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ABSTRACT
This collection of materials was gathered as part of
a project to develop and implement a faculty training institute for
- early intervention personnel in 12 states in the Northeast. The
project's emphasis was to train interdisciplinary faculty to infuse
basic early intervention content into existing course work, develop
new course work or modify existing course work to include early
intervention issues, and provide periodic inservice training.
Introductory material describes the NorthEast Early Intervention
Faculty Training Institute project, discusses the project's
importance, and reports on its impact. Among the types of materials
included in this collection are outlines, annotated bibliographies,
materials for handouts or transparencies, lists of course objectives,
essays providing background information, lesson plans, suggestions
for learning activities, case studies, and resource lists. Set 1,
titled "Services for Families,'" contains two modules on
family-centered practices. Set 2, "Services for Infants and
Toddlers," contains modules which emphasize the use of activity-based
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intervention. Set 3, '"Systems Support in Early Intervention,"
contains modules on teams and teaming, related laws, collaboration,
and collaborative consultation. (DB)
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The NorthEast Early Intervention Faculty Institute linked professionals
and parents across twelve states in parent/professional collaborations.
The Institute training model was designed to address the need for
training increased numbers of early intervention personnel across twelve
disciplines. States included in Institute activities included Vermont,
Maine, Rhode Island, Connecticut, Ohio, New Jersey, New York,
Pennsylvania, Delaware, New Hampshire, and Massachusetts.

States training teams comprised of interdisciplinary faculty and parents
devised training experiences responsive to the unique needs of their
individual states. The Institute provided training for interdisciplinary
regional faculty utilizing materials developed by the Institute. The
overall teaching model was one of parent professional collaboration.

The Institute developed a set of three modules that interdisciplinary

faculty can utilize in early intervention course-work. Set One is

Services for Families. This series contains the modules: Family Centered
Practices and the Family Centered Practices Series. Set Two is Services

for Infants and Toddlers. This series contains the modules: Increasing

the number of learning opportunities for a child by using ACTIVITY BASED
APPROACHES, Helping infants. toddlers. and young children to crow, learn
and participate in their NATURAL ENVIRONMENTS, and Assessment for Early
Intervention: New Purposes, New Practices. Set Three is Systems Support
in Early Intervention. This set contains the modules: Infants and

Toddlers with special needs and their families: Related Laws. Infants and
Toddlers with Special Needs and their families: Teams and Teaming,
Infants and Toddlers with Special Needs and their families:

Collaboration, and Infants and Toddlers with Special Needs and Their
Families: Collaborative Consultation.




- Introduction to the Project

(1) Preparation of Early Intervention at Pre-Service Levels

(2) Providing Inservice Training for Early Intervention Personnel
(3) Principles of Adult Learning

(4) Competencies Required of Early Intervention Personnel

(5) A Model for State-Wide Preservice and Inservice Training
(6) Back to Introduction

(7) Impact Statement

A number of issues remain to be resolved as states develop and implement
services under Part H of P.L. 99-457. Many states have required a longer time
period than the five years specified in the original legislation to develop

and institutionalize the policies and procedures necessary for full

implementation. The two required components of the legislation that have not

yet been fully addressed by states include those focused on personnel issues

-- the Comprehensive System of Personnel Development (CSPD) and policies

for personnel standards. These components are only two of the 14 required by
Part H which must be addressed before full implementation is assured but
represent a critical area (Campbell, 1990; Gilkerson, Hilliard, Schrag, & Shonkoff,
1987; Klein & Campbell, 1990; Meisels, Harbin, Modigliani, & Olson, 1988; Smith
& powers, 1987; Woodruff, McGonigel, Garland, Zeitlin, Chazkel-Hochman, '
Shanahan, Toole, & Vincent, 1985).

Early intervention is facing a critical shortage of personnel trained to

provide services under Part H (Meisels et al., 1988; Bailey, Simeonsson,
Yoder, & Huntington, 1990). This shortage is expected to last well into the
1990’s and includes both early childhood special educators and related service
personnel (McCollum & Bailey, 1991). This shortage has resulted, in part, from
the specialized requirements of infant/toddler service delivery under the new
law. These requirements include the development of competencies and skills
which are qualitatively different from the skills typically included in

programs training personnel to work with school-aged or preschool-aged
children (Bailey, 1989; Bailey, Farel, O’'Donnell, Simeonsson, & Miller, 1986;
Bricker & Slentz, 1988; Campbell, 1990; McCollum & McCarten, 1988; McCollum
& Thorp, 1988: Thorp & McCollum, 1988). For example, the law requires that
professionals from multiple disciplines be trained to assess infants and

toddlers collaboratively; identify family priorities, concerns, and resources;
develop an individualized service plan in tandem with families; and assist
families to obtain and coordinate desired services. In particular, the family
focus is unique to this age group, and demands additional skills beyond the
traditional child focused intervention skills.



The lack of available, well trained personnel is compounded by a lack of
professional standards specific to early intervention services (Gallagher &
Staples, 1990). The requirement in P.L. 99457 for professional standards
across ten disciplines has not yet resulted in any nationally adopted
requirements. Only two states (New Jersey and Idaho) have adopted standards
across a majority of the disciplines, and these standards do not contain
competencies specific to infants and toddlers (Bruder, Daguio, & Klowsowki,
1989). Many states are planning to address licensing requirements but there is
no guarantee that these requirements will meet specific infancy and
interdisciplinary competencies necessary to work effectively within the
family-centered model outlined in the legislation.

A number of states have examined the current status of training programs
for professionals specializing in early intervention and a number of national
studies have been undertaken. A survey of 260 undergraduate programs in
special education found that 48% of them did not offer course work on
interdisciplinary training (Courtnage & Smith-Davis, 1987). Likewise, Bailey
and his colleagues (Bailey, Palsha, & Huntington, 1990) at the North Carolina
Personnel Preparation Institute surveyed both undergraduate and graduate
programs for all ten early intervention disciplines: special education,

nursing, occupational therapy, speech and language pathology, physical
therapy, audiology, medicine, case management, nutrition, and social work.
They examined the number of clock hours of training content focused on areas
related to delivery of early intervention services including case management,
ethics, infant development, infant and family assessment, team processing, and .
values. Their results suggested a significant lack of preparation within these
areas across all levels of higher education (e.g., undergraduate through
doctoral study) and a willingness of faculty to infuse early intervention
content into existing course work if training materials were available. Few
programs indicated an interest in or feasibility to develop new programs or
tracts designed to train personnel for employment in early intervention.
Additionally, a lack of consensus over the type and number of competencies
that should be exhibited by trainees existed in those higher education
personnel preparation programs which specifically trained infant specialists.

Several state-level Interagency Coordinating Council (ICC) personnel
preparation groups have undertaken state studies following the model used by
Bailey and his colleagues. The Louisiana Personnel Preparation Consortium
Project for Part H replicated the telephone survey protocol from the North
Carolina Personnel Preparation Institute in conducting a state-wide survey of
para-professionals through doctoral training programs in the ten early
intervention disciplines (Sexton & Snyder, 1991). Their results replicated
those found reported by Bailey and his colleagues (1991). The content areas
that received the least amount of time across all surveyed programs were
information about the law, infant intervention, and family assessment. Infant
development received the greatest amount of time across all disciplines while

]



some areas, such as case management, were not addressed at all in the programs
of many disciplines. Results of the Louisiana study indicated that few

colleges or universities were planning on developing a separate infant/family
training track and that most faculty were interested in infusing content

related to infants and families within existing course work. These faculty
indicated a willingness to use developed training modules or
telecommunications technology (if such a vehicle were possible). Another
in-depth study was conducted by Hanson and colleagues (1991) of personnel
training needs in California. This study further documented the limited amount
of time spent in pre-service training programs on early intervention content
and the significant needs for increased activity at both the pre-service and

in service levels.

Early intervention training requires a two-prong approach--one of which
is to ensure an increased number of available personnel through
alterations or development of pre-service training programs and the
second of which is the need to retrain existing personnel at the in
service level (McCollum & Bailey, 1991). This retraining is of particular
importance in early intervention as states develop systems or alter
existing systems to make them family-centered. Existing personnel wiill
require training not only on the components of the "new" system but also
on particular content areas such as families, evaluation and assessment
procedures, interdisciplinary service provision, and case management
(e.g., service coordination). In addition, values and procedures for
reflecting sensitivity to cultural values and for intervening with

particular groups of families and infants (e.g., HIV +/AIDS; technological
dependence) will be required (Campbell, 1990).

In service education has been defined as the process by which service
personnel are provided experiences designed to improve or change
professional practice (Bailey, 1989). Generally, the objectives of in

service training include the changing of attitudes, the acquisition of

new knowledge, and the development and enhancement of technical skills
{(Laird, 1985; Bernstein & Zarnick, 1982). The desired outcome of in
service training is for the participants to internalize new knowledge and
apply what has been learned to their specific professional need (Barcus,
Everson, & Hall, 1987).

The vast majority of in service training is not conducted in accordance
with known best practices and subsequently is ineffective (Guskey, 19886).
One method to enhance acquisition is to provide support and coaching to
assist participants to transfer what they have learned to daily practice.
Follow-up coaching is essential to the training process (Joyce & Showers,
1982). A review of in service practices indicated that continued support
and follow-up after initial training is critical and should include

ongoing guidance and directions to facilitate adaptations to new



situations (Guskey, 1986).

The implementation of staff development programs should be planned
carefully to incorporate effective in service procedures which are

designed from an ecological perspective. This means that all members of a
staff, including administrative personnel, should be a part of the

training efforts so that effecting change in other team members does not
become the responsibility of one member of the team. Furthermore, in
order to be effective, training must be based on the needs and values
identified by the trainees. A match is needed between information that is
presented and that which is desired, so that new information and skills
will be put into use within the early intervention process.

Within intervention programs, staff development must become part of
ongoing responsibilities for each team member. This requires allocation

of time and resources from the intervention program or agency to provide
staff the opportunity to develop self identified skills. Not only should
goals be individualized for each staff member, but the process for
reaching those goals also should be individualized. Plans may incorporate
a variety of options for training as diverse as workshop attendance,
college course work, learning from a mentor or videotaped materials.
Staff development is a process which takes place over time.

Training of existing practitioners is most effective when individuals are
motivated to take an active part in identifying and reaching their own
goals and when there is adherence to the principles of adult learning.
These principles are derived from Knowles (1980) and include:

1. The need to know. Adults will learn more effectively if they
understand why they need to know certain information, or why they
must have the ability to perform particular skills. Adult learners

must be able to see that the benefit of learning a skill will

outweigh the cost of the time and effort it takes to learn it. The
more adults can see the benefit to learning, the stronger they will
feel the "need to know "

2. The need to be self directed. As people mature into adulthood,
they have a deep psychological need to be responsible for their own
lives. Cultural conditions will obviously enhance or retard this
process, but there comes a time in the psychological development of
adults when they "feel like an adult." Adult learners are more
successful if they can take responsibility for their own learning.

3. The importance of experience. Adults by virtue of their age and
life experiences, bring a vast amount of knowledge and a wide
variety of experiences with them to the classroom. This wealth of



life experience can result in the following consequences for the
training program:

a. Groups of trainees will have wide and varied backgrounds,
therefore, the training staff will have to individualize
instruction; :

b. Adults are a rich source of information for themselves and
the other trainees because of their experiences. The training
staff should take advantage of these experiences by using
techniques such as group discussion and brainstorming;

c. Adults may have some rigid ways of thinking that
consequently interfere with learning. The training staff may
need to "unfreeze these ways of thinking through activities
such as sensitivity training or values clarification.

4. The readiness to learn. Adults will learn the things that they
perceive will bring them greater satisfaction or success in life. As
adults move through various stages of psychological and social
development, their readiness to learn is reflected accordingly. For
example, adults are interested in learning job specific skills when
they acquire a job. As a result, it is important for the training

staff to understand that learning opportunities should be offered in
a timely fashion on topics of immediate value.

5. Orientation to learning. Adults see the reason for learning as
acquiring competencies that will enable them to cope more
effectively with life, perform life tasks and solve real problems.
Training staff need to organize trailing programs around real world
issues that confront adults from day to day.

These principles will provide a foundation within all Institute
activities related to training faculty to train early intervention
practitioners. While one emphasis of the Institute’s training is to
provide information about early intervention for future practitioners,
the majority of training by trained faculty will be directed toward
interdisciplinary early intervention practitioners.

Competencies Required of Early Intervention Personnel

Professional organizations (e.g., Dunn, Campbell, Oetter, Hall, & Berger,
1989; McCollum, McLean, McCarten, & Kaiser, 1989; Wilcox et al., 1989) as
well as recognized leaders in early intervention personnel preparation

(e.g. Bailey, 1989; Fenichel & Eggbeer, 1990; Hanft & Humphrey, 1989;
Hanson & Lynch, 1989; Klein & Campbell, 1990; McCollum & Thorp, 1988)
have recommended specific competencies for professionals employed within



early intervention. Some states have conducted their own studies and
identified lists of competencies (e.g., California; Florida). Although
many articles and listings of competencies have been produced, there is
little agreement on an established number of competency areas or on
specific competencies themselves. For example, an examination of
federally funded personnel preparation programs for interdisciplinary
infant specialists found that there was a range of 7 to 380 training
competencies to be demonstrated by trainees within the 40 federally
funded programs (Bruder & McLean, 1988).

The number of competencies expected of early intervention personnel will
depend directly on the model used for establishing indicators. For
example, if competency statements are to serve as a basis for measuring
student or trainee performance, there are likely to be a greater number

of competencies than if competency statements are designed around a
taxonomy structure of knowledge, skills, and attitudes (Campbell, 1990).
Furthermore, the extent of competency required by practitioners will vary
dependent on the availability of personnel and the philosophical

structure underlying the training activity. Clearly, a number of content
areas are important for all practitioners including: (a) cultural

sensitivity; (b) family-centered philosophy and concepts; help giving
behavior; (d) team functioning and participation; and (e) knowledge of
early intervention program legislation, regulations, and state standards
and practices. In addition, practitioners need to have knowledge of
discipline-specific content as applied to infants and toddlers and as
delivered within a family-centered perspective.

Those competency lists and descriptions that have been generated by
professional organizations reflect an emphasis on discipline-specific

areas (e.g., OT; early childhood special education). Those that have been
generated by training programs reflect the specific behaviors that
trainees will demonstrate following completion of the course of study. A
more broad-based and encompassing discussion of competency has been
generated through the Training Approaches for Skills and Knowledge (TASK)
project which generated areas of competence necessary for professionals
of all disciplines to demonstrate when working with families and infants
and toddlers, regardless of the at risk or disability status of the

infant or toddler (Fenichel & Eggbeer, 1990). The TASK list includes the
following core concepts for professional practice with infants, toddlers,
and their families: (a) endowment, maturation, and individual

differences; (b) the power of human relationships; transactions between
the infant and the environment; (d) developmental processes and their
interrelationship; (e) risk, coping, adaptation, and mastery; (f)

parenthood as a developmental process; and (g) the helping relationship.
These conceptual areas are important at all levels of pre-service and in
service training and will be used as a basis for determining the specific



competencies that will be developed in practitioners trained by faculty
who are trained through the Institute’s activities.

A Model for State-Wide Pre-service and In service Training

The Northeastern Early Intervention Training Institute links
professionals and parents together across the 12 state region in
parent-professional collaborations to provide three levels of training
for current and future early intervention practitioners of all ten early
intervention disciplines. These individuals, in turn, are linked with the
Part H coordinators within their states and across the region. Inherent
within the Institute’s model is this state-wide and regional linkage of
parents, professionals, and policy makers and of Institute staff with
users of Institute training "products.” the training model, itself,
includes three areas: (a) needs assessment; (b) training of
interdisciplinary faculty; and training of early intervention
practitioners. Procedures and materials for training faculty who, in
turn, will train practitioners using Institute developed procedures and
materials will be field-tested within each of the states within the
region by parent-professional training teams. These materials and the
training procedures will be shared with other regional training
Institutes and will be used by faculty on an ongoing basis through links
with Higher Education Councils that will be developed for early
intervention within each state in the region.
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Importance

The need for training increased numbers of early intervention personnel
across all ten disciplines that make up services for infants, toddlers, and
their families have been well documented in state reports, training research
studies, and by professional organizations and leaders. Furthermore, states
have reported additional needs for retraining existing personnel working
within early intervention as they begin to carry out the family-focused
state-wide systems of early intervention and, in particular, the required
components that relate to programmatic issues. Major programs such as the
North Carolina Personnel Preparation Institute as well as individual efforts
of state Interagency Coordinating Council (ICC) personnel preparation task
forces indicate that training faculty who will, in turn, train future and
existing early intervention personnel may be one strategy that can impact
significantly upon both the quantitative and qualitative training needs in
early intervention

The purpose of this project is to develop and implement a faculty

training institute for early intervention personnel in 12 states in the
northeastern region of the United States {(Connecticut, Delaware, Maine,
Maryland, Massachusetts, New Hampshire, New Jersey, New York, Ohio,
Pennsylvania, Rhode Island, and Vermont). The organizational design for the
Institute links Part H coordinators and parent and professional consultants
together in each state and as a regional group to develop procedures and
materials for training interdisciplinary faculty across the region to provide
three types of training in key content areas for personnel representing the
ten early intervention disciplines. Faculty will be trained to infuse basic
early intervention content into existing course work, develop new course work
or modify existing course work to include critical areas of early

intervention content, and provide periodic in service training that results

in continuing education credits. Materials and procedures for training state
faculty and for use by state faculty in training early intervention
practitioners will be developed and validated by Institute staff using a
process that directly links the users with the developers. Content areas for
all three types of training will be determined on the basis of a needs
assessment which will identify the status of preservice training programs as
well as content areas of need as determined by surveying early intervention
practitioners.
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Activities are designed to impact on both the quantity and quality of
early intervention personnel across the ten disciplines by conducting
training and by establishing or strengthening existing Higher Education
Council structures within each state in the region. It is anticipated that
these Councils will be linked to each state’s ICC through the individual who
serves as the higher education representative on the Council and through
personnel preparation task forces, in states where these groups exist.
Establishing these Councils provides an ongoing vehicle for delivery of
ongoing training by faculty within each state. Training activities will be
directed to 3~ identified faculty within a particular state. It is

anticipated that the majority of faculty will participate in the infusion
training and that selected faculty will receive training designed to assist
them in developing new or altering existing course work to focus more
directly on early intervention content areas. Some of the faculty from both
of these training groups also will complete in service training and will

serve as resources to the Part H coordinator and state ICC for regional or
state-wide training initiatives. The Institute is designed to undertake the
following functions: (a) model development and validation including
conducting the needs assessment each year of the Institute; (b) conducting
faculty training including the development and validation of training
materials; overseeing the implementation of training for future and existing
early intervention practitioners including development and validation of
procedures and materials for use by faculty; (d) evaluation; (e) .
dissemination; and (f) management and administration. These functions will be
accomplished by Institute staff, parent and interdisciplinary professional
consultants who are leaders in early intervention within their own states,
and Part H coordinators.




Impact
of this Faulty Training Institute

This inservice Institute expands the knowledge-base on early intervention training

methods in a number of ways. Primarily, the Institute has developed a consortium of

higher education faculty, Part H policy makers and parents to jointly develop training
~ content and methodology in early intervention across 12 states in the northeast (CT,

DE, MA, MD, ME, NH, NJ,NY, OH, PA, RI, VT). This consortium has assisted in the

implementation and evaluation of the Institute, thus increasing the likelihood

of long-term commitment to the Institute.

Secondly, the Northeastern Faculty Training Institute has designed in-service
training options that are consistent with the literature on adult learning,

thus increasing the effectiveness of the training. That is, the inservice

training is individualized to accommodate the needs of both faculty and

direct service staff in all 12 states. Third, the Institute has developed,
implemented and evaluated a variety of training methods and procedures for use by
higher education faculty within colleges and universities in each of the 12
states. Fourth, the Institute has developed and is disseminating a number of
training manuals and modules for use with multiple audiences involved in early
intervention. Fifth, the Institute has coordinated training across each of the

12 states, thus ensuring that early intervention programs, families and their
children in the northeast will benefit from having more knowledgeable and
skillful interdisciplinary early intervention personnel. Finally, the

Institute has collaborated with other funded projects to maximize coordination
across the county.

A series of training activities were planned in order to reflect the needs

and preferences of individual states as well as maximize the number of faculty
and early intervention practitioners who were trained during the three year
duration of the Institute. The Institute’s activities will impact both on

faculty who are trained as well as the individuals trained by them within

their states. All of these training activities were evaluated to determine
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the immediate and longer term effects on participants and, in the case of
practitioners, on the children and families served by them. These data serve to
ensure the systematic refinement of both program components and training
activities as well as provide a direct measure of both quantitative (i.e.,
numbers of individuals trained) ad qualitative (i.e., how well those

individuals did with training) effects of the Institute’s training activities.

A broader audience will be impacted upon through broad-based

dissemination activities. The purpose of the dissemination component of the
Institute is to translate project findings (e.g., studies and evaluation data)

into products, training content, and service delivery practices. All materials and
procedures developed will be disseminated through a variety of channels within
the region including regional resource centers,University Affiliated Programs
(UAPs), professional organizations (e.g., DEC),and other OSEP funded or

state funded training projects.

There is an accumulating amount of literature on adapting or implementing
educational innovations or service models. Inherent in any type of service
delivery model is the premise that services should ultimately be evaluated on
the basis of their benefits to consumers (in this instance young children and
their families). Additionally, it has been suggested that innovations within
service delivery undergo a development process in which the delivery
techniques are defined as procedures, materials, rules, activities or other
environmental changes which change the behavior of one or more persons. A
collection of intervention techniques and administrative arrangements which
contribute to behavioral changes across individuals is illustrative of a
demonstration. The model is the prototype for replication of the demonstration
across service settings, consumers, and administrative arrangements (Paine,
Bellamy, & Wilcox, 1984). During each of these service applications the
processes for development and dissemination are quite different.

This Institute represents the refinement of techniques and the

development of a demonstration aimed at changing the behavior of both faculty
members and services providers through the delivery of training. We

provide information for adaptation of intervention to fit the user’s

purpose. In the case of this training Institute, the users are Part H policy
makers and faculty members involved in the development and delivery of
training. We also generate support for the involvement of faculty in

the delivery of training specific to the early intervention system in each of

the 12 states through a variety of adaptable methods.
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ummary of the The NorthEast Institute for Faculty Training Materials:

> Services for Families: Family Centered Practices and the
Family Centered Practices Series.

> Services for Infants and Toddlers: /ncreasing the number of
learning opportunities for a child by using ACTIVITY BASED
APPROACHES; Helping infants, toddlers, and young children to grow,
learn and participate in their NATURAL ENVIRONMENTS; and
Assessment for Early Intervention: New Purposes, New Practices.

> Systems Support in Early Intervention: /nfants and
Toddlers with special needs and their families; Related Laws. Infants
and Toddlers with Special Needs and their families; Teams and
Teaming, Infants and Toddlers with Special Needs and their families;

Collaboration, and Infants and Toddlers with Special Needs and Their
Families; Collaborative Consultation.

Information about Institute activities or the modules can be obtained by
contacting Lisa Leifield at Temple University (215) 204-1396.




Modules

- o0 Comprehensive Programs and Policies*
o Racial, Ethnic, Economic, and Socioeconomic Diversity ¥
o Developmental Needs*
Services for Infants and Toddlers
o Natural Environments
0 Activities and Routines
o Integrated Therapy
System Supports in Early Intervention
+ Law
+ Teams
+ Collaboration
+ Consultation

SERVICES FOR INFANTS AND TODDLERS

Increasing the number of learning opportunities for a child by using
ACTIVITY BASED APPROACHES TO INTERVENTION

Author: Mary Beth Bruder

This module is designed to provide information of the application of the
activity based approach to early intervention. Professionals need to take
advantage of the hundreds of learning opportunities present within a
child’s daily routines and activities. This module describes the activity
based approaches to intervention, defines the role of the

interventionist, and describes the techniques used to implement activity
based interventions. By the end of the module, the participant will be
able to:

1) Describe activity based approaches to intervention;

2) Define the role of the interven'tionist;




3) Describe the techniques used to implement activity based
intervention interventions.

Helping infants' toddlers, and young children to grow learn, and
participate in their NATURAL ENVIRONMENTS

Author: Mary Beth Bruder

Professionals need to understand the impact that the learning environment
has on both the child and the family. This module contains information on
the importance of early intervention within natural environments. The
module defines the term natural environment, describes the types of
services that can be successfully delivered in natural environments, and
describes the techniques for designing intervention in natural
environments. By the end of the module the participant will be able to:

1) Describe types of natural environments in which early
intervention services could occur;

2) Provide a rationale for the delivery of early intervention
services in natural group environments;

3) Describe service delivery parameters for providing early
intervention in the home;

4) List examples of interventions that could occur within a family’s
home and natural group environments;

5) Describe naturalistic teaching strategies on embedding a child’s
developmental goals into activities and routine within natural group
environments.

Assessment for Early Intervention: New Purposes, New Practices
Author: Jack Neisworth

The purpose of this module is designed to offer fundamentals of
assessment for early intervention. The content of the module is an
orientation to the issues and recommended practices rapidly emerging in
the field. Resources are listed at the end of the module that will allow
those interested to pursue the topic in depth. This module contains
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information on the basic elements of assessment, factors covered in
assessment, issues related to conventional assessment, assessment
methods, and assessment standards. By the end of the module the
participant will be able to:

1) State the basic definition of assessment;

2) Identify the major decisions that assessment helps us make;

3) Describe four major factors or dimensions that are addressed;

4) Describe issues and problems related to conventional assessment
of infants and toddlers;

5) Explain norm, curriculum, performance, and ecological based
assessment;

6) Explain how curriculum-based assessment is ideal for program
planning and monitoring;

7) Describe team models and arrangements for assessment;
8) State options for eligibility assessment;
9) Describe the four major standards for assessment;

10) Describe the strength of convergent assessment.

SERVICES TO FAMILIES

Infants and Toddlers with special needs and their families:
The importance of the Family

Author: Louisiana State Interagency Coordinating Council Personnel
Preparation Subcommittee, December, 1991.

This module provides information on factors that affect family

functioning, the professional family relationship, ecological/family systems
theory, and the family centered approach to working with families of infants
and toddlers with special needs. At the end of the module the participant will
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be able to:
1) Provide a functional definition of the family.
2) Identify factors that affect family functioning.

3) Identify trends in professional conceptualizations of families and of
professional/family relationships.

4) Discuss the rationale for, and issues in, family centered intervention
approaches.

5) Describe the key elements of an ecological model of human development
and of family systems theory.

Family Centered Practice Overview

Authors: Philippa Campbell and Lisa Leifield
This module is organized as an hour long session designed to provide
participants with an overview of family centered principles. The information
in this module expands upon the concepts of family-centered approaches that
was introduced in the module entitled The Importance of Family. Nine family
centered principles are outlined in the module including:

1) Recognizing that the family is the constant;

2) Family professional collaboration;

3) Honoring diversity;

4) Recognizing family strengths and coping styles;

5) Sharing with parents complete and unbiased information;

6) Encouraging and facilitating family to family support;

7) Understanding and incorporating the developmental needs of infants,
children, and adolescents and their families into health care systems;

8) Implementing comprehensive policies and programs that provide
emotional and financial support to meet the needs of families; &

9) Designing accessible health care systems that are flexible, culturally
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competent, and responsive to family identified needs. By the end of the
module the participant will be able to:

1) List and define the nine principles of family centered care;

2) Describe one activity or strategy that characterized each of the
nine family centered principles.

Family (entered Practice Series

Authors: Pip Campbell & Lisa Leifield

Recognizing that the family is the constant in a child’s life while the

service system and personnel within those systems fluctuate. Family members
remain the constant in their children’s lives while professionals’

associations with families are likely to be episodic and short-term. The
purpose of this module is provide an overview of the factors that remain
constant in families and the implications for practice. By the end of the
module the participant will be able to:

1) List and describe the ways that professionals can support parents in
their roles as decision- makers, care givers, advocates, and nurturers.

and;

2) Provide two examples of the ways that professionals can support and
not supplant families in their rules.

Facilitating family professional collaboration at all levels of health care

Family centered practice can be implemented within all aspects of the
service system when parents and professionals work together. Collaboration
requires mutual respect, trust, and an equal partnership between parents and
professionals. The purpose of this module is to review the principles of
collaboration that facilitate effective parent professional partnerships. By

the end of the module the participant will be able to:

1) Define enablement and empowerment;

2) Identify and provide examples of behaviors affiliated with an
enablement model of helping;



3) Identify and provide example of the principles of collaboration.

Honoring the racial ethnic, cultural. and
socioeconomic diversity of families.

The population of the United States is becoming more diverse. The purpose

of this module is to provide information about the ways in which professionals
can acknowledge the cultural traditions, values, and diversities of families

and understand their relationship to the provision of early intervention
services. By the end of the module the participant will be able to:

1) Identify the dimensions of culture that impact on the provision of
early intervention services;

2) Acknowledge the cultural traditions, values, and diversities of
families and recognize their importance within early intervention
services.

Recognizing family strengths and individuality and
respecting different methods of coping

The purpose of this module is to provide information about the strength
of families and coping styles and strategies that families utilize to cope
with day to day events as well as crisis situations. By the end of the module
the participant will be able to:

1) Identify and describe five of the twelve qualities of strong families;

2) Identify and provide examples of types of coping strategies.

Sharing with parents, on a continuing basis and in a supportive manner,
complete and unbiased information

Family identified needs and concerns are more likely to be addressed when
families and professionals share information in a complete and unbiased way.
The purpose of this module is to review the functions of sharing information,
the dimensions of sharing information, and the different ways that information
can be shared with families. By the end of the module the participant will be
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able to:

1) Identify the function of sharing information and provide examples of
each of the functions.

2) Identify the dimensions of sharing information and provide examples of
ways in which professionals can share information in family centered
ways.

Encouraging and facilitating family to family support and networking

Parents of children with delayed development or disabilities may benefit

from meeting and learning with other parents in similar circumstances. Veteran
parents, those whose children are older or who have survived medical or health
problems, often provide friendship, knowledge, support, and information from
parents less experienced with raising a child with special needs. The purpose

of this module is to review the function of family to family support, the

forms of family to family support, strategies to facilitate family to family
support, and examples of informal and formal support. By the end of the module
the participant will be able to:

1) List and provide examples of the functions of family to family
support;

2) List and provide examples of the forms of family to family support.

Understanding and incorporating the developmental needs of infants.
children and adolescents and their families into health care systems

All aspects of a child’s development are integrated. However, many
existing services focus on only one aspect of a child’s or family’s life. The
compartmentalized approach inherent in service systems often results in
fragmented service delivery. The purpose of this module is to review the
importance of providing services in an integrated manner. By the end of the
module the participant will be able to:

1) Describe ways in which professionals can create opportunities to
address developmental, as well as the other, needs of children;

2) Describe ways in which professionals can create opportunities to
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support adult development and learning.

Implementing comprehensive policies and programs that provide emotional
and financial support to meet the needs of families

Service provision in early intervention is reflective of a broad based

family support movement to ensure that services for all families are more
comprehensive, culturally responsive, and supportive. The purpose of this
module is to review the reasons for comprehensive services, types of
comprehensive services, and procedures for the determination of family
concerns, needs, & priorities. By the end of the module the participant will
be able to:

1) Identify and provide an example of five different types of
comprehensive services;

2) Discuss characteristic of families and the implications of the
characteristics when planning for comprehensive services.

Designing accessible health care systems that are flexible,
culturally competent and are responsive to family-identified needs

Systems and services that are flexible, accessible, and responsive to

families needs are those that are using family centered practices. Allowing
families to choose the services they wish to receive and to decide how often
and where services best can be provided enables families to utilize services
without compromising family priorities and functions. The purpose of this
module is to provide and overview of the strategies to make systems flexible,
culturally responsive, and culturally competent. By the end of the module
participants will be able to:

1) List and provide examples of strategies to make systems more flexible
and accessible;

2) List and provide examples of strategies to make system more responsive
to family identified priorities and needs.
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SYSTEMS SUPPORT IN EARLY INTERVENTION

Infants and Toddlers with Special Needs: Teams and Teaming

Author: Louisiana State Interagency Coordinating Council Personnel
Preparation Subcommittee, December, 1991.

Teams are valued by professionals in early intervention settings and are
strongly supported in early intervention legislation and regulations at the
federal and state level. The purpose of this module is to provide an overview
of the functions of teams, structures of teams, and the value and importance
of including families as equal team members on early intervention teams. By
the end of the module, the participant will be able to:

1) Describe the functions and structure of the team within early
intervention;

2) ldentify each of the professionals that may be included on a team and
describe the role of each professional;

3) List at least three ways to facilitate equal participation of families
as members of teams;

4) Describe typicai team activities;

5) ldentify the incentives and disincentives that relate to productive
functioning of teams;

6) Describe the benefits of team participation for families,
professionals, and children.

Infants and Toddlers with Special Needs and Their Families: Related Laws

Author: Louisiana State Interagency Coordinating Council Personnel
Preparation Subcommittee, December, 199 1.

A unique feature of early intervention services for infants and toddlers
with disabilities and their families is the important role that state and
federal legislation has played in establishing the importance of early
intervention, providing incentives for services, and establishing regulations
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that guide and shape practices. This module presents information on major
legislation related to young children with disabilities and their families as

well as examining the values which underlie the legislation. By the end of the
module the participant will be able to:

1) Describe the major federal legislation related to services for young
children with disabilities and their families;

2) Describe the major provisions of P.L.99-457;

3) Describe the major themes that underlie current legislation for young
children with disabilities and their families;

4) Describe current laws and systems of services for infants and toddlers
with disabilities and their families.

Infants and Toddlers with special needs and their families: Collaboration

Author: Northeastern Early Intervention Faculty Institute

Collaboration between individual service providers is a central component

of early intervention service provision. Numerous reasons have been provided
for collaborative service delivery including improvement of service delivery,
reduction in service duplication, and links among families and professionals
for efficient service utilization. This module provides an overview of the
rationale for collaboration in early intervention, barriers to collaboration,
conflict management styles, and conflict resolution strategies. By the end of
the module the participant will be able to:

1) Provide a rationale for collaboration in early intervention;
2) Describe the barriers to collaboration;

3) Describe ways in which individuals manage conflict during
collaboration;

4) Identify the types of conflict management style used by an individual;

5) Describe ways to resolve conflict.
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Infants and Toddlers with Special Needs and their families
(ollaborative (onsultation

Author: Northeastern Early Intervention Faculty Institute
A vériety of consultation models have been utilized to provide services
for children with disabilities. The purpose of this module is to review the
reasons why consultation models are utilized and examine the factors that

facilitate effective consultation. By the end of the module the participant
will be able to to:

1) Provide a rationale for consultation in early intervention;

2) Define collaborative consultation;

3) Describe principles of collaborative consultation;

4) Describe strategies to use during collaborative consultation;

5) Provide examples of collaborative consultation.
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Angela Gapone, Ph.D.

Angela Capone, Ph.D. is Coordinator of Early Childhood Programs at the
University Affiliated Program of Vermont, and is an assistant professor in
the Department of Integrated Professional Studies. Dr. Capone’s expertise
lies in the areas of child development, a constructivist approach to
designing early childhood programs for infants, toddlers, and preschoolers,
and parent-professional partnerships. Dr. Capone currently directs an early
intervention specialist personnel preparation program, and a National
Outreach project focusing on system change and the implementation of
"best practice" in the provision of services for young children

and their families.

Pip Campbell, Ph.D., OTR.L.

Pip Campbell, Ph.D., OTR.L, is an occupational therapist and special
educator whose interests relate to families, infants and toddlers, and
children with severe disabilities. Dr. Campbell is currently an associate
professor Curriculum, Instruction, & Technology in Education in the College
of Education at Temple University.

Dr. Campbell currently directs several demonstration and research projects
related to infants, toddlers, and young children with special needs and their
families. Dr. Campbell formerly directed the Family Child Learning Center in
Ohio, an early intervention and preschool service-training- research program
that was operated jointly by Children’s Hospital and Kent State University
where innovative programs for families and their young children were
developed and delivered. The Center’s programs provided research-based
interventions for typical children as well as a number of regional or

27



state-wide activities including the state-wide parent to parent support
network, the Family Information Network, the state-wide training team for
Early Intervention, and the Technology Training Program, an on-site and
individualized training program for teachers and related services personnel.

Mary Beth Bruder, Ph.D.

Mary Beth Bruder has been in early intervention for the past 20 years. She
began her career as a preschool special educator in Vermont and since then
has been involved in the design, provision, and evaluation of early
intervention services within five states. She received her Ph.D. from the
University of Oregon and currently she is the Director of the Division of
Child and Family Studies at the University of Connecticut Health Center.
She is also an Associate Professor of Pediatrics at the University of
Connecticut. She directs a number of preservice, inservice, and direct
service early intervention projects in both New York and Connecticut.
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Other Institutes include...

L _____________________________________________________________

The Midwestern Consortium for Faculty Development

The Midwestern Institute for Faculty Training was a Part H training
project serving thirteen Midwest states: North Dakota, South Dakota,
Missouri, Nebraska, Oklahoma, Texas, Kansas, Michigan, Indiana,
Minnesota, lowa, Wisconsin, and lllinois. The Consortium’s activities
were intended to assist faculty from institutions of higher education in
the training of early intervention personnel from a broad range of
disciplines in a number of competency areas including working with
families, teaming, service coordination, and problem solving.

The Consortium was committed to responding to the individual needs and
circumstances of each state in order to work together to build upon
existing resources and expertise. Training activities were developed
within the context of a family-centered philosophy and were
interdisciplinary and interagency in nature.

The Consortium engaged in a variety of activities over a three year

period including provision of summer training activities, provision of
individualized state training plans for states within the region, and

state minigrants for assistance with implementation of state training
plans. A regional information exchange center was also established at the
University of Minnesota to facilitate the exchange of information and
resources within the region.

Information about Consortium activities can be obtained by contacting
Marti Smith, Institute on Community Integration, University of Minnesota,
(612) 624-3567.

The Southeastern Institute for Faculty Training

The Southeastern Institute for Faculty Training SIFT has developed,
implemented, and evaluated a systems change model, designed to make a
long lasting and meaningful impact on state-level early intervention
efforts. It was funded to serve the 15 jurisdictions of the southeastern
region. The specific goals of this project have been (1) to facilitate
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the personnel preparation linkages between institution of higher
education and state agencies; (2) to increase higher education faculty
members knowledge and skills related to early intervention content and
instructional strategies; and (3) to assist faculty in applying what they
learn to the preservice and inservice training they provide to others.

Analysis of data from SIFT participants has documented the following
benefits (1) statistically significant increases in faculty knowledge and
skill in early intervention content and training strategies (2) greater
faculty commitment to participating in community based inservice and
technical assistance activities (3) preservice and inservice training

that is of higher quality; (4) increased linkages between state agencies,
institutions of higher education, and consumers around personnel
preparation at the state level. In summary, the project has increased the
chances that quality support and training in Part H content is available
at the community, regional and state level.

Products developed by SIFT include a 143-page annotated Resource guide to
early intervention training materials. The SIFT model will be available

in late 1995 to select states as SIFT OUT through an outreach grant. For
information about SIFT or SIFT-OUT contact Pamela Winton (phone:
919/966-7180 fax: 919/966-0862 E-mail: winton.fpgsm@mhs.uncedu) or Camille
Catlett (phone: 919/966-6635; fax: 919/966- 0862; E-mail
catlett.fpgsmgmhs.unc.edu).

The Western Region Faculty Institute for Training

The Western Region Faculty Institute for Training is part of a national

effort to expand and improve training of early intervention service

providers through training and technical assistance for faculty in

institutions of higher education. The WRFIT is founded upon current values
and best practices in early intervention, particularly family-centered
approaches, teaming and collaboration at multiple levels, and
community-based services and supports for infants/toddlers and their
families. The region covered by the WRFIT includes: New Mexico, Colorado,
Wyoming, Montana, Idaho, Utah, Arizona, Nevada, California, Oregon,
Washington, Alaska, Hawaii, American Samoa, Guam, Northern Mariannas, and
Palau.

The WRFIT has provided technical assistance services and funding to
individual faculty and to state planning teams in the western region to
support their efforts to expand and improve birth-to-three teaching
activities. Technical assistance has included: provision of resource

30



guides and curriculum reviews, telephone and on-site consultation,
curriculum development assistance, training consultation, faculty needs
assessments, WRFIT Newsletter, joint planning for faculty training

events, provision of faculty "mini-grant” program, and faculty leadership
conferences and retreats. Planning teams from every jurisdiction in the
region have collaborated with the WRFIT to tailor efforts to local

conditions and priorities. To date, 30 mini-grants have been issued. A
summary of the cumulative accomplishments of the mini-grant program is in
preparation.

The WRFIT is disseminating a number of original products in the area of
early childhood personnel preparation as listed below. Basic information

is included with the list. If needed, more information can be obtained

from Cheri Wheeler (303-270-6533; e-mail: WheelerC@titania.uchsc.edu).
The cost of the products is either "no charge" or our cost of production;
we can accept a check or purchase order or we can send products with an
invoice.
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NORTHEASTERN EARLY INTERVENTION FACULTY TRAINING INSTITUTE

The modules included in this notebook were developed for the purpose of providing
preservice students with information about the field of early intervention. Many students
are unaware of the possible employment opportunities in early intervention. Recent data
indicate shortages for practicing professionals of all disciplines.

We are pleased to share this information with you through your state’s Early Intervention
Faculty Training Team. This group of parents and professionals have Identified content
areas of interest to faculty. The modules inciuded in this notebook represent the topic
areas selected for initial training.

Two evaluation forms follows this introduction. When you infuse any of the modules into
existing courses or training opportunities, we would appreciate your completing the
evaluation form. An evaluation form that can be copied to determine student satisfaction
and general learning after participation in the module is included, also. We would
appreciate your copying these evaluation forms, distributing to and collecting them from
students, and sending them to the Institute Coordinator, Lisa Leifield. We will compile and
summarize the student data and send you a summarization report.

There are 12 states that are participating in the Northeastern Early Intervention Faculty
Training Institute. Each state team includes a parent of a child with a disability, at least one
professional, and the state's Part H coordinator. Together, these individuals are working
to provide training and technical assistance, materiais, and other support activities for
faculty working within the state. Increasing awareness about early intervention
opportunities is important as Is the development of training opportunities at aii levels of
preparation. -We hope that these materials will be useful to you and welcome your
comments about additional content topics, instructional suggestions, and other activities.

Please Send Completed Faculty and Student Evaluation Forms To:

Lisa Lelfleld, Project Coordinator
oth Floor, Ritter Hall Annex
Temple University Center for Research In Human Development & Education
13th Street & Cecll B. Moore Avenue
Phiiadeiphia, PA 19122 :
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Northeastern Early Intervention Faculty Training Institute
~ FACULTY EVALUATION
Of Training Infusion Modules

College/Unliversity infuslon Module Used
Undergrad Grad

Type of Training Program

Name of Course Number of Students Enroiled
Is this course required for certification or eligibility for licensure in your state?
yves no

If required, what Is the type of certification/ticensure?

Please rate the following statements:

strongly Neutral strongly
Disagree Agree
The layout and format of the module were easy to use. 1. * 2 3 4 5
| was able to use the module easlly without a great deal 1 2 3 a S
of backgnound preparadon.
The module contents fit easlly within the context of the 1 2 3 4 5
course. : . : .
{ feel that the participants/students learned from the 1 2 3 4 S
module.
| feel that the participants/students enjoyed the 1 2 3 a 5

presentation of the module ¢ontents.

Learning Activities

If supplementary learning activities were included In the module contents and If you expanded the iength of the
module by using one or more of the activities, please list each activity and rate the following responses:

T

Learning Actlvity

_ strongly Neutral strongly
_ Disagree Agree
hd #
The written explanation for the activity was clear and 1 2 3 4 5
easy to foliow.
The activity was helpful in enabling the participants to 1 2 3 4 5
_ understand the concepts Introduced through the
: module. .
- i feel that the participants enjoyed the activity. 1 2 3 4 S
{ feel that the particlpants learned from the activity. 1 2 3 4 5
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Northeastern Early Intervention Faculty Tralnlng Instltute

STUDENT EVALUATION
College/University Infusion Module Used
Undergrad Grad
. Type of Training Program
Name of Course Content of Presentation
Please rate the foliowing statements:
strongly Neutral strongly
Disagree Agree
The Information presented was very Interesting. 1 2 3 4 5
| learned something from this module that | did not 1 2 3 4 5
know before.
| am Interested in leaming more about early 1 2 3 4 5
intervention due to having participated in this class
session.
I learned something that | can apply in my current or 1 2 3 4 5

future employment and profession.

The three (3) most important things | learned are:

Thanks for taking the time to complete this evatuationti!



Infants and
Toddlers
With Special

Needs and

Their Families

Related Laws

This module was prepared by the Louisiana State

" Interagency Coordinating Council, Personnel Preparation

Subcommittee, December 1991
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INSTRUCTIONAL MODULE |l

Infants and Toddlers With Disabilities
and Their Families:

Related Laws

PART ONE
I. Objectives
iIl. Outline

ll. Explanatory Materials
IV. Evaluation
V. Resource Material
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Instructional Module i

Infants and Toddlers with Disabilities and Their Families:
Related Laws

I. Objectives
By the end of this module, the student should be able to:

A. Describe the major federal legislation related to
serving young children with disabilities and their
families. '

B. Describe the major provisions of Public Law
99-457.

C. Describe the major themes that underlie current
legislation for young children with disabilities and
their families. . :

D. ldentify major challenges ahd fUtUre directions in
early intervention and service delivery.

[Transparency 1]




lI. Outline

A. Major Legislative Landmarks in Early Intervention Services
1. 1965: Project Head Start
2. 1967: Early and Periodic Screening, Diagnosis, and
Treatment (EPSDT) Program
3. 1968: Handicapped Children’s Early Education
Program (HCEEP)
4, 1972: Economic Opportunity Act Amendment for
Children with Disabilities in Head Start
1975: Public Law 94-142
1986: Public Law 99-457
1990: Public Law 101-476 - Individuals with
Disabilities Education Act
8. 1991: Public Law 102-118

Noo

B. Current Federal Requirements Regarding Services for Infants
and Toddlers Wlth Dlsabllltles and Their Families
_Eligibility
‘Individualized Family Service Plan
A Coordinated Set of Services
Child Find and Public Awareness
Interdisciplinary Personnel

ohwN=

C. Major Themes Underlying Current Legislation
1. Family-Centered
2. Individualized
3. Coordinated With Other Agencies and Professionals
4. Normalization

D. Future Themes and Directions
1. Rethinking Traditional Discipline Boundaries
2. Redesigning Service Delivery Systems
3. Training

YO
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iill. Explanatory Material/Expansion of Module Outline

A unique feature of early intervention services for infants and
toddlers with disabilities and their families is the important role that
state and federal legislation has played in establishing the importance
of early intervention, providing incentives for services, and establishing
regulations that guide and shape practice. This information is
important for students because it provides both a historical background
for the evolution of services as well as an understanding of the current
context of services. In addition, however, students need to be aware
that legislation has been influenced by a set of values or goals that
have helped determine the way in which early intervention services are
organized. The following outline and supportive materials suggest one
way in which this information might be conveyed to students.

A. Major Legislative Landmarks in Early Intervention Services

Federal legislation influencing early intervention can be traced
back to the 1960’s, extending through today. Students should be
aware of the major legislative events; however this should be a
relatively brief presentation. The more detailed presentation should
focus on P.L. 99-457 and subsequent amendments. [Transparency 2]

1. 1965: Project Head Start [Transparency 3]

In 1965 Congress passed the Economic Opportunity Act and
established project Head Start. Head Start was designed to serve
young children ages 3-5 years from poverty environments, based on
the assumption that "early intervention" could decrease the likelihood
of school failure for these children. An array of services are provided
in the program, including day care, developmental enhancement,
medical and dental screening, family support, and nutritious meals.
More than 11 million children have participated since its inception;
approximately two-thirds are from minority groups. This law was
especially significant because it represented the first national

‘commitment to educating young children. . .

"2, . 1967: Early and Periodic Screening, Diagnosis, and
* Treatment (EPSDT) Program -

v | 1967, EPSDT was established as part of P.L. 90-248. Asa’

component of Medicaid, this program required all states participating in
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Medicaid to provide early screening, diagnosis, and treatment for all
children under 21 years who are eligible for Medicaid.

3. 1968: Handfcapped Childreh's Early Education
Program (HCEEP) [Transparency 4]

In 1968, P.L. 90-538 created the HCEEP program in order to
establish model demonstration programs in early intervention. Because
so few programs existed, the intent was to develop a variety of
different service models, demonstrate that they could be implemented
and were effective, and then train others to implement them. The
hope was that demonstrating successful services would lead to the
establishment of more services. Since that time nearly 600 projects
have been funded covering a wide range of topics and serving many
children. It has been called one of the most successful federal
programs ever, and it still exists. More than 80% of the funded
programs continue to operate even after their federal funding has

ended.

4. 1972: _qunomic'Opporfunity‘Act amendment for
~ children with disabilities in Head Start

In this year, Congress mandated that at least 10% of the children
enrolled in Head Start must have some handicapping condition. This is
very significant because it reflects the first national commitment to
providing comprehensive services for a group of children with
disabilities. Currently, approximately 13% of the children in Head Start
have a disability. Most (66%) are classified as having a speech
impairment. Very few. children with severe or profound disabilities are
served in Head Start. - |

5. 1975 Public Law 94-142 [Transparency 5]

.

“In 1676 Congress passed the Education for All Handicapped

~ Children Act.” This law has been referred to as the equivalent of the
_Civil Rights Act for.children with disabilities.” Essentially it guaranteed

a "free and appropriate public education” for every child with a
disability ages 6 through 17 years. An Individualized Education Plan
(IEP) was required, and students were to be served in the "Least

- Res;rictive.Environment." A number of procedt_]ral safeguards were
.. established, including due process, to ensure that parents could get the
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V. Resource Material

A.

Brown, W. (1990). Early interven ion r n:
Annotation and analysis of Part H. Horsham, PA: LRP

Publications.

Dr. Brown’s text provides complete statutes,
legislative history, and regulations, with analysis, for
Part H. '

Campbell, P. H., Bellamy, G. T., & Bishop, K. K. (1988).
Statewide intervention systems: An overview of the new
federal program for infants and toddlers with handicaps.

Journal of Special Education, 22 (1), 25-40.

The authors provide an overview of P.L. 99-457,

Part H and the 14 required components of this statute.
They present a description of states’ efforts to plan
and implement the Part H program with an intent to
provide a comprehensive picture of national early
intervention activities. They discuss potential
challenges for individuals involved in developing and
implementing statewide systems of early intervention

services.
Early Childhood Law and Policy Reporter. (Available from

LRP Publications, 747 Dresher Rd., Horsham, PA 19044)

A comprehensive information and reference service
regarding law and policy. Subscribers receive a full text
of all reported documents as well as concise headnotes
for each document. There also is an easy-to-use
topical index, statutory/regulatory case trackers, and
-complete case tables. An annual subscription is
$225.00. oL
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D. Early Childhood Report. (Available from LRP Publications,
747 Dresher Rd., Horsham, PA 19044)

Subscribers to the Early Childhood Report receive 12

monthly issues ($135 per year) in a newsletter format.
These newsletters provide readers with up-to-the-
minute information about policy and legisiation
affecting service delivery in early childhood special

. education.. The November 1991 issue, for example,
contains information related to P.L. 102-119, the most
recent re-authorization of Part H of P.L. 99-457.

E. Garwood, S. G., Fewell, R. R., & Neisworth, J. T. (1988).
Public Law 94-142: You can get there from here! Topics in

Early Childhood Special Education, & (1), 1-11.

The authors discuss P.L. 99-457 in the historical
context of the implementation of P.L. 94-142. These
authors summarize the provisions of the new law and
discuss several issues that the field of early
intervention needs to address during implementation of
this new legislation. ' .

F. Garwood, S. G., & Sheehan, R. (1989). Designing a
rehensive early i i : Th 1l f
P.L. 99-457. Austin, TX: PRO-ED. .

Drs. Garwood and Sheehan present a brief, yet
thorough, description of P.L. 99-457, Part H. In
‘Chapter 1 they provide a concise description of the
historical and legal foundations of P.L. 99-457, Part H.
Chapter 2 presents an annotated summary of the law

~ and implementing regulations. In Chapters 3 and 4 the

. authors describe the 14 components required in a
statewide, comprehensive early intervention system
and illustrate how states are developing these
systems. They provide numerous instruments and
data collection strategies for documenting compliance
with the 14 minimum components.
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Individuals with Disabilities Education Act (including the
IDEA Amendments of 1991, P.L. 102-119). (Available from
LRP Publications, 747 Dresher Rd., Suite 500, Horsham, PA

19044-0980) -

National Information Center for Children and Youth with
Disabilities. (1991). The education of children and youth
with special needs: What do the laws say? News Digest, 1

(1), 1-15.

This publication presents a brief discussion of laws
related to the educational and civil rights of children
and youth with disabilities through the age of 21. A
resource list of organizations and a bibliography of
additional readings are provided for readers who want
more specific information.

Shonkbff, J. P., & Meisels, S. J. (1990). Early childhood
intervention: The evolution of a concept. In S. J. Meisels

& J. P. Shonkoff (Eds.), Handbook of early intervention.

~ Cambridge: Cambridge University Press.

- Drs. Shonkoff and Meisels describe the evolution of
“early childhood intervention. They trace the theoretical
and legislative history of the field. They analyze
P.L. 99-457 and examine four broad issues that they
 believe will launch us into an exciting new era of early
intervention in the 1990s.

Smith, B. J. (1988). Early intervention public policy: Past,
present, and future. In J. B. Jordan, J. J. Gallagher, P. L.
Hutinger, & M. B. Karnes (Eds.), Early childhood special
- education: Birth to three. Reston, VA: ERIC Clearinghouse
" on-Handicapped and Gifted Children. .

~ - Dr.-Smith discusses the evolution of public policies
"' relatéd to early intervention services. She reviews the
“past trends in federal and state policies that have
“provided funding and programming for very young
- children and their families. - She describes the present
- status of federal and state policies for early
" intervention under P.L. 99-457 and proposes several
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policy challenges that lie ahead for the field of early
intervention.

Smith, B. J., & Strain, P. S. (1988). Early childhood
education in the next decade: Implementing and expanding
P.L. 99-457. Topics in Early Childhood Special Education, 8
(1), 37-47. :

The authors propose several future challenges for the
early childhood special education field. They suggest
that in the next decade early childhood special
education public policy developments will be related to
implementing current policy under P.L. 99-457 and to
expanding policy in order to assure that quality
services are available to all eligible children and
families. :

Thiele, J. E., & Hamilton, J. L. (1991). Implementing the
early childhood formula:. Programs under P.L. 99-457.

Journal of Early Intervention, 15, 5-12.

The authors describe the progress states and U.S.

" territories are making in implementing the Part H
program and Section 619 preschool grants programs
authorized by P.L. 99-457. They note some of the
particular challenges states faced in the third year of
the five year phase-in period for Part H and Section
619. '

Trohanis, P. L. (1988). Preparing for change: The
implementation of P.L. 99-457. In J. B. Jordan, J.J. -

Gallagher, P. L. Hutinger, & M. B. Karnes (Eds.), Early

Birth to three. Reston, VA:

Dr. Trohanis describes how.the P.L..99-457, Part H
program: represents: new: policy that must be translated
into action by all states participating in this program.
He outlines the process of change as it relates to Part
H.:- He discusses. the role of the change agent in ‘

" ensuring that the targets of change (i.e., the users) are L
kept in mind throughout the change process.
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N. Walsh, S., & McKenna, P. (1990). LaW ffecting children
with ial n : Sel d federal tes an
requlations. Horsham, PA: LRP Publications.

This convenient loose-leaf reference contains the law -
and regulations that relate to the delivery of services to
~ children with special need, birth through 21 years.
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Faculty
Presentation
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Infants and Toddlers
With Special Needs
and Their Families

Related Laws

Lecture Notes
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Faculty
Presentation
Guide

Law Transparency #1

Objectives

Participants will be able to:

v Describe the major federal legislation
related to serving young children with
disabilities and their families.

v Describe the major provisions of
P.L. 99-457.

V' Describe the major themes that underlie
current legislation for young children with
disabilities and their families.

v Identify major challenges and future
directions in early intervention and service
delivery.

Lecture Notes

30
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Guide

Law Transparency #2

Major Federal Legislaﬁon
in Early Intervention

1965
1967
1968
1972

1975
1986
1990

Project Head Start
EPSDT Program

HCEEP Network
Children With Disabilities
in Head Start

P.L. 94-142 (EHA)

P.L. 99457

LD.EA. (P.L. 101-476)
PL.102-119

- Lecture Notes




Faculty

Presentation -
Gui de Law Traosparency £3

Project Head Start
(1965)

v Serves poverty children ages3 - 5
e about 2/3 from minority

groups
® 10% must have disability

(currently about 13% have
disabilities)
Provides wide array of service
¢ Day care
¢ Education
o Medical/Dental
o Family Support

Lecture Notes

52
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Guide

HCEEP
(1968)

Intended to establish and demonstrate
the feasibility of various models and

programs

More than 600 funded since 1968, 80%
continuation rate

Now called the Early Education for
Handicapped Children Program

Increasing emphasis on infants and
toddlers

Lecture Notes

LA SICC Personnel Preparation Subcommittee, 1991
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Presentation
Gui d e Law Transparency #5

EHA - Public Law 94-142
(1975) |

Free and appropriate public education
for all children with disabilities

Individualized planning required
Least restrictive environment

Procedural safeguards/due process

Optional services for 3 - § year olds

Lecture Notes

54
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Guide

Law Transparency # 6

Public Law 99-457
(1986)

', Extended P.L. 94-142 ©

children ages 3 - 5 years
o Five year timeline with required

implementation
e 1991 - All states have established

mandates
v New Part H regarding

Infants and Toddlers
e Voluntary for each state
® Incentives and guidelines
' established

Lecture Notes

R
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Faculty

Presentation _
Law Transparency #7

Guide

Eligibility for Infant and
Toddler Program

States may establish criteria
for each of these three
categories:

~ Established delay (required)

|+ Conditions likely to result
in delay (required)

v At-risk (optional)

Lecture Notes

56
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Law Transparency #38

RV R R 1

Components of the
Individualized Family
Service Plan (IFSP)

Child's present level of development
Family resources, priorities, and
concerns

Major outcomes, criteria, procedures,
and timelines for the child and family
Early intervention services to be
provided

Dates and duration of services

Case manager or service coordinator
Transition plan

Statement of natural environments in
which services will be provided

‘Lecture Notes

T
oJ

' LA SICC Personnel Preparation Subcommittee, 1991




Faculty
Presentation

Guide Law Transparency #9

A Coordinated System
of Services

v Lead agency must be established
@ Could be Education or another
department .
@ Lead agency is responsible for

ensuring services
v Interagency coordination is essential
@ States must have a state ICC
@ Many also have local ICCs
v Service coordination
@ Designed to help families and
children gain access to services

Lecture Notes

o8

=T LA SICC Personnel Preparation Subcommittee, 1991 -
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Guide

Law Transparency # 10

Public Awareness

v Child Find (screening and
identification program) is needed.

v Public awareness activities must be

provided.
v A central directory must be
established describing services,

resources, experts, and
demonstration projects.

Lecture Notes

11
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Presentation
Gui de Law Transparency #11

| Interdisciplinary Personnel

~» Personnel standards

e Must i)e established
across discipline

o "Highest level”
requirement

v Multiple Disciplines

Lecture Notes

60

LA SICC Personnel Preparation Subcommittee, 1991 - -
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Presentation

Gui de : | Law Transparency # 12

Major Themes Underlying _
Legislation

v Family-Centered

v Individualized
v Coordinated

v Normalized

Lecture Notes

61

LA SICC Personnel Preparation Subcommittee, 1991
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Guide

N
Law Transparency #13

Laws and

Services in

Lecture Notes

62
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Presentation

Law Transparency # 14

‘Guide

Future Themes/Directions

v Rethinking traditional
discipline boundaries

v Redesigning service
delivery systems

v Training

Lecture Notes

15

63
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Related Laws
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Association for Retarded Citizens

Public Law 99.457
Amendments to the Education
of the Handicapped Act

to authorize a new prsdlbol program for three to five year

olds and an early intervention program for handicapped in-
fants and toddlers and for other purposes.*

What does the New Law (P.L. 99-457) Cover?

The U.S. Congress has enacted legislation to expand
coverage under the Education for All Handicapped Chil-
dren Act (P.L. 94-142), to mandate a preschool program to
serve children age three through five, to establish a new
Early Intervention State Grant Program for infants and tod-
dlers from birth through age two, and expand and improve
various discretionary programs within the Education of the
Handicapped Act (EHA) programs. President Reagan
signed the bill into law on October 8, 1986.

The new law (P.L. 99-457) repeals the existing Pre-School
Incentive Grant Program which in school year 1985-1986
reimbursed school systems with approximately $110 per

child served between the ages of three and five years and

replaces it with a Pre-School Grant Program.

When Must the Pre-School Provisions of P.L.
99-457 be Implemented?

States must guarantee in their P.L. 94-142 state plans that
all children with handicaps from age three will be served
by school year 1990-1991, with an additional year granted
t0 the states to meet the three to five year mandate if the
Congress fails to appropriate the necessary funds. Under
anv drcumstance, all children with handicaps between the
ages of three and five, inclusive, must be served by school

".year 1991-1992. )

The one-year waiver would take effect if the Congress
fails to appropriate 1) a total of $656 million during fiscal
years 1987, 1988, and 1989 or 2) at least 5306 million in fiscal
year 1990. . )

Failure to serve all children three to five will resultin the
loss of: the state’s funds under the Pre-thool Grant; the
ability to count the three to five year old childrenintheP.L.
94-142 child count along with the funding attached to that
reimbursement formula; and, any discretionary grants
under EHA specifically related to pre-school services.

What. are the Provisions of the Law for Pre-
School Children? ’

Pre-school services will generally be defined according
.0 the requirements, rights, and protections under P.L.

34-142. In‘eifect, a free, appropriate public education to all
O ildren with handicaps from age three must be guaran-

-RJCxd. including provision of Individual Education Pro- _
Z91ms (1EP), Least Restrictive Environment (LRE), due prog g Pre-School Grant funds. In fiscal year 1988 and in subse-

FullToxt Provided by ERI

October 1986

cess protections, appropriate parental involvement and
other basic P.L. %4-142 provisions. .
There are several provisions specific to three to five year
olds. For instance, children with disabilities in this age
group will not need to be labeled with a spedific disability.
Since family services play an important role in pre-school
programming, instruction for parents, to the extent de-
sired by the parents, is an appropriate provision within the
child’s IEP. Service delivery models can range from part
day home-based to iull day center-based, depending on
the unique needs of a particular child. Finally, aithough

‘the program is administered through state and local

education agencies, they may contract with other public
and private programs, agendies, and providers in order to
provide the full range of services to comply with the law.

How will Funds be Provided to States for Pre-
School Children?

In passing P.L 99-457, the Congress is promising a sub-
stantial increase in federal funding for pre-school services.
The new funding system to be used for the first three years
of the Act is established on two tracks. For all pre-
schoolers presently served, the law authorizes up to $300
per child in FY 1987 (school year 1386-87), up to $400 per
child in FY 1988 and up to $500 per child in FY 1989. During
this same three-year period, all new pre-schoolers served
each year (the total number served minus those served in
the previous year) will be funded at up to $3,800 per child
for one year. During this three year phase-in, an estimated
80,000 presently unserved children are expected to receive
services under the Pre-School Grant. States can decide
how many new children to serve in any of the phase-in
years, with the understanding that all children must be
served by school year 1990-1991. The §3,800 per child reim-
bursement is based on an estimation that approximately
27,000 additional children will be served during each of the
three phase-in years. If states were to serve more than that
amount in a given year, the $3,800 per child reimburse-
ment would be proportionally reduced. Following the
three-year phase-in period, all three to five year old chil-
dren served will generate up to $1,000.

It is important to note that all of the above funding

projections are based on authorization levels in the law.
The Congress must decide each year exactly what amount
it will appropriate. Again, regardless of the amounts
appropriated, the full mandate is applicable starting
school year 1991-1992. ' ‘
. Also important to note is that the Pre-School Grant and
the P.L. 94-142 State Grant are forward funded (i.e., funds
appropriated for FY 1987 are made available on July 1,1987
for use in school year 1988-39).

During fiscal year 1987, the State Education Agency (SEA)
must pass on to Local Education Agendes (LEA) and In-
termediate Education Units (IEU) at least 70 percent of the
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- quent years, the state must pass on at least 75 percent of States may also serve children after their third birthday
the funds to LEAS and IEUs. The state may not expend more up until such time as the child begins being served under
an five percent of the funds for administration in any P.L. 94-142. Transition and coordination between the Early
ascal year. Intervention Program and the special education system is
The new law also contains provisions requiring state required.

policies and procedures for the development and imple-

mentation of interagency agreements between the SEA . . . .
and appropriate state and local agencies defining financial What s Included in Early Intervention Services?

responsibilities for providing education and for resolving Services under this program must be designed to meet
disputes. the developmental needs of the child in one or more of the
The Actalso prohibits federal and state funds, particular- following areas: physical development, cognitive de-

ly those currently allocated for the Title V Maternal and velopment, language and speech development, psycho-
Child Health Block Grant and Title XIX Medicaid programs social development or self-help skills. Such services in-

from being reduced in serving pre-school children. clude:
« family training, counseling and home visits;

« special instruction; :
: « speech pathology and audiology; ",
What are the Early Intervention Regquirements 3;;“2?‘:::13 t:;_ﬁPY:
for States? « psychological services;

P.L 99-457 establishes a new Early Intervention State * case management;* . . )
Geant program to serve infants and toddlers from birth + medical services only for djagnom or evaluation;
through the age of two. The program becomes Part H of « early identification, screening, and assessment; and
the Education of the Handicapped Act. « health services necessary to assist the child to benefit

Once a state applies for, qualifies for, and receives funds from other early intervention services. .
under Part H, it mustassure the Federal Government thatit The services must meet state standards and be provided
will have in place a statewide, comprehensive, coordin- by qualified personnel at no cost except where Federal or
ated, “multi-disciplinary, interagency system to provide state law provides for a system of payments by families,

early intervention services for all infants and toddlers with including sliding fees. The services must also be provided
ndicaps and their families within four years of the re- ‘% accordance with an individualized family service plan

cipt of such funds. . (IFSP).

What are the Timelines for Establishing the _
Early Intervention Program? How is an IFSP Developed? .
Each child and its family must receive a multi-

ter?/::ggnmf’sogr:m“::cz;a; fg:g; ﬂ&eed;;:et:‘nzst as’st::': disciplinary assessment of their unique needs and the
o ¢ clanning, developi ‘or imol ine th identification of services appropriate to meet those needs
that it is p_anmn%_. ;"e, °?‘:“g' or t;,mgh?ge"g"fg € specified in a written IFSP. The IFSP must be developed ~
;?;:"&ng;m ﬁugt:ssmt::‘e tt?atsitmhaseadc;pt:: a :‘;',:g; within a reasonable period of time after the assessment.
incorporating the components of a statewide system and r;;enr:ti.f:‘ m:zs 2::5 a J::ill?‘e,ire:gs the IFSP meeting to assist
;gatnﬁ‘e SY"E"‘ w‘gt?\e 't'}"ﬂa;znl.’g dth:‘: :g:‘ mnegegfoth'e Once gevelopeg the IFSP must be evaluated at least
urth year. Dunng this . en nly - . A
conduct muiti-disciplinary assessments, develop the a?:ﬂ":{'kggze f:;:: 'zo':::; bse grc?&dce:; re::v:soffthe -
IFSPs, and make case manag:;ndem services available. fFSP clude: Yy -oP ponents of an -
During the fifth and succeeding years, the statewide : oy .
system must be fully operational and all eligible infants : 2 ﬁtemem‘ offt&chi;:ljdﬂs pr:t.:z:t Iﬁve' o; develop.mtehnt,_ .
and toddlers must be served. Any state that already has a a | tement O ting th ch):lﬁd' gths and needs as they ' |
P.L 94-142 mandate in effect from birth will automatically ;e sgfe:eﬁ:';f ':}fe ar icipated major outcomes fo be

g:ao::;i:ble for funding un de rthe Ear!y lnter.\_r_e? tion achieved and how progress is to be measured; :
T rn e : « identification of the specifti’c‘ e?r!y intervention services -
g e ] ] to be delivered,including the frequency, intensity, and
Who is Eligible for Early Intervention Services? method of delivery; 8 R i

“Handiéapp'ed infants and toddlers” is defined to mean « identification of the.casg manager for imp!emgmation of
individuals from birth to age two, inclusive, who need the plan and coordination with other agencies; and
early intervention because they are: 1)experiencing de-  ° transition steps to special education services under P.L.
spmental delays in one or more of the following areas: 94-142. . _
cugnitive development, psycho-social development, or e i
self-help skills; O}l’;ﬁ_‘ha’re : diagbngsled P*;YSiCB: or me':;a' What are the Components of a State Early
O ition which has a high probability of resulting in de- ' . :
ERICimental delay. States also have the option of serving/ () lnterygntlon System?
= e and toddlers who are “at risk”” of having substantial The new law specifies the minimum components of 3"«
e te o amaal dalae 6 oarlv intarventinn convirac are nOt statewide. comorehensive, coordinated, multi-—
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. definition of “developmentally delayed™;

. timetable to provide services within four years;

rovision for timely evaluations and needs assessment;

individualized family services plans, including case
management; ‘

. a comprehensive child find and referral system;

. a public awareness program;

. a central directory of services and resources;

. a comprehensive system of personnel development;

. a single line of authority to administer, supervise, and
monitor the program;

. a contracting process or other arrangements with loca
service providers; -

- a reimbursement system;

- personnel standards; and

» a data collection process.

The state plan containing this information must be de-
veloped with participation from the public, including pub-
lic hearings. A summary of the public comments and the
state’s response must be included in the plan. Assurances
of equitable distribution of resources among all geo-
graphical areas within each state is also required.

What State Agency is Responsible for the Early

Intervention Program? .

P.L. 99457 gives the Governor full discretion to desig
nate a single lead agency to carry out the Early Intervention
Program. The lead agency may be the state education
-gency, another state agency invoived with providing ser-

.ces to children or a State Interagency Coordinating
Coundil. The lead agency is responsible for:
- the general administration, supervision, and monitoring

of programs and activities; .
. the identification iand coordination of all availabie
" Federal, state, local and private resources, and the

assignment of financial responsibility to appropriate

state agendes;

. the entering into formal state interagency agreements
that offer such finandial responsibility; and

- the resolution of disputes.

What is the Role of the State lhteragenc_y Coor-
dinating Council?2 ¥

The Act requires a State Interagency Coordinating
Coundl which may serve as the lead state agency. The
Council, appointed by the Governor, shall have 15 mem-
bers, of which at least three are parents of infants or
toddlers with handicaps age three through six; at least
three are public or private providers of services; at least
one represents the state legislature; at least one is in-
volved:in personnel preparation, and others representing
each of the state agencies involved in paying for or provid-
ing early intervention services. The Council’s main func-
rions are to advise and assist the lead state agency in

reparing the Early Intesvention application, in the identi-
fication of fiscal and other support, in the assignment of

J‘ﬂandal responsibility to appropriate agencies, and in th;?
Mcvmotion of the interagency agreements. 1

~ouncil meetings must be heid at least quarterly, be
open and accessible to the public. Funds under the Early

e . L o d om ctnéE vt caery ANt the
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functions of the Council.

What Funding is Authorized for the Early In-
tervention Program?

The new law authorizes 550 million.in FY 1987, $75 mil-
lion in FY 1988, and *“such sums as may be necessary’’ for
the next three years. The Congress must appropriate the
actual amounts on an annual basis. Eligible states will be
aliotted their share of the funds based on a census count of
their zero to two population in relation to the two popula-
tions of other states. No state will receive less than one-
half of one percent of the appropriated amount. For exam- -
ple, if $50 million is appropriated in FY 1387, the minimum
allocation states would receive is $250,000. Since there are
already significant amounts of federal and other funding
sources already providing services to infants, the Act re-
quires that the Early Intervention funds be used as the
“payer of last resort.” States are not allowed to reduce
medical or other assistance from other sources, including
specifically Title V Maternal and Child Health and Title XIX
Medicaaid funds. .

In addition to using funds to pian, develop, and imple-
ment the statewide system, state agencies may also use the
funds for direct services not provided by other sources
and to expand and improve existing services.

What Procedural Safeguards are Mandated by

the Law? S
States are required to develop a system of procedural

safeguards that, at a minimum, must provide for:

« the timely resolution of administrative complaints by
parents and the right to appeal to a state or
Federal court; ‘ »

« confidentiality of personal, identifiable information;

- the opportunity to examine records; - '

- procedures to protect the child if parents or guardians
are not known, unavailable, or the child is a ward of the
state; and

- the provision of services pending resolution of the
complaint.

Two types of complaints by parents are allowable. One
concerns the state’s compliance with the law (e.g., failure
to develop an IFSP) while the other deals with more sys-
temic issues, such as the state’s failure to develop a
statewide system. The first type of complaint must be
prleseecr;ted to an impartial individual and be speedily re-
solved.

Now that P.L. 99-457 has been Passed, what
will Happen Next? "

Work has already begun by the Federal Office of Special
Education Programs to develop rules and regulations to
specify how the provisions of the law will be implemented.
This is a process in which the government will propose
these regulations for critical review by those who will be
responsible in the nation’s SEAs and LEAs for implementa-
tion of P.L. 99-457. Others who will reactindude ARCs and

other advocacy and professional organizations as well as
individuale whn have intarect.
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\r\r/hat Specifically Should ARCs and Other
Advocates be Planning to do?

With regard to the three to five pre-school mandate,
since all states are already providing some level of services
to at least a portion of their pre-schoolers with handicaps
and have also at least begun to plan, develop orimplement
Early Childhood Planning Grants under the previous EHA
authority, most will now have to alter their planning to
accommodate the new required timelines under P.L. 99-
457.

Because the states will begin modifying their special
education state plans in the near future to qualify for the
new funds which will become available, ARC chapters
should determine their state’s current status regarding
their present Early Childhood Planning Grant. In those few
states that are serving all of its three to five population, itis
essential to determine whether those programs fully com-
ply with P.L. 94-142 standards (e.g., IEP, LRE, due process,
etc.). If not, the state, under P.L. 99457, must begin to fully
meet those standards. If the state is meeting P.L. 94-142
standards, a determination of how the state intends to use
the additional funds to expand and improve services
should be made. It is important to remember that states
cannot supplant any existing funds currently being used
for pre-school services. New funds should finance addi-
tional or expanded services, for example, transportation
or extended school year programs.

In those states in the planning and/or development
stage, it is vital that work occur with the state and locai
providers on a variety of activities including:

finding unserved children; :

* estimating the number of new children to be served
during the phase-in period;

* assessing personnel shortages and needs;

* assisting new parents in understanding their rights and

responsibilities under P.L. 94-142;

- * How can advocates make sure funds are not beihg
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* monitoring the development of interagenq
agreements; and
* providing comments during the development of s1a
plans. S
Because the early intervention mandate wil] 6n|y ap. 'y
to those states who successfully apply f i
Y apply for funds, the fi 1
and probably most important role for the ARC to play in
obtaining a statewide Early Intervention System is to con-
vince the Governor and the state legislature to submit 1
application. Given the relatively smail amount of fun s
authorized in the program, some states will be reluctant to
apply. ARCs should stress the cost effectiveness of early
intervention on later special education and long-term ¢z »
for persons with handicaps. :
In regards to the specific provisions of the Early In-
tervention program, several key provisions requiring " -
tive ARC involvement inciude:
* Which state agency is best suited to be the lead agency?
* How should “developmentally delayed” and “at risk”’ be
defined? ' S
* How will the state identify all the children?

“« Should “at risk” children be served?

* Who should be appointed to the Coordinating Counc™

* What is the best utilization of the program’s funds? = -

* How can meaningiul interagency agreements be
reached and fully implemented? :

. I'::(S)‘:? @n “new” parents be helped to participate in th~

~ *'How should the children reaching three years of age be

successfully transitioned in spedial education?

supplanted?”

. * Special thanks to Fred Weintraub and Joe Ballard, th

Coundil for Exceptional Children for their assistance in
developing this information.



Law Transparency #1

Objectives

4Participants will be able to:

V' Describe the major federal legislation
related to serving young children with
disabilities and their families.

v Describe the major provisions of
P.L. 99-457.

V' Describe the major themes that underlie
current legislation for young children with
disabilities and their families.

v Identify major challenges and future
directions in early intervention and service
delivery.
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Law Transparency #2

‘Major Federal Legislation
in Early Intervention

1965
1967
1968
1972

1975
1986
1990

1991.

Project Head Start
EPSDT Program

HCEEP Network

Children With Disabilities
in Head Start

P.L. 94-142 (EHA)

P.L. 99-457

LD.E.A. (P.L.101-476)
 P.L.102-119

LA SICC Personnel Preparation Subcommittee, 1891
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Law Transparency #3

v Provides wide array of service

Project Head Start
(1965)

v Serves poverty.children ages 3 - §

@ about 2/3 from minority
groups

® 10% must have disability
(currently about 13% have
disabilities)

® Day care
® Education
® Maedical/Dental
® Family Support

LA SICC Personnel Preparation Subcommittee, 1991




Law Transparency #4

HCEEP
(1968)

Intended to establish and demonstrate
the feasibility of various models and

programs

More than 600 funded since 1968, 80 %
continuation rate

Now called the Early Education_ for
Handicapped Children Program

Increasing emphasis on infants and
. Atoddlers

LA SICC Personnel Preparation Subcommittee, 1891




Law Transparency # S

EHA - Public Law 94-142

(1975)

Free and appropriate public education
for all children with disabilities

Individualized planning required
Least restrictive environment
Procedural safeguards/due process

Optional services for 3 - 5 year olds

LA SICC Personnel Prepafatlon Subcommittee, 1991
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Law Transparency # 6

Public Law 99-457
(1986)

~» Extended P.L. 94-142 to

children ages 3 - 5 years

® Five year timeline with required

implementation
® 1991 - All states have established

mandates
v+ New Part H regarding

Infants and Toddlers

® Voluntary for each state
® Incentives and guidelines
‘established

LA SICC Personnel Preparation Subcommittee, 1891
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Law Transparency # 7

' Eligibility for Infant and
' Toddler Program

States may establish criteria

- for each of these three

categories:

v Established delay: (required)

» Conditions likely to result
in delay (required)

v At-risk (optional)

LA SICC Personnel Preparation Subcommittee, 1991




Law Transparency # 8

Components of the
Individualized Family
Service Plan (IFSP)

Child's present level of development

Family resources, priorities, and

concerns

Major outcomes, criteria, procedures,

and timelines for the child and family
“Early intervention services to be

provided |

Dates and duration of services

Case manager or service coordinator

Transition plan

Statement of natural environments in
which services will be provided

LA SICC Personnel Preparation Subcommittee, 1991
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Law Transparency # 9

A Coordinated System
' of Services

v Lead agency must be established
® Could be Education or another
department
® Lead agency is responsible for
ensuring services
v Interagency coordination is essential -

@ States must have a state ICC

@ Many also have local ICCs

v Service coordination
® Designed to help families and
children gain access to services

LA SICC Personnel Preparation Subcommittee, 1991
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Law Transparency # 10

' Public Awareness

v Child Find (screening and |
identification program) is needed.

v Public awareness activities must be
provided. |

v A central directory must be
established describing services,
resources, experts, and |
demonstration projects.

LA SICC Personnel Preparation Subcommittee, 1891




Law Transparency # 11

| Interdisciplinary Personnel

v Personnel standards

e Must be established
across discipline

e "Highest level”
requirement -

v Multiple Disciplines

LA SICC Personnel Preparation Subcommittee, 1991




Law Transparency # 12

Major Themes Underlying
Legislation

v Family-Centered

v Individualized
v Coordinated

v Normalized

LA SICC Personnel Preparation Subcommittee, 1991
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Law Transparency #13

Laws and

Services in




Law Transparency # 14

Future Themes/Directions

v Rethinking traditional
discipline boundaries

v Redesigning service
delivery systems

v Training

LA SICC Personnel Preparation Subcommlitee, 1991
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and Their Families:

The Importance of the 'Family
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lI. Outline of Session

A. Functional Definition of Family

1.  Security

2. Sustenance
3. Support

4. Socialization
5.

Stimulation

'B. Factors That Affect Family Functioning

1.  Structure

2. Stage in Life Cycle

3. Sources of Support

4. Resources

5. Values

6. Risk Factors
C. Professional/Family Relationships

1. Passive Observer

2. Receiver of Information -

3. Parents as Teachers 4

4. Collaborators and Decision-Makers
D Ecological/Family Systems Theory

1. Ecological Model of Human Development

a. Microsystems

b. Mesosystems

c. Exosystems

d. Macrosystems
2. Elements of Family Systems Theory
Circular Causality
Nonsummativity
Equifinity
.Coemmunication
Rules
Homeostasis
Morphogenesis

f
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Instructional Module |

Infants and Toddlers with Disabilities and Their Families:
The Importance of the Family

I. Objectives
At tﬁe completioﬁ of this module, the student wili:
A. Provide a functional definition of the family.
B. Identify factors that affect family functioning.

.~ C. Identify trends in professional conceptualizations of families :
and of professional/family relationships.

D. Discuss the rationale for, and issues in, family-centered
intervention approaches. . '

. E. Describe the key elements of an ecological model of human -
development and of family systems theory.

[Transparency 11

91
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E. Family-Centered Approaches
1.  Functiona! Definition
2. Assumptions
3. Principles for Intervention




lil. Explanatory Material/Expansion of Module Outline

The most effective introduction 1o family-focused or family-
centered intervention comes from dialogue between students and
families themselves. Consequently, it is strongly recommended that
this module be co-taught by family members and professionals.
instructors should bring to their classrooms members of families that 5
contain a young child with a disability who are the consumers of :
professional services that students are being trained to provide.- Such
family members should represent diversity to include mothers, fathers,
and siblings. It will probably be sufficient that instructors simply
suggest to family members that they talk informally to the class about }
what, from a consumer’s perspective, would be important for students ”
to know or understand to be effective with families. Instructors may
wish to review key elements in the module outline to guide information
sharing with families about personal experiences during the discussion.

Instructors may want to consider a preliminary dialogue with
students about family functions and factors that affect family
functioning. It is very likely that students will be able to generate a
reasonably comprehensive list. Some interesting differences in
perspectives might emerge from discussions revolving ‘around
structural versus functional definitions of families. The instructor will
want to consider introducing specific concepts such as informal and
formal social support or the interaction of multiple risk factors. If such
a class discussion precedes the class dialogue with family members,
students can be alerted to listen for mention of sources of support,

important family values, etc.

One can argue, alternatively, that an initial conceptual discussion

might serve 10 distance students from the family’s experience (as,

some would suggest, professional training tends t0 do in general). An i
instructor who leans toward this point of view might wish to record
the familymemberspresentation and dialogue with students. As
subsequent class discussion addresses the points raised in the outline
above, the tape will be available to supplement students’ recollection
of what the family member has said in relation to specific issues. If
the instructor chooses to use @ follow-up discussion, he or she should
emphasize that intervention can be professionally-centered or family-
centered. The traditional professionally-centered approach is
characterized by professionals making decisions for and implementing K
interventions with families. Family-cgndtered approaches are supported -

Lo



by the realization that the young child with disabilities is best
understood within the family context. Central to this approach is the
fact that changes in any one family member affects every other
member. For example, a young child that learns effective social-
communication skills will favorably affect parents, resulting in more
numerous and prolonged playful interactions. Such interactions
provide additional opportunities for the child to further improve social-
communication behaviors. Family-center approaches are often referred
to as a systems-ecological or transactional philosophy. ‘

The instructor should also emphasize that there is great family
diversity within our society. Such diversity is characterized by rather
dramatic changes in what American families look like along a number
of dimensions. For example, there has been a dramatic increase in
single parent families. Another example of change is the great
diversity in cultural backgrounds now represented by families that
constitute our society. Such changes should be viewed positively and
students should be helped to understand that to be effective
professionals must learn to collaborate with families in ways that
encourage and respect their abilities and rights to make decisions about
specific outcomes and services for their child with a disability and for

their family.

Finally, instructors should explain that families, like individuals,
are characterized by their uniqueness. Professionals cannot assume
that all families will react in similar ways to the presence of a child
with a disability. Different families bring different strengths, resources,
concerns, and values to the professional-family relationship. Evidence
does suggest, however, that most families are very resourceful and are
able to meet the generic and special challenges of parenting a child

who happens to have a disability.

. Inviting family members to co-teach this module not only provides
an opportunity for live dialogue between family members and students.
but also demonstrates the instructor’s own commitment to creating a
parent/professional partnership. If one believes that students learn -
from what they see, not from what they are told, the effort is clearly
worth making. However, if it is impossible to bring family members
into the classroom or to move the class to a service setting where
family members could speak with the students, the instructor may
substitute the video, Supporting Families and Their Prematurely Born
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“much influence day to day family life. Families in our society have

Babies, Beyond Assumptions When Parents Talk and Providers Listen.
If no video monitor is available, the essays by Fern Kupfer and Ann
Oster (National Center for Clinical Infant Programs, 1985) might be
used as a starting point for discussion. :

'_ A. Functional Definition of Family [Transparency 2]

There are many ways to define "family.” One definition is "A
group of people, related by blood or circumstance, who rely-upon one
another for security, sustenance, support, socialization and
stimulation™ (Chynoweth & Dyer, 1991)." Another way to think about
families is in terms of the functions they perform for individual
members and for society in general. Families provide security, both

* physical and psychological, for their members. Families also provide

sustenance or monetary support to help meet the basic requirements to
support life such as food and clothing. Families provide emotional
support for its members by providing physical attention, affection, and
acceptance. Families also provide stimulation for its members which
promotes growth and learning throughout the lifespan. Finally, families

‘also serve as mediators between its members and society, resulting in

the transmission of values and culture.
. B. Factors That‘Affect Family Functioning [Transparency 3]

 There are many factors that can affect farhily furii:tioning, making
each family very unique in the way it functions. Some of these factors
include structure, stages, support, resources, and values..

1. Structure [Transparency 4]

One important variable that influences overall functioning is family
structure. "Who is in the family” and "what roles do they play" very

changed tremendausly during the past few years. No longer is the
~typical™ family characterized by intact couples with children with
mothérs playing exclusively expressive roles like child caregiving and
fathers playing exclusively instrumental roles like providing income.
There has been a dramatic increase in the number of single parent .
families. There also have been profound changes in the traditional B
*roles” held by family members as more mothers have found it |
necessary to engage in out of home employment. This does not mean,
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however, that contemporary families are less able to function
effectively. It does mean that families have changed in response to
changing demands.and circumstances in general society.

2. Stages [Transparency 4}

Another important consideration in family functioning is the family
life cycle stage. Traditionally, family life cycle stage has been
identified by the chronological age of the youngest child. This concept
is important since the needs, priorities, and concerns of families are
partly determined by the task demands of each stage. For example,
the family tasks associated with adapting to the presence of an infant
will no doubt be different than those tasks associated at a later point in
the family life cycle when all children have departed from the

household.
3. Support [Transparency 4]

Social support refers to the resources such as information

| provided to families in response to the need for aid and assistance.

The persons and institutions with which a family and its members
come into contact, either directly or indirectly, are referred to as the
family’s personal support network. There is a distinction between two
sources of support. Informal support networks include individuals such
as friends, neighbors, and extended family members and institutions
such as a church that are accessible to provide support the families on
a daily basis. Formal support networks include both professionals
(e.g., physicians and educators) and social agencies (e.g., hospitals
and early intervention programs) that are formally organized to provide:
aid and assistance to families and individuals seeking help. Obviously,
the quantity and quality of a family’s social support network will
influence a family’s reactions to normative and non-normative events.

- 4. .._Resoaurces_[Transparency 5]

All families have resources. Resources may involve. tangible

_ things like money, housing, clothing or more intangible things like

commitment to each other -or a general philosophy that "things always
work out”. The influence of resources on overall family functioning is
much more related to a family’s perception of the adequacy of their
resources than to the mere number or monetary value of resources.
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5. Values [Transparency 5]

Each family have its own value system. These values directly
influence what individual family members view as concerns, needs, or
priorities. Recent years has seen a dramatic increase in the number of
different cultures represented by families that make up our society.
Therefore, it is predictable that families will hold and express different
values. It is important to recognize this fact and to be sensitive to and
respectful of the influence that values and culture exert on individual

and family behavior.
6. Risk Factors [Transparency 5]

Research and experience have indicated that some individuals and
families may be more at risk for problems than others. Several factors
related to families, individual family members, and to society in general
may singularly or in combinatior: result in families experiencing
difficulties. For example, a family composed of a teenaged mother and
a premature infant residing in a rural area may be at risk because of the
interaction of factors both internal to and external to the family. The
teenaged mother may experience difficulty in providing resources for
her infant, influencing such factors as the baby’s nutrition and overall
health status. The infant may be less responsive to the mother than

“would be a full-term baby, resulting in disturbances in mother-infant

interactions. There may be a lack of formal support systems such as
an early intervention program in a rural area, resulting in the lack of
information or support. These factors could interact to put this family

at risk for such factors as extreme stress experienced by the mother or

the infant experiencing long-term developmental delay.

C. Profeséional Conceptualizations of Families and
Professional/Family Relationships

Early intervention, as a distinct field, is approximately 25 years
old. During this brief history, professionals have viewed and involved
families in different ways [Transparency 6]. It is important to note that

_families should have opportunities to :xercise options about what roles

they play during the intervention proc:ss. The important distinction of
a family-centered approach from a professional-centered approach is

that parents do have choices about what roles, if any, they play in the
intervention programs and that professionals respect and support su_ch

9y -5
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choices. One role that families can play is that of being a passive
observer of professionals. This role has often been assigned parents
by professionals for a number of reasons. Professionals may view
families in negative ways. At the extreme families may be viewed as
actually "causing” many of their child’s problems by having poorly
developed parenting skills. Another role families can play is that of
being receiver of information from professionals. That is, professionals
control the intervention process and inform parents of their decisions.
One popular role for families is to carry out professionally-prescribed
interventions. This role often involves parents and siblings as teachers
of their child with a disability. Finally, families can be ‘collaborators and
decision-makers. Such a role means that family members have equal
status with professionals and actually make final decisions about the
intervention process. In the final analysis families should always

choose the role(s) they wish to take.
D. . Basic Elements of Ecological/Family Systems Theory

The current approach to understanding families and how they
function usually involves the application of principles from two
interrelated theories, the ecology of human development and family
systems theory. s '

1. Ecological model of human development
[Transparency 71

This view of human development envisions individuals as being
embedded within-a number_ of important systems. The interactions,
both direct and indirect, between the individual and these systems help
explain important human outcomes such as learning and socialization.
Another key concept of human ecology theory is that individuals are
changed by interactions with systems and, in turn, change the

- systems. - These.reciprocal exchanges are crucial to understanding

human growth and. development. Four major systems are usually
considered from this model.. First, there are the interactions within
immediate settings called microsystems. Examples of microsystems
include the family or a day care center. Second, there are the
interactions betweén microsystems referred to as mesosystems. An
example of such linkages would be staff from an early intervention
program visiting the home setting of an infant. Third, exosystems are
those settings that have a bearing on the development of.a child, but in

LT 98 -6



which the child does not play a direct role. An example of an
exosystem would be the workplace of parents. Finally, meso- and
exosystems are set within the broad system of a particular culture.
These systems are called macrosystems and represent a shared belief
about how things should be done as well as the institutions designed
to represent those assumptions.

2. Family Systems Theory

Another important set of principles currently used to understand
families has evolved from family systems theory. First, there is the
concept of circular causality. This principle holds that changes in any
one member of a family affects other family members and the family
system as a whole. Second, there is the concept of nonsummativity
which holds that the family system as a whole is more than just the
sum of its individual members. Third, the concept of equifinity
involves the notion that similar stimuli may lead to different outcomes
and similar outcomes may result from different stimuli. Fourth,
communication is viewed as all behavior being interpersonal messages
that contain both factual and relationship information. Fifth, all

" families have rules which operate as norms and serve to organize
family interactions. Sixth, the concept of homeostasis holds that
families strive to maintain stability via family norms and feedback
loops. Finally, the tenet of morphogenesis holds that families also
require flexibility in order to adapt to internal and external change.

E. Family-Centered Approaches [Transparency 8]

Traditionally, early intervention services have been characterized
as being professionally-centered and focused only on the child. That
is, professionals looked at what the needs of the child were, usually in
isolation from the family context, and decided what and where
intervention services should be provided. Family input was minimized
-or ignored completely. Itis now apparent, however, that in order to
maximize the positive outcomes of early intervention professionals
must view the needs of the child within the family context and
encourage parents to be informed decision-makers. - That is, families, if
they so choose, make final decisions about what outcomes are
targeted for intervention and what services are provided.

1.  Functional Definition = =~ - |
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The term family-centered refers to a combination of beliefs and
practices that define particular ways of working with families that are

consumer driven and competency enhancing.
2. Assumptions [Transparency 9]

There are a number of assumptions that characterize a family-
centered approach. First, changing children will change other family
members. If children become more competent then -family members
will view the child and respond to him or her in different ways.
Second, providing information and teaching parenting skills can change
families. For those families who request specific information and
training, changes can be expected in the way they view themselves
and the way in which they interact with their children. Third, personal
counseling can change families. Some families will request formal
counseling as a priority, resulting in changes based on their ability to .
communicate better or in the reduction of stress. Fourth, increasing
parent empowerment can change families. Parent empowerment
involves working with parents in ways that enhance their sense of
competence and decision-making abilities. One important way this can
be achieved is through professionals explicitly acknowledging that it is
the family that really contains the crucial figures in a child’s life.
Finally, providing more support services can change families. The most
positive changes in families come about when professionals provide
support services requested and valued by family members themselves.

3. Principles for Intervention

Specific principles underlying a family-centered approach to early
intervention include the following: (1) states and programs should
define "family”.in a way that reflects the diversity of family patterns
and structures; (2) respect for and acceptance of each family’s own
structure, roles, values, beliefs, and coping styles is a cornerstone of

‘family-centered .intervention; (3) intervention systems and strategies

must honor the racial, ethnic, cultural, and socioeconomic diversity of
families; (4) respect for family autonomy, independence, and decision
making means that professionals re-examine their traditional roles and
practices and develop new practices when necessary to promote
mutual respect and partnerships; (5) professionals are seen as the
agents and instruments of families, and intervene in ways that
maximally promote family decision making, capabilities, and
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competencies; and (6) intervention practices are almost entirely
strength- and competency-based and the provision of resources and
supports aim primarily to strengthen a family’s capacity to build both
informal and formal networks of resources to meet needs.

101
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[V. Evaluation

Instructors may wish to evaluate student outcomes using one or
both of the foliowing techniques. '

1.

Prior to introducing this module, have students list five
things they believe to be true about most:individuals with
disabilities and their families. Ask several students to share
their beliefs in a ‘class discussion. Collect the written
statements from students. Following the completion of this
module, discuss with students how their beliefs have been
changed or modified. Note changes that.reflect a better
understanding of a family-centered philosophy.

Knowledge test. Instructors may want to use the following
test in a pre-post fashion or a post-test only approach. Ask
students to respond to the following ten statements by
placing a "+ " by the statement if they believe it represents
family-centered intervention or a "_" if they believe it
represents professionally-centered intervention.

1. Proféssionals should understand that there is one
ideal type of family that contains both a mother
and a father, enabling these families to function
better than other types of families. '

2. Professionals who are properly trained make
better decisions for families than can be made by

family members themselves.

3. Professionals must understand that any changes
produced in young children with disabilitjes affect

other family members.

4. Professionals should interact with families in
ways that clearly indicate their respect for
cultural and diversity in families.

5. Professionals need to understand that formal and
informal family support systems affect family
functioning and child outcomes.
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Professionals need to understand that parenting a
child with a disability inevitably leads to a
dysfunctional family.

Professionals’ views on the needs of young
children with disabilities result in more functional
interventions that those based on the views held
by families.

A professional tells a parent that he or shé must
spend 30 minutes each day doing physical
therapy.

Professionalé need to understand that families
respond and adapt in different ways to stressors
associated with parenting a child with a disability.

. Professiohals and families should share

information and collaborate on family and child
outcomes but final decision-making should rest
with the family. '
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o Family Transparency #1
Guide =
Objectives

7 Provide a functional definition of the
family

7 Identify factors that affect family
functioning

/ Identify trends in professional
conceptualizations of families and of

professional/family relationships

7 Discuss the rationale for, and issues in,
family-centered intervention
approaches

7 Describe the key elements of an

ecological model of human
development and of family systems

Lecture Notes
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Family Transpareocy #2

A family is a group of
people, related by
blood or circumstance,
who rely upon one
another for security,

sustenance, support,
socialization, and
stimulation.
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Family Transpareacy # 3

Some factors that affect
family functioning:

s Structure

v Stages

v Support

v Resources

v Values

v Risk Factors
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F l{lC LA SICC Person.nel Preparation Subcommittee, 1891

JArui et providod by i



Faculty
Presentation
Guide

Family Transparency # 4
Family Functioning
Factors

s Structure
Who is in the family?
What roles do they play?

s Stages
Child stage
Family stage

v Support

Informal support system
Formal support system
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. Family Transpareacy # 5
Guide .

7 Resources

'Adequacy of resources

v Values

Family values,
concerns, priorities,
and perceptions

v Risk Factors
Singular '
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Family Transparency # 6

Optioné for Family Roles
in Early Intervention

v/ Passive observer of professionals

¢’ Receiver of information from
professionals

v/ Carrying out professionally-
prescribed interventions (parents as
teachers) '

vv Collaborators and

decision-makers

Lecture Notes
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‘Family Transparency # 8

Family-centered refers to a
combination of beliefs and

practices that define
particular ways of working

with families that are
consumer driven and

competency enhancing.
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Family Transparency #9

Assumptions

¢ Changing children will change
other family members

¢/ Providing information and
teaching parenting skills can
change families

¢ Personal counseling can change
families

v Increasing parent empowerment
can change families

v Prov:dmg more support can
change families

10
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Natural Environments’

OBJECTIVES
By the end of this module, the participant will be able to:

A. Describe types of natural environments in which early
intervention services could occur.

B. Provide a rationale for the delivery of early intervention
services in natural group environments.

C. Describe service delivery parameters for providing early
intervention in the home.

D. List examples of interventions that could occur within a
family's home and natural group environments.

E. Describe naturalistic teaching strategies to use when
embedding a child's developmental goals into activities and
routines within natural group environments.

F. Define the term natural environments as contained in Part H
of the Individuals with Disabilities Education Act (IDEA).

OUTLINE

This module is organized as a one-hour session designed to provide
participants with an overview of the importance of early intervention
within natural environments. Professionals need to understand the
impact that the learning environment has on both the child and the
family. This module will define the term natural environment, describe
the types of services that can be successfully delivered in natural
environments, and describe the techniques for designing interventions in
natural environments.

. Natural Environments
A. Types of natural environments

B. Individual determination of natural environments

infants and Toddlers with Special Needs and Their Families 1
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Family Transparency # 1

Objectives

v Provide a functional definition of the
family

v Identify factors that affect family
functioning

v Identify trends in professional
conceptualizations of families and of
professional/family relationships

v’ Discuss the rationale for, and issues in,
~ family-centered intervention
approaches |

v’ Describe the key elements of an
ecological model of human
development and of family systems

heory

LA SICC Personnel Preparation Subcommittee, 1991
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Family Transparency #2

A family is a group of
people, related by
blood or circumstance,
who rely upon one
another for security,
sustenance, support,
socialization, and
stimulation.

LA SICC Personnel Preparation Subcommittee, 1991
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Family Transparency # 3

Some factors that affect
family functioning:

v Structure

v Stages
v Support

v Resources

v VYalues

v Risk Factors

LA SICC Personnel Preparation Subcommittee, 1991




| Family Transparency # 4

Family Functioning
Factors

v/ Structure

Who is in the family?

What roles do they play?

v/ Stages
Child stage
~ Family stage

v’ Support

Informal support system

Formal support system
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Family Transparency # 5

"/ Resources
Adequacy of resources

v Values

Family values,
concerns, priorities,
and perceptions

v Risk Factors

Singular
In-te_ractive

LA SICC Personnel Preparation Subcommittee, 1991
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Family Transparency # 6

Options for Family Roles
in Early Intervention

v Passive observer of professionals

v Receiver of information from
professionals

v Carrying out professionally-
prescribed interventions (parents as
teachers) |

v Collaborators and
decision-makers

LA SICC Personnel Preparation Subcommittee, 1991
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Family Transparency # 7

Macrosystem

Exosystem

Mesosystem

LA SICC Personnel Preparation Subcommittee, 1991
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Family Transparency # 8

Familv-centered refers to a
combination of beliefs and
practices that define particular
ways of working with families
that are consumer driven and
competency enhancing

LA SICC Personnel Preparation Subcommittee, 1991
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Family Transparency #9

Assumptions

« Changing children will change
other family members

v Providing information and
teaching parenting skills can
change families |

- « Personal counseling can change
~ families

v Increasing parent empowerment
--ean change families

v Providing more support can
change families

s eIl o LA SICC Personnel Preparation Subcommittee, 1991

‘ | 131




Family-Centered Transparency #1

“the participant will be

By the end of this mbdule,

able to:

- List and define the nine
principles of family-
centered care

- Describe one activity or
strategy that
characterizes each of the |
nine family-centered

principles

132
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Family-Centered Transparency #2

Family-Centered
Principles

Recognizing that the family is the constant in
the child’s life, while the service systems and
personnel within those systems fluctuate

Facilitating family/professional collaboration at
all levels of service provision: services for an
individual child; program development,
implementation, and evaluation; and policy
formation

Honoring the racial, ethnic, cultural, and
socioeconomic diversity of families
Recognizing family strengths and individuality
and respecting different methods of coping
Sharing with parents, on a continuing basis and
in a supportive manner, complete and unbiased
information | | |
Encouraging and facilitating family- to-family
support and networking

Understanding and incorporating the
developmental needs of infants, children, and
adolescents and their families into service
delivery systems

Implementing comprehensive policies and
programs that provide emotional and financial
support to meet the needs of families

Designing accessible health care systems that are
flexible, culturally competent, and responsive to
family-identified needs

Note. From Ouverview of ﬁzmx;ly-centered service coordination, by L. Edelman, S. S. Elsayed, &
o M. McGonigel, 1992, St. Paul, MN: Pathfinder Resources, Inc.
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Family-Centered Transparency #3

Recognizing that the
family is the constant
in the child’s life,

while the service

systems and personnel |
within those systems
fluctuate
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Family-Centered Transparency #4

Facilitating family/
professional collaboration
at all levels of service
provision:

- services for an
individual child
- program development,

implementation, and
evaluation

- policy formation
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Family-Centered Transparency #5

Honoring the racial,
ethnic, cultural, and

socioeconomic
diversity of families
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Family-Centered Transparency #6

Recognizing family
strengths and
individuality and

respecting different
methods of coping
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Family-Centered Transparency #7

Sharing with parents,
on a continuing basis |

‘and in a supportive

manner, complete and |
unbiased information

138

Northeastern Early Intervention Faculty Training Institute, 1994



Family-Centered Transparency #8

- Encouraging and
facilitating family-to-

family support and
networking
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* Family-Centered Transparency #9

Understanding and
incorporating the
developmental needs
- of infants, children,

and adolescents and

their families into

service delivery
systems
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Family-Centered Transparency #10

Implementing
comprehensive
policies and programs

that provide emotional |
and financial support
~ to meet the needs of
families
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Family-Centered Transparency #11

Designing accessible

health care systems

that are flexible,

culturally competent,
and responsive to
family-identified
needs '
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Family-Centered Practibes: An Introduction

OBJECTIVES
By the end of this module, the participant will be able to:
A. List and define the nine principles of family-centered care.

B. Describe one activity or strategy that characterizes each of the nine
family-centered principles.

OUTLINE

This module is organized as an hour-long session designed to provide
participants with an overview of family-centered principles. The information
in this module expands upon the concept of family-centered approaches
that was introduced in the module entitled The Importance of Family
(Louisiana State Interagency Coordinating Council, Personnel Preparation
Committee, 1991). Nine family-centered principles are outlined in this
module. An additional nine modules provide material for hour-long sessions
on each of the principles. Use of these additional modules allows instructors
to provide participants with greater knowledge of and experience wnth the
practices that typify each of the nine principles. -

L Introduction to Family-Centered Practices
I An Overview of the Nine Family-Centered Principles
A. Recognizing that the family is the constant in the child’s life
- while the service systems and personnel within those systems
fluctuate.

B. Facilitating family/professional collaboration at all levels of
service provision:

] services for an individual child;

= program development, implementation, and evaluation;
and

= policy formation.

infants and Toddlers with Special Needs and Their Families 1
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Family-Centered Practices: An Introduction

C. Honoring the racial, ethnic, cultural, and socioeconomic diversity
of families.

D. Recognizing family strengths and individuality and respect for
different methods of coping.

E. Sharing with parents, on a continuing basis and in a supportive
manner, complete and unbiased information.

F. Encouraging and facilitating family-to-family support and
networking. '

C. Understanding and incorporating the developmental needs of
infants, children, and adolescents and their families into service
delivery systems. g

H. implementing comprehensive poliéies and programs that
provide emotional and financial support to meet the needs of
families. ' ' ’

. Designing accessible health care systems that are flexible,
culturally competent, and responsive to family-identified needs.

ll.  Generation of Examples of Family-Centered Practices

Iv. Ssummary

145
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Family-Centered Practices: An Introduction

EXPLANATORY MATERIALS AND INSTRUCTIONAL GUIDE
Background Ihformation

The use of family-centered practices in health care services, early
intervention, and early childhood education programs has gained popularity
in recent years as professionals have become increasingly aware of the
importance of focusing on children's needs within, rather than separate
from, the context of their families. Most developmental, educational, and
health care delivery systems have centered their services and programs on
children and have addressed their families only through involvement |n
educational or training programs.

Many programs and services for infants and young children with delayed
development or disabilities continue to.provide child-centered services.
Adopting a family-centered perspective requires broad-based changes in
attitudes, values, roles, and services. These changes may not be made easily
by either professionals or the systems in which they are employed.

The nine principles of family-centered care that are outlined in this module
(see Handout 1 for additional information) were adopted formally by federal
and state Maternal and Child Health Divisions with specific reference to
children with special health care needs (Surgeon General's Report, 1987;
‘Shelton, Jeppson, &Johnson, 1989). Public Law 99-457, the 1986 Amendments
to the Education of the Handicapped Act (now called the Individuals with
Disabilities Education Act or IDEA), created a federal discretionary early
intervention program for infants and toddlers with disabilities and their
- families. This landmark legislation created further support for the use of
family-centered approaches within early intervention programs. In the years
since the adoption of these two important federal public policy supports,
many state level agencies have adopted state policy advocating adoption
of family-centered practices.

Brief Overview of the Nine. Principles

A central issue for families is their right to make decisions about their family
members and especially about those who are too young to make or
" participate in their own decision-making.. Families' may interact with
hundreds of professionals and have associations with numerous health,

socialservice, and educational agencies over their lifetimes. Family members
remain the constant in their children’s lives while professionals’ :

infants and Toddlers with Special Needs and Their Families - ' 3
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Family-Centered Practices: An Introduction

associations with families are likely to be episodic and short-term. Families
need to receive from, and share with, professionals unbiased information
that will allow them to participate in informed decision making.

Family-centered practices can be implemented within all aspects of the
service system when parents and professionals work together. Collaboration
requires mutual respect, trust, and an equal partnership between parents
and professionals. Parents can be involved in program evaluation and design
of new programs and services, serve as members of agency boards or of
parent advisory groups, and provide feedback to agency personnel about
the quality and benefits of services provided. Parents’ desires for their
children are incorporated into planning documents and parents are
encouraged to take leadership roles as members of early intervention
evaluation or program planning teams. Parents should determine when
planning meetings are held, where they are located, and who attends. Many
of the facets of family/professional collaboration require adjustments in
roles for professionals who may have learned to take full responsibility for
all facets of program planning and operation. Higher quality services that
are more responsive to family needs result when parents and professionals
collaborate in aII facets of servnce dellvery '

The population of the United States is becomlng more culturally diverse. No
two families are identical. Families differ in_their racial backgrounds,
ethnicity, culture, and socioeconomic status. Families who are similar on any
-one of these characteristics will not necessarily be identical on the others.
Two families of the same racial background will not necessarily share
identical culture, tradition, or socioeconomic status anymore than two
" families of equal socioeconomic status will be of the same race, ethnicity,
or culture. Professionals who act in a culturally sensitive and competent
manner are respecting and honoring the diversity of America’s families.

Each family is different. Families differ in their culture, values, and
_experiences. Some families may have extensive resources, while others may
have few resources. Families have different priorities and concerns about
themselves and their children and use varying coping strategies to deal with
“the stressors that may be present when children's health, development, or
.learning are compromised. Some. family. members may. rely on physical
"strategies, such as exercise, to' cope with' difficulties In their lives. Others
-may use cognltlve or splrltual coplng strategles Recognltlon of and respect

4q infants and Toddlers with Special Needs and Their Families
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Family-Centered Practices: An introduction

for family stréngths and individuality is important if services and
interactions are to be family-centered.

Families and professionals need to share information in order to gain a
complete picture of family situations. The ways in which information is
shared should be sensitive to family needs and circumstances. Professionals
have knowledge about medical treatments and medications, interventions,
equipment, caregiving strategies, advocacy, and many other areas. Families
have information about their children and themselves, their family values,
traditions, and experiences that are helpful to professionals. Family-
identified needs and concerns are more likely to be addressed when
familiesand professionals share information in complete and unbiased ways.

Parents of children with delayed development or disabilities may benefit
from meeting and learning with other parents in similar circumstances.
veteran parents, those whose children are older or who have been through
medical or health problems, often provide friendship, knowledge, support,
and information for parents less experienced with raising a child with
special needs. Early intervention programs and professionals should
facilitate participation in family-to-family support when parents wish to
meet other families. Family support groups may exist alone and not under
the auspices of any agency, or agencies may facilitate establishment of
support networks by accessing families to other families, providing facilities
for meetings, or using other types of facilitating strategies.

Many existing services focus on only one aspect of a child’s or family’s life.
Health services may focus on addressing the medical needs of an infant or
child and may not address developmental or social needs. Developmental
or educational services may ignore health, nutritional, social service, or
other needs. All aspects of a child's development are integrally related. The
compartmentalized approach inherent in service systems often results in -
fragmented delivery (and, sometimes, service gaps, as well). Social and
emotional development of infants and young children are of prime
importance and should not be secondary to other developmental therapies,
education, health, or other interventions.

Many service systems are organized only to provide one type of service.

. Families may have needs for more than one type of service or support,

including respite care, family-to-family support, financial assistance, health
services, or early intervention/therapy services. These services and supports
may be available only through interactions with and access to a wide variety
of agencies or providers. When families' needs are best met through

Infants and Toddlers with Special Needs and Their Families , 5
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Family-Centered Practices: An Introduction

multiple providers, coordination may be necessary. This coordination may
be provided through an employed service coordinator or case manager or
families may elect to coordinate or share in the coordination of services.
Professionals can help families obtain the services and supports that families
view as important and want to receive. Working with families, the service
coordinator makes families aware of available resources and assists them in
choosing and accessing those services that.best address their needs.

systems and services that are flexible, accessible, and responsive to family
needs are those that are using family-centered practices. Allowing families
to choose the services they wish to receive and to decide how often and
where services best can be provided allows families to utilize services
without compromising family priorities and functioning. Systems may have
a great deal of difficulty with concepts such as parental choice or with
providing a sufficient range of services that are fully responsive to family
individuality. Designing flexible service systems that are responsive to family
needs may mean that various educational, developmental, health, and social
‘service agencies may need to work together to create what families need.

wu e e
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Family-Centered Practices: An Introduction

Instructional Guide

Medla/Materials

content and Learning Activities

Transparency 1 -
Objectives

overview of the Module:

Introdtice the concept of family-centered by telling students
that family-centered care is a trend in both health care and
educational service provision for infants and young children due
to research, legislative, and consumer perspectives. Research has
demonstrated that families are more comfortable with their
children when involved in the provision of services. Legislative
underpinnings for implementation of family-centered
approaches come from the Surgeon General's initiative in 1987,
as well as from P.L 99-457, which created a discretionary federal
early intervention program. Consumer input into systems,
services, and products has gained importance in recent years.
Families are consumers of services for themselves and their
children and have been instrumental in designing services that
address their needs.

List and briefly review the objectives for the session.

Media/Materials

content and Learning Activities . 1

Transparency 2 -
Principles of Family-
Centered Practices

Handout 1 -
Family-Centered Principles

Principles of family-centered care

e Recognizing that the family is the constant in the
child’s life

o Facilitating family/professional. collaboration

e Honoring the diversity of families

e-Recognizing family strengths and individuality and
respecting different methods of coping

e Sharing unbiased and complete information with
families

e Encouraging and facilitating family-to-family
support

e Understanding and incorporating developmental needs into
service delivery systems

¢ Implementing comprehensive policies and
programs

e Designing accessible systems that are flexible, culturallv
competent, and responsive

L —
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Family-Centered Practices: An Introduction

Media/Materials

Content and Learning Activities

Transparency 3 -
Recognizing that the
family is the constant in
the child's life

Recognizing that the family is the constant in the child's
life, while the service systems and personnel within those
systems fiuctuate

Discuss the fact that families have ultimate responsibiiity for
children’s health, developmental, and social-emotional needs
over the lifespan. Talk about the importance of families' need to
balance their children’s developmental programming or health
procedures within the context of their and their children’'s lives

Media/Materials

Content and Learning Activities

Transparency 4 -
Facilitating -
family/professional
collaboration

Handout 2 - Principles of
famity/professional
collaboration

Media/Materials

'Facllltating family/professional coliaboration at all ievels of

service provision: services for an individual chiid; program
development, impliementation, and evaluation; and policy
formation

A traditional role of professionals has been to dictate services
based on professionally-identified goals, objectives, and
preferences. In order to implement a family-centered
philosophy, parents and professionals must work together to
make decisions, determine services, plan interventions, and
change systems. :

content and Learning Activities

Transparency 5- -
Honoring the diversity of
families

Honoring the racial, ethnic, cultural, and socioeconomic
diversity of families

Families represent diversity - in culture, traditions, ethnicity,
race, socioeconomic status, values, preferences, dreams, and
aspirations. our country is becoming a diverse mixture of many
different peoples of many different cultures. Honoring and
respecting the diversity of families allows professionals to
recognize and value the uniqueness of families and use this
strength to support families and children.

I

infants and Toddlers with Special Needs and Their Families
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Family-Centered Practices: An Introduction

Media/Materials

content and Learning Activities
Transparency 6 - Recognizing family strengths and individuality and
Recognizing family respecting different methods of coping
strengths and
individuality Most families have more strengths than needs and more

successes than failures. Emphasize family-identified priorities
and the importance of mobilizing resources to address family
concemns. Each of us has different methods for coping with
stress. Families, also, vary in the use of coping strategies. Discuss
the types of coping strategies, including gathering of
information (cognitive), praying (spiritual, exercises (physical),
and being with friends and family (social).

Media/Materials

content and Learning Activities

Transparency 7 -
sSharing unbiased and
complete information’
with families

"Discuss barriers to sharing information (such as the use of

sharing with parents, on a continuing basis and in a
supportive manner, complete and unbiased information

jargon) and strategies that facilitate information sharing (such as
being sensitive to the types of information provided).
Emphasize the importance of sharing information so that
families can be informed decision-makers for their children.

Media/Materiails

. J_COntent and Learning Actlvities

Transparency 8 -
Encouraging and
facilitating
family-to-family support

Encouraging and facilitating family-to-family support and
networking '

Discuss the buffering role that informal supports provide
between individuals and life stressors. Families of children with
developmental delays or disabilities have learned through
experiences. These experiences provide valuable information for
other families. Family-to-family support provides friendship,
knowledge and information, experience, and mentorship.

. : Infants and Toddlers with Special Needs and Their Families
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Media/Materials

Content and Learning Activities

Transparency 9 -
Understanding and
incorporating
developmental needs into
service delivery systems

Understanding and incorporating the developmental needs
of infants, children, and adolescents and their families into
service dellvery systems

Infants and young children are diverse in their developmental
abilities and needs. Families provide security, sustenance,
emotional support, and stimulation for their members. They
need time for leisure and recreation, rest and relaxation, and
other family functions. Discuss the importance of providing
services within the context of family functions.

Media/Materials

content and Learning Activities

Transparency 10 -
implementing -
-comprehensive policies
and programs

Implementing comprehensive policles and programs that
provide emotional and financial support to meet the needs
of famllles

The needs of families are different, diverse, and change over
time. Discuss a range of comprehensive services that should be
available for families, including: respite care; home care services;
equipment loan; sibling support: transportation; service
coordination; familv-to-familv support; fi Fnancual assistance; and
family counselmg

Media/Materials

I content and Learning Activities

" Transparency 11 -

Designing accessible
systems that are fiexible, .
culturally competent, and
responsive

Designing accessible health care systems that are flexible,
cutturally competent, and responslve to family-identified
needs . -

Different service options are necessary to address familv
priorities, needs, and concerns. The needs of all families and
children are not likely to be met through only one service
option (such as home-based or center-based services). Children
and families interact with hundreds of professionals over their
lifetimes. Discuss the role of professionals in providing families
with a continuum of services that are easily accessed, '
coordinated, and designed flexibly to address individual need:s.

- 10
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Media/Materials

Content and Learning Activities

ceneration of strategles: Group discussion and problem-
solving

Divide the participants into 9 groups. Assign each group one of
the nine principles. Ask them to generate as many strategies or
ideas that typify the assigned principle as they can within 5 to
10 minutes of problem-solving. Bring the groups back together
and ask each group to report one strategy. If time permits, go
back through the groups a second or third time to list
additional strategies. Reinforce groups for appropriate-
strategies and have the total group discuss pros/cons of
strategies that seem less appropriate.

Medla/Matgrlals

content and Learning Actlvities

Transparency 2 -
Principles of Family-
Centered practices

“has been presented and discussed in the class session.

List the principles a second time to review the information that

Administer the evaluation.

— —_—
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Family-Centered Practices: An Introduction

PARTICIPANT EVALUATION

Ask the students to respond to the following statements by indicating
which principle of family-centered care the statement most represents:

1.

An early interventionist refers a parent of a toddler with cerebral

‘palsy to a parent support group.

A hospital social worker provides parents of a newly diagnosed baby
with Down syndrome with information on Down syndrome.

An early intervention team devises a coordinated intervention
strategy to be worked on within the context of family routines.

The parents of a toddler with a vision impairment have indicated in
conversations with the early interventionist that maternal grand-
parents are a tremendous help in caring for the children. The early
interventionist invites the grandparents to the-early intervention
sessions and incorporates the grandparents’ |deas on strategies in
working with the toddler.

Infants and Toddlers with Special Needs and Thelr Families 13
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The early intervention center maintains a listing of parent
organizations and facilitates opportunities for families to meet with

other families.

The early intervention team provides parents with the option of an

_eligibility evaluation conducted at home or at the early intervention

center.

. The early intervention team provides the family with information

from the assessment in family-friendly terms.

The early interventionist works with the day care staff so that a
toddler with a hearing impairment can fully participate in all activities
at the center and still receive the mterventnons necessary to help the
child Iearn to speak.

The grandmother of a child with chronic respiratory failure invites her
grandchild's nurse to attend a faith healing service because she hopes
that the faith healer will be able to help her grandchild.

14

Infants and Toddlers with Special Needs and Their Families

156



Family-Centered Practices: An Introduction

RESOURCE LIST

Below Is a list of instructional resources, including videotapes, learning
activities, and other Information that can be used to further illustrate

family-centered practices.

Vvideotapes

Association for the Care of Children's Health. (1988). Family-centered care.
Available from ACCH, 7910 Wwoodmont Avenue, #300, Bethesda,

Maryland, 20814, 301-654-6549.

A 28-minute video that presents ways in which family-centered care
Is being Implemented in a variety of settings.

Brown, C. The family experience. Avallable from Learner Managed Designs,
Inc., 2201-K West 25th Street, Lawrence, Kansas 66047, 913-842-9088.

A 2-part, as5-minute video that provides information about families
and allows professionals to respond more sensitively to families of
“Infants born with prematurity and other conditions.

Pokdrnl, J. Promoting family collaboration. Available from Learner Managed
Designs, Inc., 2201-KWest 25th Street, Lawrence, Kansas 66047, 91 3-842-

9088.

A 23-minute video that provides information on coping strategies
used by families during children’s long-term hospitalizations.

Print Materials and Curricula .

Bennett, T., Nelson, D. E., & Lingerfelt, B. V. (1992). Facilitating family-
centered training in early intervention. Tucson, Az: Communication

~ Skill Builders.

Crais, E. R. (1991). A practical guide to embedding family-centered content
| into existing speech-language pathology coursework. Chapel Hill, NC:
University of North Carolina at Chapel Hill, Carolina Institute for
Research on Infant Personnel Preparation, Frank Porter Graham Child

Development Center. .

- Infants and Toddlers with special Needs and Their Families 15
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Edelman, L. (Ed.). (1992). Cetting on board: Training activities to promote the
practice of family-centered care. Bethesda, MD: Association for the
Care of Children's Health. .

Family-centered institutes: Implementing a model for the preparation of
family-centered practitioners. (1993, winter). Burlington, VT: Parent to
parent of Vermont & The University Affiliated Program of vermont,
Center for Developmental Disabilities. | :

Hanft, B., Burke, J., Cahill, M., Swenson-Miller, K., & Humphry, R. (1992).
- Working with Families: A curriculum guide for pediatric occupational
therapists. University of North Carolina at Chapel Hill, Carolina Institute
for Research on Infant Personnel Preparation, Frank Porter Graham
child Development Center. (Ordering information follows the Readings

section) .

sparling, J. W. (1992). A gulde for embedding family information in an entry-
- level physical therapy curriculum. Chapel Hill, NC: University of North
carolina at Chapel Hill, Carolina Institute for Research on Infant
Personnel Preparation, Frank Porter Graham Child Development
Center. (Ordering Information follows the Readings. section) '

winton, P. J. (1992). Working with families In early intervention: An
interdisciplinary preservice curriculum. Chapel Hill, NC: University of
North Carolina at Chapel Hili, Carolina Institute for Research on Infant
Personnel Preparation, Frank Porter Graham Child Development
Center. (Ordering Information follows the Reading section)

winton, P. J., Hallam, D., Auer, C., & Walters, W. (1991). Training resources
manual: Selected Information on training materials for working with
famllies in early intervention. Chapel Hill, NC: University of North
~ Carolina at Chapel Hill, Carolina Institute for Research on Infant
. personnel Preparation, Frank Porter Graham Child Development
Center. (Ordering Information follow the Readings section)

16 _ Infants and Toddlers with Special Needs and Their Families
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Readings

suggested reading materials are organized within each of the nine
principles that typify family-centered practices.

Recognizing that the family is the constant in the child's life, while
the service systems and personnel within those systems fluctuate

Beckett, J. (1985). Comprehensive care for medically vulnerable infants and
toddlers: A parent's perspective. Equals in this partnership: Parents of
disabled and at risk infants and toddlers speak to professionals (pp. 6-
13). Washington, DC: National Center for Clinical Infant Programs.

Burin, I. (1990). Strengthening the role of families in state's early intervention
systems. Washington, DC: Mental Health Law Project.

Featherstone, H. (1980). A difference in the family: Living with a disabled
child. New York: Basic Books. '

Hunt, M., Cornelius, P., Leventhal, P., Miller, P., Murray, T., & Stoner,-G. (1991).
Into our lives. Akron, OH: Children’'s Hospital Medical Center of Akron,.
Family Child Learning Center.

Facilitating family/professional collaboration at ail levels of
health care: care of an individual child; program development,
. implementation, and evaluation; and policy formation

Bishop, K. K., Woll, J.,, & Arango, P. (1993). Family/professional

collaboration for children with special health needs and their
families. Burlington, VT: University of Vermont, Department of
Social WO.rk, Family/ Professional Collaboration Project.

Dunst, C. J., Trivette, C., & Deal, A. (1989). Enabling and empowering families:
principles and guidelines for practice. Cambridge, MA: Brookline BoOOKs.

Leviton, A., Mueller, M., & Kauffman, C. (1992). The family-centered
consultation model: Practical applications for professionals. Infants
.“and Young Children, 4(3), 1-8.

© Infants and Toddlers with Special Needs and Their Families 17
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Honoring the racial, ethnic, cuitural, and
socioeconomic diversity of families

Hanson, M. J., Lynch, E. W., & wayman, K. I. (1990). Honoring the cultural
dlverS|ty of families when gathering data. Topics in Early Childhood
Special Education, 1011), 112-131.

Lynch, E. W., & Hanson, M. J. (1992). Developing cross-cultural competence:
A gu:de for working with young children and their families. Baltlmore
‘MD: Brookes.

Recognizing family strengths and individuality
and respecting different methods of coping

Bailey, D. B. (1988). Rationale and model for family assessment in early
intervention. In D.B. Bailey &R. J. Simeonsson (EdS.), Family assessment
in early intervention (pp. 1-26). Columbus, OH: Merrill.

Kauffman, R. K., & McGonigel, M. J. (1991). Identifying concerns, priorities,
_and resources. In M. J. McGonigel, R. Kauffman, & B. Johnson (Eds.),
Guidelines and recommended practices for the individualized family
service plan (2nd ed.) (pp. 47-55). Bethesda MD: Association for the

Care of Children's Health.

Kjerland, L., & Kovach, J. (1990). Family-staff collaboration for tailored infant
assessment. In D. Gibbs & D. Teti (Eds.), Interdisciplinary assessment of
infants: A guide for early intervention professionals (pp. 287-298).
Baltimore, MD: Brookes

Raver, S. A., &Kilgo, J. (1991). Effective family-centered services: Supporting |

famlly choices and rights. Infant-Toddler Intervention, 1(3), 169-176.

Shelton, T., Jeppson, E.S., & Johnson, B. (1989). Family-centered care for
children with special health care needs. Washington, DC: Association
for the Care of Chlldren S Health

Turnbull, A. P., Patterson J M., Behr S. K Murphy,D L., Marquis, J. G.,
& BIue-Bannmg, M. J. (1993) Cogmtlve coping, families, and
disability. Baltimore: Brookes.

18 Infants and Toddlers with Special Needs and Their Families
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sharing with parents, on a continuing basis and
in a supportive manner, complete and unbiased information

Harrison, H. (1993, November). Principles for family-centered neonatal care.
Pediatrics, 92(5), 643-650.

Healy, A., Keesee, P., & Smith, B. (1985). Early services for children with special
needs: Transactions for family support. lowa City, IA: University of lowa.

Encouraging and facilitating family-to-family
support and networking

punst, C. J., & Trivette, C. M. (1990). Assessment of social support in early
intervention programs. In S. Meisels & J. P. Shonkoff (Eds.), Handbook
of early childhood intervention (pp. 326-349).Cambridge, MA: Brookline
Press.

Understanding and incorporating the developmental
- needs of infants, children, and adolescents and their families
into health care systems

Bailey, D. B. (1987). Collaborative goal-setting with families: Resolving
differences in values and priorities for services. Topics in Early
Childhood Special Education, 7(2), 59-71.

winton, P. (1990). Promoting a normalizing approach to families: Integrating
theory with practice. Topics in Early Childhood Special Education, 10(2),
90-103.

Implementing comprehensive policies and programs that provide
emotional and financial support to meg't the needs of families

punst, C. J. (1990). Family support principles: Checklists for program builders
and practitioners. Family Systems Intervention Monograph Series (Vol.
2, No. 5). Morganton, NC: Western Carolina Center, Family, Infant, and
Preschool Program.

infants and Toddlers with Special Needs and Their Families 19
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Oster, A. (1985). Keynote address: Comprehensive care for medically
vulnerable infants and toddlers: A parent's perspective. In Equals in
this partnership: Parents of children with disabilities and at risk infants
and toddlers speak to professionals (pp. 26-32). Washington, DC:

- National Center for Clinical Infant Programs.

Designing accessible health care systems that are flexible, culturally
competent, and responsive to family-identified needs

Kaiser, A. P., & Hemmeter, M. L. (1989). Value-based apbroaches to family
intervention. Topics in Early Childhood Special Education, 8(4), 72-86.

vonhs, J. R. (1989). Perspective - Vision and empowerment. Infants and Young
Children, 2(1), vii-X.

_ :;‘-. 20 _ " Infants and Toddlers with Special Needs and Their Families
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The following curricula and training materials have been developed by the
Carolina Insdtute for Research on Infant Personnel Preparation. Send requests
and make checks payable to:

Frank Porter Graham Child Development Center
CB# 8180
The Univessity of North Carolina
Chapel Hill, NC 27599-8180
Attention: Lori Brandon

Please note that we cannot accept cash, credit cards, phone orders, or purchase
orders!

The Families We Serve: Case Studies in Early Intervention. P. J. McWilliam (1992).
A collection of cases in early intervention for use in preservice and inservice training. Also
provides brief guidelines for instruction using the case method. $15.00 ’

Working with Families in Early Intervention: An Interdisciplinary Preservice
Curriculum. P. J. Winton (revised 1992). A preservice curriculum for graduate students
consisting of 11 modules, including teaching objectives. suggested student activities, references,
and audiovisual resources. $15.00

Communicating with Families in Early Intervention: A Training Module. P. J..

Winton (1991). Training module, related to communication skills, consisting of objectives,

readings, and teaching activities. Included are role play vign strategies for videotaping for

self-assessment & peer feedback, and an observational rating scale. $3.00 [This module is

icr_xcludcd in]Worlcing with Families in Early Intervention: An Interdisciplinary Preservice
umculum. . .

A Practical Guide to Embedding Family-Centered Content into Existing Speech-
Language Pathology Coursework. E. R. Crais (1991). A cumiculum for graduate training
programs interested in embedding family-centered content into existing specch-language logy
(SLP) courses. Includes a rationale for using a family-centered approach to assessment and
collaborative goal-setting & 4 modules with student objectives, content outlines, suggested
readings, references, and materials for development of transparencies and handouts. $10.00.

Service Coordination for Early Intervention: Parents and Professionals. L N.
Zipper, M. Weil, & K_ Rounds (1992). Examines issues relevant to service coordination in early
‘ntervention including the historical and legislative framework, families in early intervention.
parent/professional ins. the role of the service coordinator, the service coordination
process, systems for service coordination, interprofi jonal collaboration, and personnel
preparation for service coordination. $10.00

Publications & Materials Catalogue is available upon request.



Available Late Summer, 1992:

Service Coordination in Early Intervention: A Manual for Parents. L N. Zipper. C.
Hinton, M. Weil, & K. A. Rounds. This guide for parents explains the process of service
coordination and describes the role and functions of the service coordinator. It also provides
suggestions for handling problems that can arise. $3.00

Embedding Family-Centered Information Inte an Entry-Level Physical Therapy
Curriculum. J. W. Sparling (1992). Includes goals, objectives, and strategies (including
readings and overhead materals) for four courses: Human Growth and Development, Clinical

" Education I, Pediatrics, and Psychiatry and Mental Health. An overall need and philosophy

statement supports the serial presentation of material emphasizing the family as the unit of health.

Any one course or units within any course can be extracted and embedded into an existing
curriculum. $15.00

Working with Families: A Curriculum Guide for Pediatric Therapists. B. Hanft, R.
Humphry, J. Burke, M. Cahill, & K. Swenson-Miller (1992). This curriculum is designed as a
nine module unit for educating therapists about working with families who have children with
special needs. Each unit contains leaming objectives, discussion points, implications for practice,
recommended readings and teaching resources. It can be used by either preservice educators,
fieldwork supervisors or continuing education coordinators. Although designed to train pediatric
ther%pbists. much of the material is applicable for working with families across the life span.
$10. :
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Family-Centered Practii:es: An Introduction

SUGGESTED ACTIVITIES FOR EXPANSION OF MODULE CONTENTS

Activities may be carried out in separate sessions, used to expand the
Family-Centered Practices: An Introduction module into a longer than 1-
hour session, or embedded within the module to illustrate prmcnples of
famlly-centered practices.

H _Activity 1: Values Clarification

Purpose To allow participants to refiect on their own
values and on the assumptions they make
about the values of the families with whom
they work.

This is a good opening session activity and
can be inserted easily within this module
following the Introduction to the principles
of family-centered practices.

Activity Sequence See following pages
Accessing Resources n/a
Length 20 minutes f
Materials Paper/pencils; Index cards; Fllpchart/markers II
Tape
T source . This activity is copied.directly from Getting

on board: Training activities to promote the

: practice of family-centered care, by L.
Edelman (Ed.), 1991, Bethesda, MD:
Association 'for_the Care of Children's Health. _

Infants and Toddlers with Special Needs and Their Families 23
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SucGesTED GROUP SIZE
LEARNING EXPERIENCES

SurpPLEs/EQUIPMENT

SourRcE

3

A Values
Clarification
Exercise

In this activity, participants first examine their
own values, and then are asked to reflect on the
assumptions they make about the values of the

families they work with.

This activity is a good opening activity for family-
centered care training.

Allow about 20 minutes o conduct this activity.

From 5 - 30 participants; with careful planning, we
have used it successfully with much larger groups.

Discussion, individual and large group exercise,
summary.

Q Paper and pencils

Q 5 index cards per participant

Q Flipchart

Q Markers , _ A

Q@ Tape (to secure flipchart pages on the wall)

Contributed by Larry Edelman, adapted from an
activity developed by James Gardner, Ph.D., Chief
Executive Officer, Accreditation Council on

. Services for People with Developmental

Disabilities; and Michael Chapman, Director,
Office of Community Program Development, The
Kennedy Institute.
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GUIDE TO

CONDUCTING |

NSNS AU URE A Values Clarification Exercise

Imtroduce the Activity | M Tell the Group:

“Values play an important part in the kind of work that
we do. Let’s use this activity to better understand our own
values and how we regard the values of the families we
work with.”

‘Individual Exercise | M Ask the participants to work alone for a minute or two:

“Write down the five things that are most important to
you — that you value above all else in life — that are
your priorities.”

Large Group Exercise | W When you see that everyone is finished, tell the group: ..

“Let’s make a list of the things that you’ve identified as
most important to you, that you value most in life.”

B Generate alist:
On a flipchart, generate a list from the group by having
the partidpants offer their values. You can start by asking
a couple of volunteers to share their entire lists. Then ask
the rest of the group to offer any of their responses that no
ane has said yet. At the conclusion, you may include any
of your own values that did not surface from the group.
(Examples of responses that often come up include:
family, health, religion, God, work, equality, love, money,
making a contribution, respect, self-r&spect freedom,
choice.)

Individual Exercise | M Pass out five index cards to each person.
W Tell the group:

77 7| 7 “Here’s another chance. Take a moment to study the list
. |" we'vemade. Maybe there are some values on the list that
. youdidn't conSIder, but would like to include now.
- Choose five. Write one on each of the five cards. In choos-
ing these five, you're saying that you'll live without the
others”

24 | Getting on Boaré i 8




GUIDETO

CONDUCTING
THE ACTIVITY _A Values Clarification Exercise

B When you see that everyone is finished, tell the group:

“Study the five values you chose. You can only keep two
of them and must give up the other three. You'll have to
live without the ones you give up. Getrid of the three you
don’t choose to keep. Put them beyond your reach.”

B Tell the group:

*T have a deal for you Here's one last chance. You can
trade one of the cards you kept for two of the ones you put
aside. Any takers? Take a second to decide and trade if
you like.”

Large Group Exercise | M Tell the group:
“Let's tally up the values that we kept.”
& Make a tally of the values:

Have participants, in turn, tell the group the values they
. kept. Use hash marks to track the number of responses for
each of the values on the original list on the flipchart.

Summarize | M Refer to the tally of values and offer these concluding
remarks:

¢ Ask rhetorically:

”Could anyone else have chosen for you the values
you chose today? Idon’t think so. These are your
values. Only you can determine them for yourself.”

e Ask rhetorically: -

“Now that we’ve looked at our own values, let’s think °
about the people we serve. Do we respect their values
as we want our values to be respected? Or, do we
assume that because they have a family member with
special needs, they don't have the right to decide their
values for themselves?”

GettingonBoard | 25 |

ERIC 168



l GUIDE TO
CONDUCTING
s 1NN AE8'd A Values Clarification Exercise

e Conclude:

“We need to ask ourselves: What do our programs do
to support the values of the families we work with?
The challenge of family-centered care is to provide
services in ways that support the values and priorities
of the families that we work with.”

Some Tips on Using This Activity

B When doing this activity as part of a longer program, in order to save
time, we often pass out the five cards in advance, along with other
materials in a folder.

B To conduct this activity efficiently with a very large group, we like to use
two group leaders: one to guide the group discussion, while the other
writes down the group responses.

B We like to fit the entire list of values on one flipchart page. We use two
different colors of markers — one color to write the original list of values,
and the other to indicate the hash marks for the final values selected. For
instance, we use a black marker to list the values, and a red marker for
the hash marks. This helps to keep all of the information on one page.
We tape the list to a wall for later reference. If later discussions warrant,
we refer back to the list to refocus the group on the importance of re-
specting families’ values, just as we want our own values to be respected.

Ideas for Follow-up

B Many of the other activities in this collection are good follow-ups to this
activity. Here are a couple of ideas:

® Recognizing Family-Centered Care
* Connect the Dots . _
* Use of Films and Media

U| ‘26 I Getting on Board
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Family-Centered Practices: An Introduction

Activity 2: Recognizing Family-Centered Care H

Purposé To promote participant understanding of the
differences between family-centered, child-
centered, or system-centered approaches.

This activity can follow the review of each of
the nine family-centered principles in order
to provide participants with a background
| against which to judge each of the

' descriptive statements. Practicing
practitioners or students who have
completed field-based experiences in early
intervention programs may be able to
complete this activity without an
introduction to the principles. |

Activity Sequence See following pages

Accessing Resources n/a

Length 60 minutes : I
Materials Handouts and transparencies (attached);

Pencils; Overhead projector and screen;
Overhead markers

source This activity is copied directly from Gettmg
on board: Training activities to promote the
practice of family-centered care, by L.
Edelman (Ed.), 1991, Bethesda, MD:
Association for the Care of Children's Health.

Infants and Toddlers with Special Needs and Their Families 29

ERIC 170



4

Recognizing
Family-Centered
Care

Purrose  This activity helps professionals recognize and
understand the driving forces that shape the
services they provide.

A
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We have found this exercise to be very useful in
helping participants understand family-centered
care and how to distinguish it from child-centered
and system-centered approaches to delivering
services.

TMEREQUIRED  Allow 40 - 60 minutes to conduct this activity.
SucGesTEDGROUPSIZE ~ From 5 - 50 participants.

LearnINGEXPERIENCES  Discussion, small group (or individual) exercise,
large group exercise, summary.
SurpLIES/EQUIPMENT - Handouts:

Q Introduction to the Exercise

Q Recognizing the Driving Forces of Services
Transparencies: .

Q Driving Forces of Service Delivery

Q Recognizing the Driving Forces (two pages)

Supplies:

Q Pendils or pens

Q Overhead markers

Q Overhead projector and screen

Sowrce  Contributed by Larry Edelman, developed by
Project Copernicus.

Getting on Board | 27
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GUIDETO
CONDUCTING

Introduce the Actrmty

Review Core Concepts

28 | Getting on Board

jus 1NN UR'Y Recognizing Family-Centered Care____

M Pass out the Introduction to the Activity handout.
Ask the participants to read it individually.

B Discuss and emphasize the main points of the Introduc-
tion to the Activity handout:

¢ “Family-centered care requires that we look closely at
our current practices: Why do we do things this way?
Is this the only way possible? Is this the best way? Do
we do it this way because it’s always been done this

way?”

e “Once we recognize the forces that drive our programs
and services, it will be easier to visualize new possi-
bilities.”

M Discuss the concept of the driving forces:

. “Three different forces can influence the programs and
services that we offer, as well as the way that we offer
them. Let’s take a look at these forces.”

B Discuss the driving forces. Use the Driving Forces of
Service Delivery overhead transparency. '

Reveal them one at a time on the overhead (cover the
others with a sheet of blank paper). For each one, discuss
the definition and ask a volunteer from the group to sug-
gest a hypothetical example of how a service could be
driven by that force. Examples are provided below for -
each of the driving forces using nutritional services as the
focus. You can use these examples, or think of others
relevant to the group.
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UIDE TO
CONDUCTING
QLIPS E Recognizing Family-Centered Care

L System-Centered Driving Force: the strengths and
needs of the system drive the delivery of services.
Example: Test results must be sent ahead before a
visit can be scheduled with a nutritionist. This “rule”
reflects a requirement of the system or perhaps a job
function within that system.

2. Child-Centered Driving Force: the strengths and
needs of the child drive the delivery of services. _
Example: The nutritionist assesses the child, designs a
meal plan, and gives it to the parents. Although this
approach addresses the child’s clinical needs as iden-
tified by the nutritionist, the family’s dietary prefer-
ences, cultural practices, and resources have not been
considered.

3. Family-Centered Driving Force: the priorities and
choices of the family drive the delivery of services.
Example: The nutritionist asks to meet with the par-
ents to jointly design a meal plan consistent with the
family’s resources and preferences. This addresses

 the priorities and choices of the family. .

N Summarize:

“These three driving forces influence the services we
provide and the way we provide them. In the following
activity we’ll practice how to recognize these driving
forces in programs and services.”

' Small Group Exercise | M Have the participants break into small groups.
: . (Wesuggest groups of five.)

"M Tell the groups: ~
o that you are going to pass out a sheet with some
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* to discuss the statements in their groups and come to
agreement as to whether each statement is system-
centered, child-centered, or family-centered, indicat-
ing their choices by the letters S, C, or F;

e to be prepared to justify their answers.

B Pass out the handout Recognizing the Driving Forces of
Services and ask them to begin:

¢ While they are doing the activity, you may want to
walk around and tune in, stopping to help any groups
that are stuck. We are often asked if groups can
choose more than one driving force for a statement.
We reply that it's okay as long as the group agrees and
can justify its answer.

¢  When most of the groups are close to finishing, let the
partidipants know they have just a couple of minutes
to finish up.

Large Group Discussion | Important Note: Read the next section, Useful Tips for Guid-
ing the Discussion, before leading this activity. It will help
you guide the discussion and address the issues and contro-
versies that may come up.

B Have the participants stay in their small groups, but
focus their attention on the projection screen.

B Use the Recognizing the Driving Forces overhead
transparencies. '

Discuss each statement. Reveal the statements one ata
time on the overhead — cover the others with a sheet of
blank paper. Ask a group to volunteer it’s answer for the
statement in question and the reasons for that choice. Ask
if any other groups came up with a different answer.
Discuss any issues and controversies that come up. Write
the answer on the overhead transparency.
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B Continue until all of the statements have been discussed.

Summarize | W Offer these concluding remarks after all the statements
have been discussed:

“Family-centered care is neither a destination, nor some-
.thing that one instantly ‘becomes.” It is a continual pursuit
of being responsive to the concerns, priorities, and re-
sources of families.”

“Family-centered care requires that we recognize the
driving forces behind our programs and services. We
need to recognize when our services are not family-
centered and strive to make them as family-centered as
possible.”

“We need to look closely at our programs and services and
ask the questions:
“Is this the only way we can do it" "
“Ts this the best way to do it?,”
“Are we doing it this way because 1t’ s always been
done this way?”

“Our task, then, is to apply this approach to our work. If
we can recognize the forces that drive our programs and
services, then it will be easier to visualize new possibilities
and ask: “What can we do to offer our services in the most
family-centered way possible?”
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Recognizing Family-Centered Care.

Tips for Guiding the Discussion

Some Common Situations: Part of the art of leading this kind of discussion is to deal gently and
constructively with challenging ideas. Here are some common situations and ways that we’ve
responded to them.

Situation  The participants say: “There’s not enough information in the
statement for us to make up our minds!”

onse We agree and ask “What information do you need to assume in
gr y
o order to recognize the driving force?” and then proceed from there.

Situation  The participants say: “It could be either child-centered or system-
: centered!”

Response  We agree and explain that some of the statements were designed
‘to be ambiguous in order to stimulate discussion. Weask: “How
could you reword this statement so that it could be clearly
interpreted as family-centered (or child-centered, or system-

- centered)?”

Situation  The group does not come to agreement in the large group

Response  We encourage debate by looking at the justifications for the
' ' suggested answers. Weask “What assumptions did you make in
arriving at your answer?” Agreement usually occurs when the
group agrees on comunon assumptions. Sometimes a statement
lends itself to two different answers, each with its own valid

justification.

Situation  Theleader feels the group is way off the mark, e.g. the group feels
a statement is family-centered when the example is clearly not
driven by the family’s priorities and choices.

Response  We ask for justifications. We often ask: “Imagine yourself as a
family member in this situation — would this meet your needs?”

or “Can you think of a situation in which this might not be re-
sponsive to families’ choices and priorities?”

4 by oy
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~ Recognizing Family-Centered Care
Suggested Answers |

Remember: The value of this activity lies in the discussion of the concepts rather than in getting
the right answers. In fact, many of the statements could have two “right” answers, depending on
how they are justified. The participants will come up with answers and justifications based on
their experiences, but below are suggested answers with some examples of justifications.

S A family must bring their child to the office for case management services.
What if the family can’t get to the office? This is a rule for the convenience of the system.

S A complete assessment is done on a child and family.
This one is very subtle. The word “on” implies that someone is doing something “on” the
family, not “with” them. From this information, we don’t know if the family wanted an
assessment or if the assessment was just standard procedure.

Occupational therapy sessions are arranged according to a family’s schedule.
Services are scheduled according to a family’s availability. This reduces the possibility that
the therapy might conflict with other family activities.

b

FI/C Child care is provided for the brother and sister while the child who has special needs
receives treatment.
This recognizes and supports the needs of the family as a whole — the child who has
special needs, brothers and sisters who need attention too, and parents who may need help
with child care. However, if this is a rule rather than an option, it could prevent brothers
and sisters from participating in treatment, and could be viewed as child-centered.

S The office hours of the dentist are Mbnday through Friday, 9:00 am. - 4:00 pm.
Rigid, non-flexible hours make it difficult for families to use services.

SIC A physical therapist sends the order for a seating device home with the child.
The therapist may feel the child needs the device, but the way the order was delivered does
not necessarily involve the family in choosing the device or understanding the need for it.

S Transportation to the clinic is available from 9:00 am. - 5:00 p.m.
The limited hours of operation probably are not adequate to enable many families to get
to the clinic without a great deal of trouble.

- E/S Parent support groups may use the facility’s conference room in the evemngs.
This may be in response to families’ requests for meeting space. However, if the families
are told they can only use the room in the evening, it could be seen as system-centered.
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-Recogm'zing Family-Centered Care

/S  Alocal school board’s planning committee consists of professionals, parents, and

In

representatives from the community.

If parent and community representatives have real and meaningful input in planning how
the educational services will be delivered, this example can be viewed as family-centered.
However, if representation is only tokenism, this example can be viewed as system-
centered.

A child’s medical records are available 3-5 days after a release of information is received.
This is a rigid time-frame that reflects a limitation of the system.- What if the parents need
the information immediately? Why must they wait 3-5 days?

A speech therapist comes to the home twice a week for a one hour session with a child.
This is another tricky example. It is family-centered if a parent requested that services be

“delivered in this way. It is child-centered if the session is only for the child and prechudes

the involvement of other family members. If there are no options for services to be
delivered elsewhere, or scheduled differently, it is system-centered.

A care plan developed by a multidisciplinary team is given to the parent.

There is no evidence that parents participated in the development of the plan. If we assume
that parents were part of the team and participated rather than just being given a

typed copy for 51gnature this example could be regarded as famﬂy-centered.

School is closed for a day so that parent/teacher conferences can be held.
This situation is difficult for at least two reasons: working parents have to miss work, and
child care has to be arranged for children who are off from school.

Parents choose to send their child with diabetes to a church camp instead of a special
camp for children with diabetes.

. The word “choose” indicates that the parents had options-and made their decision.

A hospital social warker arranges for all of the medical equipment ordered bya
physician far a child.

If the physician and social worker made these decisions without discussing it with the
family, it is child-centered. If the family collaborated with the physician on the need and
choice for equipment, and requested that the social worker make the arrangements, this
example could be viewed as family-centered.

FOPE N
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Recoghizihg Fémily-Centered Care

Customizing the Exercise

Recognizing Family-Centered Care was developed for a broad audience including direct service,
supervisory, and administrative staff who serve families with children who have special needs. To
address this multidisciplinary audience, the activity includes a wide variety of service delivery
examples, so that each participant will find at least some examples directly relevant. Although
this activity has been used successfully with a wide variety of groups, you may choose to custom-
ize it for groups whose members are all from one agency, discipline, or field.

The activity can be customized by simply revising the example statements to be more relevant to
the participants. Start by looking over the examples and picking out the ones that you feel need to
be revised for your group. These statemeénts can either be slightly reworded or completely rewrit-
ten. Remember that if you revise the statements, you will need to revise both the handout and the
overhead. If you do create your own version, we would love to see it! Please send a copy to us.

To illustrate, consider the following two examples of how the statements can be customized. In the
first example, the statements were customized for staff who work at a hospital. In the second
example, the statements were revised for a group who work atan early intervention program.

Sample Statements for Hospitals:

Bulletin boards in family waiting areas have information about family-to-family support.

I

E
A child life specialist teaches a father how to use distraction and other coping strategies with
his daughter in preparation for a bone marrow aspiration. - _

S The hospital's visiting policy states that visiting hours are open for parents in the NICU

: except for one hour at each of the three daily shift changes.

S  The hospital's ethics committee has ten members, each representing different departments
or disciplines. A parent of a child with special needs is appointed as the eleventh member.

S  After getting perﬁﬁssion from a physician, families have access to the hospital library.

F  Families participate as faculty in the hospital orientation program for new employees.

S  Indeveloping a new step-down unit, the hospital administration invites families to com- )

ment on the final plans.
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Recognizing Family-Centered Care

c

o

A staff nurse explains to a mother that hospital policy allows a parent to stay during an IV
start and says that her child needs her to be there. '

A social worker's job description states that "she/he is to identify the needs of each child
discharged on a ventilator."

Sample Statements for Early Intervention Programs:

I

I'ﬂ,r\)
‘1]

i lr\) (9]
iry)

M-

Child care is available for brothers and sisters when a mother brings her toddler to the early
intervention program for developmental services.

The physical therapist gives a parent an order for an adaptive seating device.

The early intervention program’s planning committee consists of staff, families, and com-
munity representatives. . '

The early intervention program'’s planning committee consists of staff, families, and com-
munity representatives. -

The primary service provider comes to a family’s house twice a week for a one hour session
with the child.

- The early intervention program is closed to families for a week every February so that staff

can attend inservice training sessions.

Twice a month, the parents choose to take their child to baby gymnastics at the Y rather
than bring him to the early intervention program.

The service coordinator arranges for all of the medical equipment ordered by the physidian

for a medically fragile infant who is being released from the hospital.
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Recognizing Family-Centered Care
Handouts and Overhead Transparencies

Handouts _

On the next two pages are handouts ready for you to photocopy and use in conducting the
activity.

1. Introduction to the Activity

2. Recognizing the Driving Forces of Services

Overhead Transparencies

Following the handouts are overhead transparencies ready for you to photocopy and use in
conducting the activity.

1.  Driving Forces of Service Delivery

2 Recognizing the Driving Forces (two pages)

Gettingon Board | 37
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Introduction to the Activity

To paraphrase Tom Peters’ description of excellence, family-centered care is not a final destination,
but a continual pursuit. The philosophy of family-centered care describes a collaborative relation-
ship between parents and professionals in the continual pursuit of being responsive to the concerns,
priorities, and resources of families with children who have special needs. This philosophy has
received increasing attention and acceptance in recent years. As both families and professionals
embrace this notion, one of the challenges that remains is to apply the philosophy of family-
centered care to practice. Our challenge is to envision and pursue new ways that we can provide
services to families, ways that are more responsive to families’ choices.

Family-centered care requires that we look closely at what we do now and envision what we can
create. A good place to start is to look closely at our current practices and ask questions such as:
Why do we do things this way? Is this the only way possible? Is this the best way? Do we do it
this way because that's the way its always been done?

Recognizing Family-Centered Care is an activity designed to help professionals recognize and under-

stand the driving forces that shape the services they provide. If we can recognize the forces that
drive our programs and services, then it will be easier to visualize new possibilities.

1 | 38 | Getting on Board ' Handout: Recognizing Family-Centered Care
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Recognizing the Driving Forces of Services

Driving Forces:
S System-centered: the strengths and needs of the system drive the delivery of services
C Child-centered: the strengths and needs of the child drive the delivery of services

E Family-centered: the priorities and choices of the family drive the delivery of services

___ A family must bring their child to the office for case management services.
" __ A completeassessment is done on a child and family.
____ Occupational therapy sessions are arranged according to a family’s schedule.

Child care is provided for the brother and sister while the child who has special needs receives
treatment.

——

___ The office hours of the dentist are Monday through Friday, 9:00 am. - 4:00 p.m.
A physical therapist sends the order for a seating device home with the child.
__. Txansportationtotheclinicisavaﬂableﬁ*om&OOam-S:OOpm

- Parentwppoﬁgroupsnayuseﬂxefacﬂity’smnfmeroomhﬂneevmhgs.

— A local school bbaxd’s planning committee consists of professionals, parents, and
representatives from the community.

—_— Ad1ﬂd’smedicalrecordsareavai]able3-5daysaftetareleasgofinformaﬁon'sreceived.
- Aspeechtherapistcomesbothehometwiceaweekforaonehmxrsssionwitha.child.
___ Acareplan developed by a multidisciplinary team is given to the parent.

____ School s closed fora day so that parent/teacher conferences can be held.

— Parents choose to send their child with diabetes to a church camp instead of a special camp for

____ Ahospital social worker arranges for all of the medical equipment ordered by a physician fora
chid
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. Driving Forces of Service Delivery

System-centered the strengths and needs of the
system drive the dehvery of
services

Child-centered:  the strengths and needs of the
child drive the delivery of
services

Family-centered:  the priorities and choices of the

family drive the delivery of g
services B
184 3
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Recognizing the Driving Forces

——————

Overhead: Recognizing Family-Centered Care

A family must bring their child to the office
for case management services.

A complete assessment is done on a child
and family.

Occupational therapy sessions are
arranged according to a family’s schedule.

Child care is provided for the brother and

sister while the child who has special needs

receives treatment.

The office hours of the dentist are Monday
through Friday, 9:00 a.m. - 4:00 p.m.

A physical therapist sends the order for a
seating device home with the child.

Transportation to the clinic is available
from 9:00 a.m. - 5:00 p.m.

Parent support groups may use the
facility’s conference room in the evenings.

Getting on Board
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Recognizing the Driving Forces (Continmed

A local school board's planning committee
consists of professionals, parents, and
representatives from the community.

A child's medical records are available 3 - 5
days after a release of information is received.

A speech therapist comes to the home twice a
week for a one hour session with a child.

A care plan developed by a multi-disciplinary
- team is given to the parent.

School is closed for a day so that parent/
teacher conferences can be held.

___ Parents choose to send their child with
diabetes to a church camp instead of a special
~ camp for children with diabetes.

A hospital social worker arranges for all of
the medical equipment ordered by a physician
for a child. e T
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Family-Centered _Practfces: An Introduction

Activity 3: Family Sculpting

|

|
l Purpose

To promote participant understanding of: (1)
family systems concepts and (2) how their
own experiences in growing up in a family
impact on their interventions and
interactions with families in early
intervention programs.

This activity requires skill and responsibility
on the part of the instructor, as participation
may reveal family issues that participants
have not resolved successfully concerning
their own membership in families. The
instructor may need to be accessible to
participants for follow-up. The activity may
be conducted between the Importance of
the Family and the Family-Centered Practices:
An Introduction modules or may follow the
Family-Centered Practices: An Introduction
module.

Activity Sequence

See following pages

n/a

Accessing Resources
Length |

| 40 minutes

Materials

Colored construction paper; Glue; SCissors;
Pens . :

source

This activity is copied directly from Working
with families in early intervention: An
interdisciplinary preservice curriculum, by P.
J. Winton, 1992, Chapel Hill, NC: University of
North Carolina at Chapel Hill, Carolina
Institute for Research on Infant Personnel
Preparation, Frank Porter Graham Child
Development Center. :

—

“Infants and Toddlers with Speciai Needs and Their Families
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1.*Family Sculpture Project: Students might be asked to da this project for
homework. For some students this assignment may be difficult, especially if
they are in the middle of a family crisis. It is important to stress that sharing the
