unilateral to group decision-making was slow.
Initially, the nurses made presentatlions of absent familles that
contained a varliety of information and a specific request for
service(s). The request was represented as a family’s choice, ana
endorsed by the nurse. Frequently the nurse would be in the position
of defending or advocating thls choice. The team members sometimes
felt that they should support this request or risk alienating both the
family and the nurse.

A case that follwed this description was that of 3-month old
Sally. In September, 1986 the nurse described the reason for
referral in the problem statement as "holding head to right - sleeps
in stroller - no crib - no money for crib." Sincs the famiiy did not
attend the meeting, and there was no =dditional information, the
team decided to supply a crib and refer for neuro-motor screening.
No one had a real sense of how the family was functioning or what
impact our recommendation would have.

As the team galned a stronger sense of purpose in looking at
family systems, the flavor of the meetings changed. A case that was
reviewed during this period had the earmarkings of following the
pattern described above.

The mother had been referred during her pregnancy for respite.
She had an active two-year old from a previous marriage, and there
was marital and financlal stress in her present family. Mrs. B. did
not attend the meeting, and - based on the nurse’s recommendation
- respite was provided.

Subsequent to dellvery, the family situatisn deteriorated. Mr.
B. was jailed for theft; Mrs. B, and the children were sharing a
substandard home with friends. Two-year old Mark was completely
out of control, and the infant - Mary - was often neglected. By
this time, Child Protective Services were involved. The team
referred Mark for developmental evaluation, to get a sense of where
he was In terms of needs. Mrs. B. was Inconsistent about keeping
home visit appointments; she was frequently moving about and
substance abuse was suspected. The only service she consistently
utilized was resplte daycare for Mark. However, It was learned
that she utilized some of her respite time to babysit other children;
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Mary did not seem to be getting the individual attention that the
respite was to have allowed.

In late Zall, 1936, when Mrs. B., through the nurse, asked the
team to provide a bed for Mark, the nurse recommended a home
counseling service for Mrs. B., that she had not requested. The
team believed the recommendations were missing the point. The
discussion that ensued ralsed the issue of providing services that
the cllent had not requested. A second issue was that of enabling
the client to Ignore her real problem, which was likely the substance
abuse.

The team’s recommendation at the end of this contraversial
meeting was to have the nurse and the CPS worker Jointly meet with
Mrs. B. to assess her goals and assist her with prioriti.ing a plan.
Unfortunately, Mrs. B. moved out of the county before this meeting
occurred. We later learned that the children were removed from her
custody, and placed in foster care.

The team felt It had come to a productive place In its final
approach, albelt by trial and error. We hadn’t gathered enough
Information nor done a comprehensive assessment in our prior
recommendation.

A third case glves credence to the evolution of team competency.

Eleven-month old David was referred to the team in January,
1987 by an interim commuiity health nurse. David had an extensive
history of recurrent respiratory infections requiring
hospitalization, com»licated by living in over-crowded, smoked
filled housing. The nurse, having consulted the physiclan, was
recommending that the team authorize purchase of an air purifier
for the home. Neither the nurse nor the family attended the team
meeting.

Issues raised by the team included: the need for the family to
acknowledge and modify its behavior in relation to David’s health;
wouid the purlfier enable the family to ignore its responsibility for
David’s environment; would the purifier achieve the desired
outcome? The team decided to refer these questions back to the
family, nurse and physiclan. The physician responded positively

v the concerns, and reinforcad to the family the need to keep the home
as smoke free as possible for David‘s benefit.

Six weeks later, the case was heard again. The family had made
changes in their .moking behavior and the physician felt that a
purifier might now be appropriate. The team and family shared the
rental cost for a month; based on David’s improvenent, the unit was
later purchased.

Another case lllustrating the team’s approach. at focusing on
famlly goals, rather than provider goals, was that of Jamlie G.

Jamie’s mother, Betty was a single elghteen-year old high
school dropout, Jiving In an overcrowded home with her retarded
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mother and brother. Her abusive boy—friend had cxandoned her
when she became pregnant with Jamie. Although the referring
nurse and team recognized that Betty and Jamie could benefit from
multiple services, Betty was clear that the only assistance she
wanted was halp in locating different housing. Once this was
accomplished by Betty herself, the team was faced with deciding
whether to monitor or close the case.

The team felt that Betty’s competence and independencs would
be fostered by clearly communicating our recognition of her
strengths, giving her information on resources and how to access
the team In the future; then closing her case. Acknowledging
Betty’s responsibility clearly empowered Betty to refer herself to
the team four months later, for additional needs.

These cases demonstrated the change, over time, in the team’s
view of Its role and Its famlly-centered approach .. .ervice planning.

B. i entificati f _and/ v t
of resources

Multliple disclplilnes representing a variety of agencies,
geographlical settings and personal experlences can offer a proader and
more creatlve use of resources.

In the case of Billy T., the team was able to identify several
resources unknown to the family case manager. The T.’s subsisted
in a 2-room shack without water or adequate heat. Billy and his
brother appeared to be environmentally delayed; Mrs. T. seemed
chronically depressed and Mr. T. was abusive. The family needed
assistance with a number of problems. The Child Protective
Services and Child Development workers were able to assist and
advocate successfully for a wood stove for the family. The
Homemaker on the team kneiv of a ceramic class where Mrs. T. could
gain some positive feelings about herself by attending, and a social
worker on the team knew of a resource to obtain used furniture.
Finally, the nurse - in conjunction with other team members - was
able to identify daycare and transportation services for both
children.

By virtue of its direct service budget, the team was able, in
many cases, to access services faster than through traditional means.

Crystal A. was In need of a corner chair as part of her therapy
for dislocated hips, arthrogryposis and profound gross and fine
motor delays. Crystal had Medicaid from Texas; her parents had
private insurance and had an agplication pending for Handicapped
Children’s Program assistance. It was clear that the corner chair
would most certainly be covered by one of these three avenues.
However, the sort process might take weeks. The team was able tu
expedite her ascess to the chalr by guaranteeing payment to the
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vendor and assisting the family with submitting the paperwork to
the correct agencies.

By having numerous agencles represented on the team, efforts at
filling resource gaps became a unif'ed and unifying mission. An
example of this collective advocacy cook place when the team
ldentlified the need for systematic parenting education. Once a
currlculum was selected and an instructor identified, team members
generated interest within thelr agencles and among col leagues.
Potentlal funding sources were identiflied. The flrst class began 3
months later under a Joint funding package, with a third agency
planning to plick up the program for its next cycle.

: Another group effort was almed at drawing attention to the need
for low income family housing. Currently the Issue has generated
v enough Interest to stimulate the formation of an ad hoc committee to

study county needs. Team members have learned that when they share
problems and information, limited resources can be creatively shared
to maximize thelr impact.

c. As jt affected the actual deliverv of services to famjilies

A valuable insight galned by the team was the wisdom to time
services appropriately to the needs and readiness of the family.

Given the fact that twelve-month old Peter J. was
developinentally delayed in all areas by 8-10 months - the only child
of well-educated, middle class parents - it was easy to recommend
service plans that included further evaluation,
occupational/physical/communication therapy, parent-to-parent
networking, infant stimulation and daycare.

When Mrs. J. failed to meet the peer parent, unenthusiastically
Kept therapy appointments, and declined inclusion in a mother‘s
group, it became obvious that our timing was seriously off. Mr. and
Mrs. J. were dealing with a great deal of shock, anger and denial -t
learning that their long-planned for son was severely impaired. We
had failed to assess the family’s needs and plan services that would
accomodate them at thei own pace. Once the timing was turned
over to Mr. and Mrs. J., they were able to embrace the plan as their
own.

9 s

This lesson having been assimilated, Initial recommendations for
Carol D. were very different.

Carol was identified as profoundly mentally impaired within
weeks of her birth. Her single mothsi lived an alternative lifestyle
with Carol’s father in an isolated area, and drug useage was
suspected in the etiology of Carol’s problems. Although the team
knew, professionally, that Carol and her family would require a wide
variety of services to achieve optimal outcomes, only minimal
services (nursing and physical therapy) were recommended initially.
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Since Mrs. D. did not attend the meeting, it was noted that further
assessment was needed prior to comprehensive planning.

A slightly different change, over time, Involved the use of
multiple providers working with a single famiiy. It was learned that
many familles simply cannot cope with numerous services dellvered
simul taneously. For the L. family, whose chief problem was marital
stress and parenting dysfunction, vislits from the nurse, Homemaker and
Home Advisor seemed to exacerbate the Issues. Although the providers
communicated well with each other and were consistent with the family,
the team found [t necessary to reguest that one of the providers pull
out. Efforts were made at providing transdisciplinary training to
those still working with the family, to fil1l In some of the skills
that the absent provider had possessed.

This transdiscipllinary aprroach was also used with the G. family,
who were highly suspicinus of soclal service providers to begin with.
Both Mr. and Mrs. G. are2 mentally retarded and their son has received
preventive servicas since birth. When the family felt the nurse was
becoming intrusive, the child development worker was given specific
parenting and:safety Issues to assess urtil a different nurse could be
introduced into the home.

The quallity of service delivery is improved by the team process.
Not only are case plans made Jjointly by family and providers, and thus
more consistently followed, but providers feel there is greater shared
accountabllitv for dellvering what is agreed to. Further, providers
are able to return to team for problem-solving and support when
progress toward goals Is not evident. The process of tralning and
bullding a team for service planning and coordination is slow and
costly. However, the pay-off in long term cost savings Is evident
with respect to undupllicated efforts, pooled energles and increased
resource development. Washington County service providers are
committed to this model, and plan to extend it to the entire 0-to-5
population,
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Baby Start

100 Court Street, P. O, Box 277
Machias, Maine ©4654-0277
1-800-432-7846 255-8641

May 2§, 1987

DOWN EAST COMMUNITY HOSPITAL

Total births 1/86 - 4/87 -
non-kodel (Canadian;'Stillbirth)
Total Model

Screened with report
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Other information regarding risks, home visits and disposition 1is

found on enclosed statistical report.
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II.

III.

YEAR-END REPORT
(1986>

HOSPITAL BIRTH DATA

A.

Total pirths

1.
2.

Non-model blirths 5
Model births 165

HOSPITAL SCREENING DATA

A.

Screening without Report

1.
2.
3.

Decllined 51
Left without signing 0
Other 3

Screening with Report

Risk

DN WN -~

Identification from Report

None 29
Established only 0
Biological only 5
Environmental only 46
Establ ished/Biological 0
Establ ished/Environmental 4
Biological/Environmental 28
All three 1

PHN HOME VISIT STATUS

A.
B.

Referred for Home Visit

Status of Home Visit

1.
2.
3.

-
0
x

DONNNAUTD WN -

Unable to complete 4
Completed 108
Incomplete 4

identification from Home Visit
None 53
Established only

Biological only

Environmental only 4
Establ ished/Bliological

Establ ished/Environmental
Biological/Environmental

All three

- AR OUIALO
(W RWRW R R RN

170
¢ 3%)
(97%)
54 (32%)
113 (68%)
(26%)
}
)
)
}==(74%)
)
)
)
116
(49%)
-—-(51%)
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