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INTRODUCTION

The physician who provides medical care to a child with_disabilities
plays a key role in the continuing support of the child and his or her
family, and recent literature often addresses the role of the pediatrician
or family physician in early intervention and special education (Brewer,
McPherson & Magrab, 1989.; Coury, 1990; Howard, 1982; Mclnemey,
1984; Shonkoff, Dworkin & Leviton, 1979). Federal law acknowledges
the importan.ce of the physician and health services by including them as
components within the statewide system of early intervention. In reality,
however, in few states are the health system, and the pediatrician or
family practitioner, well integrated into the statewide system. As a child
ages into the special education system (age 3-21), the gap between the
child's medical care and his or her educational services only increases
(Eaton, Coury & Kern, 1989). One reason for this may be physicians'
lack of awareness of and knowledge about their role in state systems of
early intervention and special education. This is not surprising,
considering that neither the preservice nor the inservice training of
pediatricians places much emphasis on the care and management of a
child with disabilities. However, the emphasis of Part H of the
Individuals with Disabilities Education Act (IDEA) on the importance of a
multidisciplinary team for early intervention has stimulated interest in
improving pediatricians’ training (for example, Coury, 1990; Peter, 1992;
Schwab, 1991).

The American Academy of Pediatrics (AAP) has been active in

developing comprehensive medical education programs to meet the needs
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of pediatricians in practiée. In 1978 an AAP specialty task force released
a repoft which assessed the health needs of childre_n and the educational
‘needs of the pediatricians who treat them. Among the conclusions of the
task force were that 1) all pediatricians should have the skills to cope
with biosocial and developmental problems; and 2) residency programs
need to emphasize training in the provision of care to children with
chronic handicapping conditions (The Task Force on Pediatric Education,
1978). That same year, the Office of Special Education and
Rehabilitation Services of the US Department of Education gave the AAP
funding to develop an inservice training curriculum that was used with
over 5,000 primary care physicians who serve children with disabilities
(Powers & Healey, 1982). Since then, however, few programs have had

such scope and ambition (Coury, 1990).

Researchers have advocated for many years (Dworkin, Shonkoff,
Leviton, 1979; Haggerty, 1974) that pediatricians receive continuing
education on the care of children with disabilities. Recent
recommendations have focused on educating pediatricians to provide a
medical "home" for the primary medical care of each child (Koop, 1987).
This home should be comprehensive, coordinated, family-centered, and
community-based. The concept of such a home has been endorsed by
the AAP and by the Bureau of Maternal and Child Health (National
Center for Networking Community-Based Serviceé, 1989). In order for
physicians to provide services based on this model of medical care,

however, they first must receive training.
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. A 1993 survey- of practicing Connecticut pediatric/family
physiciahs showed not only a ‘need for additional medical
school/residency training on children with disabilities, but also on the
early intervention and spec‘ial education systems from Which these
children receive services. This survey was conducted by the University of
Connecticut Health Center's Division of Child and Family Studies

Physicians Training Project.

Training Manuals |

This training manual is a response to the Connecticut
physicians' request for medical school students to receive additional
training on children with disabilities. This manual will provide
information to practicing pediatricians, pediatric residents, and medical
students regarding their involvement with the early intervention and
special education systems, in their capacity as primary physicians for

children with disabilities and their families.

The three areas of training will include: 1) philosophy, 2) service
delivery models, and 3) collaborative relationships. Figure 1 contains
an overview of the content and organization of the training manuals. In
the center of the figure stands the family; this reflects the project's
central philosophy and its commitment to family-centered care.

All training materials and activities are founded on the beliefs that:

. The physician must see the family as the constant in
the child's life, and the primary unit for the delivery of
services.



Philosophy

' FEducation
Family Law
Centered
Care
(ol laboration
Consultation

Families

Role of Other
Discioli

Team Process

Collaborations Service Models

Coordination § Environments

Figure 1. Overview of Material Content and Organization.



e Family-centered, community-based care must be
' available for all children, regardless of disabilities,
illnesses, and cultural backgrounds.

o Intervention models mﬁst be designed to accommodate
families of various cultures and backgrounds.

e Innovations in family-centered services must be
translated into standard community practice.

o Collaboration needs to be ongoing among service
providers and between service providers and families.

. A primary goal is the inclusion of children with
disabilities in all normal activities and situations
wherever and whenever possible.

This training guide consists of eight self-study manuals. Together,
they are designed to enhance physicians' understanding of their role in
the early intervention and special education systems by exploring related
topics. Each manual is similar in layout and has been designed to
provide physicians with an opportunity to apply the information they
- have learned. The manuals are divided into four components. The first

component discusses concept and values: What is the concept? Why is

it important? How does it relate to children with special needs? The

second component, the family study, gives the general background,

both medical and family histories and the challenges this family is facing.
The third component, the discussion, provides physicians with an
opportunity to apply the concepts learned to the family situation
described. The last component, the resolution, provides a hypothetical
resolve which emphasizes physicians defining their roles and

responsibilities.
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| The manuals should be studied in the following orde;:
1. Family Centered Care

Education Law |

Research Efficacy

Role of Other Disciplines

Curriculum Development

Natural Instructional Environménts

Service Coordination

Team Process

© ©® N O 0 s W N

Collaborative Consultation

These self-study manuals are part of the training that will be
individually designed for each audience: the major thrust of this training
is to enable medical students, pediatric residents, and practicing
physicians to participate within the early intervention or special

education system for children with disabilities and/or chronic illness.
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FAMILY
CENTERED
CARE




The family is the constant
in every child’s life.

Objectives:

Upon completion of this manual, you will be able to:

* Describe the Family Centered Care
philosophy.

* Apply the nine principles of Family
Centered Care.

115



Phiiosop_hy -J

Family Centered Care is a philosophy ‘developed by the former

Surgeon General, C. Everett Koop, M.D., Sc.D. It is a philosophy of care
which encompasses family centered, community based, coordinated
services for children with special health care needs and their families. A

‘major premise of this approach is that the child is part of a family, and

the family has, of course, great impact on the development and well
being of the child. A family centered approach to providing services to
the child and his or her family thus depends on building and
maintaining a relationship based on mutual trust and respect between

professionals and the family

The principles of Family Centered Care were further defined and
expanded upon in Family Centered Care for Children with Special
Health Care Needs, published by the Association for the Care of
Children's Health (ACCH) in 1987. In 1990, with input from a large
group of families and providers of services to children with complex
health care needs, ACCH revised and expanded the original number of
principles to the nine which are currently accepted. These nine
principles are to develop systems of care that would: 1) assist in the
delivery of services to children with special health care needs and 2)

support the needs of the family (Shelton, Jeppson, and Johnson, 1987).

In a family centered approach to serving children with health care

needs and disabilities, doctors and other professionals no longer play

2
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their traditional roles. Thus all health care professionals should review
the family centered priciples discussed here to ensure that the services
they prov1de meet the needs of both the child with special needs and

the famﬂy who is the center of care for that child.

The Nine Principles of
Family Centered Care

1. Recognition that the family is the constant in the child's life while
the service systems and personnel within those systems fluctuate.

As a child grows and moves through the service delivery
system, he or she will be involved with many professionals,
.specialists and agencies--but the family will always be
there, the single and most important source of constant
support for their child. It is essential that professionals
recognize and respect this central role that the family
plays in the care of their child. Ultimately, each family
must assume responsibility for their child's care, both daily
and for the long term. Professionals must learn to work in
partnership with each family, valuing their judgment and
respecting their values and vision.

2. Facilitation of parent/professional collaboration at all levels of
health care.

Successful care plans must be developed through a
meaningful collaboration that reflects each family's
strengths and is tailored to each family's needs. The
ultimate success of this process depends on the ability of
parents and professionals to work in partnership. In a
family centered model the family is in charge and the
professionals serve as consultants in the child's care.

17



3. Sharing of unbiased, complete information with the parents about
the child's care on an on—going basis and in an approprlate.
. supportive manner. _

A true partnership between parents and professionals
requires that parents have access to complete inforation,
written in an understandable way, and in the family's
primary language. This information includes: diagnosis
and prognosis; available resources, including funding for
services; and current research data.

4. Implementation of approprihte policies and programs that are
comprehensive and provide emotional and financial support to
meet the needs of the family.

Because each family is unique, the support that each
requires reflect their individual values, strengths, coping
styles, and visions for the future. Family support therefore
means "whatever it takes" for the family to achieve its goals
and visions: this philosophy assumes that the family is in
the best position to determine exactly what they will need.
The needs may include funding, respite, child care,
service coordination, parent-to-parent support,
transportation, adaptive equipment, housing modifications,
and advocacy.

5. Recognition of family strengths and individuality with respect for
different methods of coping.

Each family has its own strengths and sources of support:
these may include neighbors, extended family, friends, and
community associations. Professionals should work with
the family to identify these support networks and develop
strategies to strengthen and reinforce them. In addition,
each family is defined differently and may include friends,
as well as grandparents, brothers, sisters, aunts, and
uncles. Services must be tailored to fit around this unique
family system with its own specific goals, values, culture,
and coping style.

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

In addition to each child's health care needs, a
comprehensive health care plan must address other issues
as well. Because each child and family has need for
socialization, development, and community support, the
care plan should allow each parent to fulfill his or her role

Q 4
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as parent, and each child to have as normal a life with
family and friends as possible. S

7. Encouragement and facilitation of parent-to-parent suppbrt.

Support from other families is valuable in developing
successful coping strategies. Parent-to-parent support may
involve matching experienced or "veteran" parents with a
parent newly referred into the service delivery system.
The veteran parents receive training in their roles as
parent-to-parent support group volunteers, and each
parent-to-parent support group is coordinated by a parent.
Family supports can also include parent groups, led by
professionals.

8. Assurance that the design of health care delivery systems is
flexible, accessible, and responsive to family needs.

The needs of each child and family will change over time.
It is critical, therefore, that service providers be able to
respond to these ever-changing needs through a flexible,
accessible, and responsive system of services. Families
often report that inflexible service systems and friction
between parents and professionals are greater sources of
stress than the daily care of their child with complex care
needs. They report stresses such as rigid and conflicting
eligibility criteria, confusing application forms, turf battles
among agencies and service providers, and a fragmented,
difficult-to-access system of services.

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

Each family has its own beliefs, values, strengths, and
needs, and professionals need to guard against imposing
their own values or cultural expectations upon the family.
Care plans must enhance the family's strengths and
address only those needs which the family itself has
identified, rather than those which professionals believe
exit. :

Table 1 provides questions physicians should ask themselves to help

ensure they are providing family centered care:
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Table 1

Topic Questions

Family is ¢ Have I identified the family's needs?

Constant e What can I do to help meet their needs?
e Have I solicited the family's input?
e Have I taken the family's needs into account

: when making my decisions?

Collaboration e Have I met with or contacted all the
professionals serving this family?
e Have I let the family and professionals know how
to contact me?

Information e Have I been completely honest with the family

regarding their child's condition?

e Have I been supportive to the family, helping
them to adjust to the needs of their child?

e Have I presented all information in a clear and
understandable way (particularly, in the family's
primary language)?

Policies and
Programs

e Have I informed the family of an agency that can
help them deal with all issues related to the care of
their child (for example, funding, education,
service coordination, parent-to-parent support,
transportation, adaptive equipment, housing
modifications, and advocacy)?

Strengths and
Individuality

e Have I helped the family identify its strengths?
e Am I aware of the individual needs of this family?

Developmental
Needs

e Does the treatment I prescribed allow the family
and child to meet their normal needs?

Support

°

e Have I encouraged the family to seek out the
support of other families and agencies?

Healthcare

e Have I clearly let the family know of the services
they qualify for?
e Have I collaborated with other professionals

involved with this family to make sure the family is
aware of all possible services that they qualify for?

e Have I responded to the family's needs?

Families

e Have I considered the family's culture and values
when prescribing my treatment?
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'FAMILY STUDY

JP is about to be discharged from the newborn inténsive care nursery
N after a tWenty-week hospitalization following his premature birth. He
developed seizures at 72 hours, which were controlled by medication, and
required ventilation for three weeks. He also had difficulty feeding by
mouth. His mother, Susan, is a seventeen-year-old single parent in good
health. She works an avefage of 30 - 40 hours a week, with no insurance
benefits, as a éecretary for a temporary employment agency. Susan must
continue to work after JP comes home, and would like to find a permanent
position with benefits. She worries about how she will pay for all of JP's

needs.

Susan lives alone, and JP's father is not involved with the family. She
has no family living nearby to assist her with JP's care; however, Susan does
have a few close friends who have visited JP with her at the hospital. Susan
will need support in her roles as primary provider of JP's care and as

primary decisionmaker for his health care needs.

Susan had some difficulty keeping her schedule of hospital visits,
although when she did visit JP she often sat and rocked him for hours. Her
missed visits made it difficult for the hospital staff to adequately train Susan
in JP's care; however, toward the end of JP's hospitalization, Susan
arranged for two days and one overnight at the hospital so she could learn

JP's care plan and participate in the discharge-planning process.
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Susan lives in a one-bedroom apartment across town from the
hospital. She does not have a telephone, so that maintaining contact
with the hospital when she could not visit was difficult. -

JP has a number of continuing medical concerns, including a
need for seizure medication, and assistance during feedings. Because
his muscle tone is poor, he is unable to suck for long periods. His

calorie intake must therefore be monitored to make sure he gains

enough weight..

Susan is committed to having him with her, but has a number of
questions she would like answered before she takes JP home. The
hospital social worker questions Susan's abilities to adequately care for
JP. As the community pediatrician who will be caring for JP, you are

responsible for making sure the transition to home goes smoothly.
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 DISCUSSION

As JP's priinary ‘pediatrician. apply the nine principles of Famiiy
Centered Care to identify the following:

What are the family's strengths and resources?

What are the family's needs/concerns?

Who should explore the issues affecting Susan's ability to visit JP in the
hospital and to participate in his care? How should these issues be
addressed? What is the family’s role in discharge planning?




| What are the potential barriers to implementing the discharge plan?

Who addresses the barriers identified in the discharge meeting?

What are the providers' (professionals) issues?

What do you want included in the discharge plan for JP?
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RESOLVE

Using a family centered model, -the following people began

discharge planning for JP and Susan after the sixth week of JP's

hospitalization, when his health stabilized:

Susan

Primary NICU Physician

Primary Nurse

Discharge Planner (Nursing)
Social Worker (Hospital Based)
Visiting Nurse (Community Based)
Community Physician

The discharge planning included three full team meetings: at 8
weeks, 16 weeks, and just prior to discharge. Susan was able to attend
only one of these meetings, but met with JP's primary nurse before and
after each meeting to discuss the plans. Susan also met with the social
worker on four other occasions, during visits to the hospital. The
visiting nurse' made one visit to Susan's home before discharge and

made an assessment of JP's home care needs.

In these meetings the team explored the strengths and needs of
the family. Susan was strongly determined to care for JP at home, and
managed to get time off from work to visit JP and participate in the
discharge planning. During the two days and one night she spent at the
hospital prior to discharge, she learned how to care for JP, including
how to operate all his medical equipment. Despite limitations in
transportation, she did manage to visit JP. She is very nurturing

towards him, spending hours in the hospital just rocking and hugging

11 25



| her baby. She has a few»fri,ends who prqvide her with some emotional
| ‘support. Susan has managed to keep her job despite the stress and
trauma of JP's hospitalization, and is struggling to meet both of their

needs.

During the discharge planning process, Susan identified several
concerns, including a lack of insurance benefits, and concern over how
JP's hospitalization and continuing care needs will be paid for. She will
need to find child care for JP, and expects that this will be difficult
because of his medical and developmental needs. She also has neither a
car of her dwn nor access to one, for getting to appointments;
furthermore, she is concerned about taking too much time off from
work. She is also worried about the possibility that JP will have long-
term care needs and will be disabled. She has no one to support her and

assist her in understanding these issues.

The team wrote the discharge plan at their last meeting, and
team members carefully explained the plan to Susan. A referral for early
intervention was discussed with Susan and she said she would think
about it. Her copy of this document included, in addition to telephone

numbers and appointments, the following:

. What medical equipment to obtain from a home-health

supply vendor

. Proper dosage and administration of medication for
seizures

. Referral to early intervention services for

developmental follow-up and physical therapy



. Referrals fbr follow-up in the following specialties:
' ophthalmology, neurology, pulmonology, audiology,
and developmenta_l follow-up clinic -

L Referral for eight hours of home nursing per'day

In addition to JP's medical/developmental needs, Susan's other

concerns were addressed through the discharge plan.

Susan's need for a_telephone. The hospital social worker secured a

donation from a local charitable foundation to have a phone installed;

Susan understands that ongoing bills will be her responsibility.

Health care financing. Susan was assisted in applying for Medicaid

(Title XIX) and WIC (Food supplement for pregnant women, infants and
children). At the time of JP's discharge, she had met the eligibility

requirements: JP's care, as well as her own, was covered.

Transportation. Medicaid will pay for transportation to medical
appointments.

Multiple care providers and appointments. The visiting nurse agreed to

act as a service coordinator, and will assist Susan in coordinating

appointments on the same day.

Support needs for Susan. Prior to JP's discharge, Susan was offered

support through Parent-to-Parent, a network of trained "veteran"
parents who have children with disabilities. She was matched up with

another mother, who visited her several times at the hospital, and they

13 5



- planned to continue meeting after discharge. ~The discharge plén also
contained a referral to an employment counseling agency which will

help Susan find permanent work.

Child care needs for JP. JP will receive eight hours a day of home
nursing while Susan is working; this coverage will continue as long as
JP needs skilled care. Should his condition improve, Susan will again
need to find child care. The Visiting Nurse Association will assist her in

training someohe, but Susan is aware that this care may be costly and

difficult to secure.

With the appropriate support, including a good relationship with
JP's primary care pediatrician, Susan and JP can have a satisfying life

together.
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DISCUSSION - ANSWERS

As JP's primary 'pediatrician, apply the nine prinéiples of Family
Centered Care to identify the following:

What are the family's strengths and resources?

. Susan loves JP

. Susan's strong determination to provide care for
JP at home

. Susan took time off from work to participate in

the planning process for JP's discharge
. Susan visited JP despite transportation difficg!t_y
. Susan has some friends for emotional support |
. Susan has kept her job throughout the stress

and trauma of JP's hospitalization

What are the family's needs/concerns?

. Insurance Benefits

. Child care

o Transportation

. Help coordinating JP's doctors' appointments

. Support for Susan to help her understand JP's
needs

. Employment counseling for Susan
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Who should explofe the issues affecting Susan 's ability to visit JP in the
 hospital and to participate in his care? How should these issues be
-addressed? What is the family's role in discharge planning? v

. Susan, JP's pediatrician, primary care nurse,’
and social worker (discharge planning team)
~should be involved in identifying the issues
affecting Susan's ability to visit JP in the hospital
and participate in his care

| These issues should be addressed in a team
meeting of the above individuals in a
collaborative, family centered manner; they
should all work toward the goal of JP being
cared for at home with his mother

. The family's role should be as an equal team
member in the discharge planning

What are the potential barriers to implementing the discharge plan?

o Susan's need for a telephone
o Health care financing
o Transportation

o Susan's ability to get JP to multiple
appointments without losing her job

o Susan's support needs

| Child care
Who addresses the barriers identified in the discharge meeting?

o The entire discharge- planmng team should address
these issues :
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What are the providers' (professionals) issues?

. Making sure JP has his medical needs met at
- home, including medical equipment, medicine,
therapy and appropriate medical and early
intervention referrals

What do you want included in the discharge plan for JP?

| Medical equipment from a home health supply

vendor

e  Medication for seizures

. Referral to early intervention and physical
therapy

o Referrals for medical follow-up appointments
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Early Intervention and
Special Education in Connecticut

Training Manual Evaluation
Name of Manual Family Centered Care Date
" please rate the following statements: Strongly Neutral Strongly
Disagree Agree
The layout and format of the manual were easy to use. 1 2 3 4 5
The manual was helpful in enabling me to understand 1 2 3 4 5
the concepts introduced.
I feel that I learned from the manual. 1 2 3 4 5
The family study gave enough information to answer 1 2 3 4
the discussion questions.
The discussion questions adequately tested my 1 2 3 4 5
knowledge of the material.
The resolution adequately explained the key points 1 2 3 4 5
of the family study.
I feel this manual would be an asset for the ICM-A 1 2 3 4 5

class in learning more about children with special needs
and my role in their educational systems.

Please add any comments about the above statements and/or any other comments
you feel would help improve this manual for use in the ICM-A course.

Thank you for your assistance in evaluating this manual and filling out this evaluation form.
Your comments and thoughts will help make this manual a success and in the process help
tomorrow's physicians become more knowledgeable about their expanding role in the life of a child
with special needs.
Q
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EDUCATION
LAW




The Individuals with Disabilities
Education Act (IDEA) and the
Americans with Disabilities Act
(ADA) address many facets of the
child's educationa‘lis and health care
needs.

Objectives: |
Upon completion of this manual, you will be able to:

e Describe the Individuals with
Disabilities Education Act (IDEA) and

apply concepts of the law to children
with disabilities.

e  Describe Part H of IDEA (early
intervention) and list the services

available for eligible infants and
toddlers.

e Describe the Americans with Disabilities
Act (ADA) and apply concepts of the law
to children with disabilities.




 As the primary physician treéting c‘hildr'en: with disabilities, it iS
important for you to become familiar with the laws affecting the education of
these éhildrén. These laws have many components and specific provisions; we
describe below two of the most important laws affecting children with

disabilities, and the key provisions of those laws.

Individuals With Disabilities

Education Act

The Beginning: The Education for All Handicapped Children Act

In 1975, The Education for All Handicapped Children Act (P.L. 94-142)
became law; it guaranteed children with disabilities the right to a free and
appropriate public education. This legislation was the culmination of many
years of court decisions and legislation expanding access to education for
children with disabilities. The Education for All Handicapped Children Act
mandated a free and appropriate publié education for children with disabilities

ages 5-21 regardless of the nature or severity of the handicap.

The Education for All Handicapped Children Act defines special
education as "specially designed instruction, delivered at no cost to the parent,
to address the unique needs of the child" in accordance with an Individualized
Education Plan (IEP). The child may receive this instruction in the classroom,
in the home, in hospitals and institutions, and in other settings, such as

community early childhood programs.



- The Amendments o |

In 1986, Congress amended P.L. 94-142 to P.L. 99-457, and added a

" number of 'speciﬁc. components significant for childre;l under age five. Part

B of this amendment stipulates that: |
. services for children who are age 3-5 and who are

determined to be eligible for special education are mandated
under the provisions of a free and appropriate public

education

. services are to be provided to each eligible child or
adolescent regardless of the severity of the individual's
disability

Part H, Early Intervention Services For Infants And Toddlers created
incentives for states to develop an early intervention entitlement program for
children from birth through age three. This part of the law describes a
comprehensive statewide system of interagency, multidisciplinary services that
should be available to eligible children. Each state must determine its own
eligibility criteria. Many states, such as Connecticut, now provide very young
children with such early intervention services, under a state mandate which
complies with the federal Part H requirements. Many important services
specified by Part H are available to families of eligible infants and toddlers:

. Each eligible infant or toddler and his or her family shall receive a

multidisciplinary assessment and an Individualized Family
Service Plan (IFSP) which should include:

a) the present level of the child's development

b) a statement of the family's priorities, resources, and
concerns

c) a statement of expected major outcomes for the child

d) a statement of necessary services for the child

e) projected dates of these services, and their duration
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" f) - the steps for Supporting the child's transition to the
mandated school program

g)  the name of a service coordinator

. Each state is required to establish a State Interagency
Coordinating Council whose role is to advise and assist the lead
agency for early intervention. The membership of the state ICC

will include at least:
a) three parents of infants or toddlers with disabilities

b) one representative from the state 1egislature

c) three public or private providers of early intervention
services '

d) one person involved in professional preparation

e) other representatives from each of the appropriate
agencies involved in the provision of or payment for
early intervention services

f) others appointed by the Governor

In 1991, these amendments to P.L. 94-142 were passed; the law became
P.L. 101-476 and was renamed the Individuals with Disabilities Education
Act (IDEA). The name change reflects a shift in terminology from "handicaps”
to "disabilities".

Under Part A General Provisions, this law stipulates that:

. A free, appropriate public education is assured for all eligible
children with disabilities

. The eligible disabilities include mental retardation, hearing
impairments, speech and language impairments, visual
impairments including blindness, serious emotional
disturbance, orthopedic impairments, autism, traumatic
brain injury, other health impairments, and specific learning
disabilities



. Related services (see Appendix A) be provided, including:

transportation and such developmental, corrective,
and other supportive services as are required to assist
‘a child with a disability to benefit from special
education: these include speech pathology and audio-
logy, psychological services, physical and occupational
therapy, recreation (including therapeutic recreation), -

- early identification and assessment of disabilities in
children, counseling services (including rehabilitative
counseling), and medical services for diagnostic or
evaluation purposes. The term also includes school
health services, social work services in schools, and
parent counseling and training.

. Transition services for secondary-age students
The Major Components of IDEA are:

The Zero Reject Principle: A free, appropriate public education is
guaranteed for all children ages 3-21 regardless of the
severity of the individual's disability. Children under three
may be provided with services if state law, regulatlon or
“judicial ruling mandate them.

Nondiscriminatog Assessment: A multidisciplinary team must
conduct the evaluation in the child's primary language or

mode of communication, using observations and non-biased,
validated instruments. The student must be assessed in all
areas related to the suspected disability. The assessment
should allow the child to display his or her abilities and
strengths, as well as disabilities.

Individualized Education Plan (IEP): An appropriate

Individualized Education Plan must be written for each child.
This document should be developed in a Planning and
Placement Team (PPT) meeting composed of parents, a
school administration representative, the child's teacher,
members of the evaluation team, and others invited by the
parents or the school. The IEP will contain a statement of
the child's current level of performance, long term goals and
short term objectives, specific educational services the child
will need, the date for beginning services and the anticipated
duration of the services, the extent of the child's
participation in the regular education program, and how to
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determine whether the goals and objectives for the child are
being met. ' ' :

Least Restrictive Environment (LRE): To the maximum
extent possible, schools must educate children who
have disabilities with their peers who do not have
disabilities: :

. Special classes, separate schooling, or otherwise
removing a student with disabilities from regular
education should occur only when the nature or
severity of the disability is such that education in
regular classes cannot be achieved satisfactorily even
with the use of supplementary aids and services.

o Schools must provide a spectrum of placement options
(regular classes, regular classes with minimal support,
regular classes with one-to-one assistance, and so on)
and supplementary services (adaptive physical
education, speech and language, and so on.)

o Schools must provide education as close to the
student's home as possible, and allow a student to
participate in extracurricular and nonacademic
activities to the extent appropriate.

. If a child with disabilities, is removed from a regular
education classroom, the school must work to return
that child to the regular classroom as soon as possible.

Due Process and Parent Participation: School districts must

establish and follow specific procedures in order to protect
the rights of children and their families. These procedures
should specify that:

. Parents may examine all records pertaining to their
child.
. Parents have the right to obtain an independent

evaluation of their child, in addition to that provided
by the school district and its staff.

o Parents must be given the opportunity to consent or
object to the identification, evaluation, or placement of
their child. They must be informed of the Planning
and Placement Team (PPT) conference and encouraged
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to .participate. = Meetings must be scheduled at
times - convenient for parents and appropriate
communications must be maintained with them.

o Parents or guardians must receive written notice if a
change is proposed in their child's c1a551f1cat10n
evaluation, or educational placement.

o Parents have a right to an impartial due-process
hearing conducted by a hearing officer, and/or
mediation if they are in disagreement with the school
district. Parents have the right to be represented by a
lawyer, to give evidence, and to cross-examine.
Hearings may be requested by the parent or by the
school district.

o Surrogate parents must be appointed to provide
representation and informed consent for children
whose parents or guardians are not known, or who are

not available.

In addition to the above provisions these amendments include an
emphasis on meeting the needs of traditionally undef—represented populations
(for example, minorities or low-income families). The amendments also expand
the definition of special education to include a variety of settings for the
delivery of services (for example, a work place or community-based program).
States must also insure that assistive technology devices and/or assistive
technology services are made available to a child with a disability if they are
required as a part of the child's program. Thus, a child's program may include
special education, related services, and/or supplementary aids and services.
The legislation states, further, that the related-services list is not exhaustive
and may include other developmental, corrective or supportive services, if they

are required to assist a child with a disability to benefit from education.




Americans With :
Disabilities Act (ADA)

The Americans with Disabilities Act (ADA) signed into law by President

George Bush on July 26, 1990, is a wide-ranging civil rights law that prohibits
discrimination against people w1th disabilities. The protections it offers are
similar to those given to women, minorities, and others subsequent to the Civil
Rights Act of 1964. ADA protects an estimated 43 million Americans with
physical or mental impairments that substantially limit their activities, such as
working, walking, talking, seeing, heéring, or caﬁng for themselves. People
who havé such impairments, as well as those who are perceived to have

impairments, are also protected.

ADA bars discrimination in employment and requires most employers to
make reasonable accommodations for employees with disabilities. It also
prohibits discrimination in commercial facilities, with regard to public
accessibility, as well as discrimination in any activity or service operated or
funded by state or local government. This may include daycare centers and

others programs which serve children without disabilities.



FAMILY STUDY

’I‘revor is a nine year old boy who lives with his mother, Sandy, and his
'father John. Trevor has two 51sters Lisa, who is six years old, and Ann, who‘
is four. Sandy delivered Trevor 12 weeks prematurely by emergency Cesarean
Section. Trevor's birth weight was low, and he was hospitalized for four
months because of repeated respiratory distress. Sandy and John visited their

son regularly in the hospital and were involved in his hospital care.

Trevor was discharged from the hospital with respiratory problems and
required frequent feedings and medications. His parents cared for him at home
with little support. Trevor has developmental delays, as documented by a
multidisciplinary evaluation requested by his parents shortly after he came
home from the hospital at six months of age. Trevor began receiving early

intervention services at fifteen months of age. This is Trevor's condition:

. Trevor has cerebral palsy; he is, however, ambulatory.

. He has a marginal airway.

o He currently wears prescrip{ive lenses and requires
preferential seating in school.

o Trevor has repeated bouts of respiratory infections for which
he often receives antibiotics.

o Trevor has learning disabilities.

. He has attention problems which require medication.

Presently, Trevor is in a "self-contained” classroom (for students with
learning disabilities) at a grade level (4) appropriate for his age. This is the first

year that Trevor has been in the self-contained classroom. The school staff
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.believ,ed that this was the most appropriate place for him to be for several

| reasons, which they clearly communicated to Trevor's family. The reasons for

his placement included:

1. Trevor often required that instructions about assighments be
repeated.
2. ©  Trevor's behavior in the mainstream or "regular ed" (for non-

disabled peers) classroom was often disruptive, and the
teacher had a difficult time getting him and the rest of the
class back on task. :

3. Class sizes were increasing, and the teacher would not be
able to give Trevor the more "personalized" instruction he
might need.

4. The school staff judged that Trevor's learning dlsablhty and

his physical disability dlctated a more 'restrictive"
educational setting.

His parents initially agreed to place Trevor in a self-contained program,
and this was implemented in his IEP. His mother now feels that this program
is not in Trevor's best interest, and has requested that Trevor be placed in a
regular-education classroom with individualized support sérvices. She is upset
that Tfevor has to attend a different school than the other children in the
neighborhood, since the self-contained program for his grade level is offered in
only one school in the city. Also, he is not attending the same school as his

sister Lisa, which makes childcare arrangements even more difficult to manage.

Trevor's parents requested 'a Planning and Placement Team (PPT)
meeting because they were displeased with the school's response to their.
concerns. At his parent's request, Trevor's neurologist wrote a letter
supporting Trevor's placement in a "regular ed" setting with modifications. His

mother believes that Trevor's behavior has worsened since he has been in the
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self-contained class, and Trevor's pediatrician is concerned that he may be

acting out his anger about bein'g.unhappy at school.

To act as an advocate at the PPT, Trevor's parents bfought along-a
distant cousin of Sandy's, a special education teacher who had been involved
| in discussions about Trevor's placement in the past. The PPT lasted three
hours, but the participants could not reach an agreement. Trevor's parents
then filed the appropriate fofms with the Department of Education to begin due

process to resolve this dispute. They see his educational needs as:

. Modifications to the curriculum and/or classroom day in
order to assist him in learning

o Trevor being allowed to have appropriate interaction with his
peers, in order to establish positive relationships

. An appropriate evaluation to assess Trevor's current
educational needs
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DISCUSSION

As Trevor's primary physician, evaluate the following:

According to the Individuals With Disabilities Education Act (IDEA) and
Americans With Disabilities Act (ADA), what should be your role in addressing
Trevor's educational needs?

Based on the information presented regarding Trevor's educational needs, does
the Individuals with Disabilities Education Act afford Trevor the opportunity to
participate in a regular education program?

If, according to the IDEA, Trevor should participate in a regular education
program, what part or parts of the IDEA specifically address Trevor's

educational needs?
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' What are the parental and family issues? How has the family appropriately
asserted their right to have those issues taken into consideration when Trevor's
IEP is developed? '

If Trevor were two years old, how might this process be different under IDEA
Part H?
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RESOLVE

- -Sandy and John filed for a due proéess hea;‘ing for their son, Trevor, with
the local school district. As the law states, the State Department of Education
must schedule the heaﬁﬁg and render a decision within 45 days of the initial
request for the hearing. Sandy and John thought that up to this point they
had a working relationship vnth Trevor's school team; after discussing the
issue, they decided to ask the school district officials if they would instead be
interested in mediation. The law (P. L. 101-476) does allow for mediation,
which is defined as an informal process for resolving disagreements about a
student's special education evaluation, program, or placement. In order to
obtain mediation, both the parent or guardian and the school district must
send written requests to the State Board of Education. The School District
agreed to try mediation; the State Board of Education then scheduled a
mediation date and appointed a state mediator to help work out a solution
acceptable to both parties. The family understood that if mediation did not

work, their initial request for a due process hearing would still be valid.

Trevor's parents decided to ask his neurologist, who prescribes and
monitors Trevor's medication, to attend the mediation; they also asked Trevor's
primary pediatrician to attend. Both physicians agreed to come because they
thought it was important to establish with the school a mechanism for ongoing
communication about and evaluation of Trevor's progress. Both physicians
strongly believed that Trevor should be placed back in regular fourth grade in
his neighborhood school, with the classmates he had been with since first
grade. The neurologist believed that knowing more about a typical day in
regular fourth grade, and the expectations for Trevor within that day, might



- influence his' prescription and timing of Trevor's medication. The neurologist

also thought it was 1mportant for Trevor to have a behav10r management plan

~in conJunction with his medication. The ped1atnc1an believed he had good

rapport with Trevor and his family, and a sense for how Trevor reacted to
certain stresses and conditions. He noted that Trevor wanted to express how
stigmatized and angry he felt at being placed in the special education fourth
grade class, instead of in regular fourth grade with his friends; the pediatrician
thus recommended that Trevor speak on his own behalf at mediation, and said
that he would help facilitate the process for Trevor. He also said he would be
willing to work with Trevor, the school psychologist, Trevor's family, and other
team members to develop a behavior plan that was consistent for home and
school. Trevor's parents agreed that these were important issues to raise at
mediation, and thought that both physicians not only supported their concerns
but wanted to work collaboratively with the school district. His parents further

agreed that it was important to let Trevor speak at the mediation, as it was his

future at stake.

Trevor's parents also asked Trevor's third-grade teacher to attend the
mediation. She had told Trevor's parents during the PPT that she would have
recommended regular fourth grade if support services could be worked out.
She believed Trevor did not have ongoing, consistent supports in third grade,
thus making it difficult for her to manage his inclusion in that class. The
family wanted to stress to the school staff that when Trevor had previously
been placed in regular education, he did not have supplementary supports, a

curriculum plan, and a behavior management plan.

The family asked the advocate to attend as well. Since their last PPT
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: 'meeting, the advocate had tol_dTrevor's parents of a ruling in US District Court

for the district of New Jersey; she said she would bring copies of the summary

of the opinion for everyone at the mediation. In brief, the court defined

inclusion as follows:

"When a child with a disability is placed as a full member of a regular
class with the provision of supplementary aids and services this is known
as supported inclusive education."”

The court also noted that:

"An inclusive education program, where a child with a disability becomes
a member of a regular class, does not imply that all special service
delivery must occur within the regular class. For instance, resource
room support, or other special services, may be delivered on a pull-out
basis within the regular class, or a combination of the two, depending
upon the needs of the child and the class as determined by the teachers

and team involved."

The court ruled that any Individual Education Plans recommending self-
contained special education classes with no meaningful opportunities for
integrating the child with non-handicapped children violated IDEA. The school
district also violated IDEA when it placed the student in a regular class for a
portion of the day without supplementary support, without a curriculum plan,
and without a behavior management plan. Trevor's parents were elated: this
is exactly what they had been trying to explain to school district officials in

terms of Trevor's initial placement in regular education.

Trevor's parents ﬁere comfortable with the group of professionals they
had chosen to go with them to mediation. They believed that the group would
support their goal of an inclusive fourth-grade placement for Trevor, and offer
ongoing suppdrt to school district officials if they agreed to place Trevor back in

regular education. Trevor's parents also thought it was important that the
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mediator and school .disfric_t officials listen to Trevor voice his concerns. The
family- went to mediation with a positive attitude: they believed that it was
important to try to negotiaté and talk things through. If that didn't work,
 however, they were prepared to pursue this issue at the impartial hearing that

is their right under the law.




DISCUSSION - ANSWERS

As Trevor's primary physigian. evaluate the following:

Acctording to the Individuals With Disabilities Education Act (IDEA) and
Americans With Disabilities Act (ADA), what should be your role in addressing
Trevor's educational needs?

e - Collaborate with members of the PPT and other health care
providers regarding Trevor's medical needs and the impact of
these needs on his educational programming

o Clearly state Trevor's needs for medical intervention within
the school, such as dispensing of medications

o Ascertain whether a comprehensive evaluation of Trevor's
educational needs has been completed

. Determine the need for any assistive technology services or |
devices

Based on the information presented regarding Trevor's educational needs, does
the Individuals with Disabilities Education Act afford Trevor the opportunity to
participate in a regular education program?

° Yes

If, according to the IDEA, Trevor should participate in a regular education
program, so, what part or parts of the IDEA specifically address Trevor's
educational needs?

. Development of an IEP defining eligibility needs for special
education programming and related services (Part A)

J Part B (for ages 3-21)

o Least Restrictive Environment component



" What are the parental and family issues? How has the family appropriately -
asserted their right to have those issues taken into consideration when Trevor's
IEP is developed? .

e - Parents feel that the self contained classroom is not
benefitting Trevor because:

a) It is not in the neighborhood school

b) It excludes Trevor from the mainstream or
regular classroom

c) They see Trevor's behavioral difficulties increasing

d) It complicates their childcare arrangements

o Less restrictive alternatives within the neighborhood school
or the regular education classroom were not tried prior to
placing Trevor in the self contained program

o Trevor may be in need of a comprehensive evaluation

. His parents do not feel supported by the school staff

o Trevor needs to have contact with non-disabled peers

o Parents appropriately requested a PPT meeting to review

Trevor's program and sought support from their pediatrician,
their neurologist, and an advocate

If Trevor were two years old, how might this process be different under IDEA
Part H?

o Under Part H an IFSP would be written rather than an IEP, and
would include a statement of the family's strengths and needs, the
name of a service coordinator, and possibly steps for moving Trevor
into the public schools at age three




APPENDIX A B
‘Services Available for Eligible Infants and Toddlers under Part H of IDEA

Audiology

Case management services (service coordination)
Family training, édunsehng and home visits
Health services |

Medical services

Nursing services

Nutrition services

Occupational therapy

Physical therapy

Psychological services

Social work services

Special instructional services detailed to the child's needs
Speech/language pathology

Transportation

Visioﬁ services

Assistive technology and devices

Parent-to-parent services
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.Ear'ly Intervention and |
Special Education in Connecticut -

Training Manual Evaluation
Name of Manual Education Law Date
Please rate the following statements: Strongly Neutral Strongly
: : Disagree Agree
~ The layout and format of the manual were easy to use. 1 2 3 4 5

The manual was helpful in enabling me to understand 1 2 3 4 5
the concepts introduced.
I feel that I learned from the manual. 1 2 3 4
The family study gave enough information to answer 1 2 3 4 5
the discussion questions.
The discussion questions adequately tested my 1 2 3 4 5
knowledge of the material. 4
The resolution adequately explained the key points 1 2 3 4 5
of the family study.
I feel this manual would be an asset for the ICM-A 1 2 3 4 5

class in learning more about children with special needs
and my role in their educational systems.

Please add any comments about the above statements and/or any other comments
you feel would help improve this manual for use in the ICM-A course.

Thank you for your assistance in evaluating this manual and filling out this evaluation form.
Your comments and thoughts will help make this manual a success and in the process help
tomorrow's physicians become more knowledgeable about their expanding role in the life of a child
with special needs.
Q )
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'RESEARCH
EFFICACY




The efficacy of a program is not
always measured against
quantitative norms.

( Objectives: )
Upon completion of this manual, you will be able to:
e Define efficacy.

e Identify the variables which contribute
to the efficacy of a program.

e Describe how efficacy might be measured
in working with children who are at risk
or those with disabilities.

— — —



| Research Efficacy |

Efficacy is the positive effect that a program, strategy, or
procedure has on the group at which it was aimed. In early intervention
we are concerned with the efficacy of programs designed for children who
may be at risk for developing problems due to environmental factors
(Bronfenbrenner, 1975; Horowitz & Paden, 1973; Ramey, MacPhee &
Yeates, 1984; Ramey, Yeates, & Short,l1984) as well as those at risk due
to biological factors (Bricker, Bailey & Bruder, 1984; Dunst, 1985;
Shonkoff & Hauser-Cram, 1987). Despite methodoldgical limitations, the
research done thus far support the effectiveness of early intervention
programs with both groups of infants. Unfortunately, the accumulated
data does not reveal which service delivery variables may be best suited

for different types of family, children, and particular needs.

I Principles of Efficacy I

In early intervention and special education, effidacy does not

necessarily mean a significant change in a child's Intelligence Quotient
(IQ) scores. Rather, the efficacy of a program might be apparent in a
number of other, possibly more important, areas, such as social
behavior, adjustment to the family,- or adaptive skills. A program also
might produce gains in one area (for example, changes in the child) while

not producing gains in other areas (for example, changes in the parents).
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The brogram still could be considered effective, however, in these specific

domains.

‘Demonstrating abilitieé in the "normal” range isn't necessarily a
good measure for the progress of a child with disabilities; normal goals
are in most cases beyond the reach of the child, or of current expertise
and technology. Families of childreh with disabilities need to understand,

therefore, that "normal" developmental goals may be inappropriate or

" unrealistic for their child. It is also important that the family have

information regarding appropriate gdals and the role that early
intervention might play in attaining those goals. For example, a child
with low muscle tone may not be able to roll over at the normal
developmental age, but, with physical therapy provided through an early
intervention program, the child may gain muscle tone and learn to roll

over at a later stage of development.

Parents also should be aware that children with disabilities can
develop secondary handicapping conditions, complications that result
from the primary handicapping condition. For example, a child might
suffer from low weight gain due to oral-motor difficulties, or muscle
contractures or atrophy due to lack of movement. Early intervention

services may prevent these additional complications from occurring.

According to the House Report (99-860)(1986) which accompanies
the Individuals with Disabilities Education Act (P.L. 99-457), early

intervention and early childhood special education programs can:

. enhance intelligence in some children;
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e - produce substantial gains in physical development,
- - cognitive development, language and speech
development, psychosocial development, and self help

skills; :

o prevént the development of secondary handicappihg
conditions;

o reduce family stress;
. reduce societal dependency and institutionalization;

. reduce the need for placement in special education
programs once children reach school age; and

o save money for society and our nation's schools.

Future research may identify what specific variables contribute to
efﬁcacy in early intervention programs. Such variables may include child
and family characteristics, program features, and goals and objectives

(Guralnick, 1989).

Certainly, effective early intervention benefits the child not only
directly but indirectly. By allowing parents to be parents, by encouraging
them to nurture their child rather than take on a host of professional
responsibilities (such as, occupational therapy and physical therapy), the
parent-child bond can deepen. This bond is critical to the child's
developmental process. An effective early intervention program may also
help parents locate a parent-to-parent support network, through which
they can explore their expectations for their child and her program.




FAMILY STUDY

'Scbtty is twenty-four months old and living at home with his

mother, father, and eight month-old sister. His father works full-time

and mother pai't-time. Scotty was born eight weeks premature and was

hospitalized with a variety of problems for the first three months of his

life. With the parents' permission, the discharge planning team made an

early intervention referral on Scotty's discharge from the hospital, at age

three months.

At twenty-four months of age, Scotty has many disabilities:

Scotty has low muscle tone and does not walk or crawl
He has feeding difficulties and problems gaining we‘ight
Scotty has vision problems

Scotty has breathing problems which require frequent
hospitalizations

Scotty does not talk
He has trouble sleeping through the night

Scotty has been receiving early intervention services both at his

daycare and at the children's hospital. Currently, he has physical

therapy three times a week, speech therapy two times a week, and

occupational therapy two times per week, as well as visits from his early

intervention teacher every other week. Scotty's schedule is as follows:

Monday: daycai'e - 4 hours
occupational therapy at daycare
Tuesday: daycare - 4 hours
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physical therapy at the children's hospital
speech therapy at the children's hospital

J Wednesday: ‘daycare - 4 hours
' . occupational therapy at daycare -
.early intervention teacher every other week
o Thursday: daycare - 4 hours
physical therapy at the children's hospital
speech therapy at the children's hospital
o Friday: - daycare - 4 hours
occupational therapy at daycare
While at the doctor's office to have an ear infection of Scotty's
treated, his mother and father begin discussing Scotty's lack of progress.
Scotty's mother and father are tired and discouraged. After twenty
months of early intervention therapy services, they perceive Scotty to be
showing little improvement. He still doesn't crawl or talk, and already
his little sister is beginning to make noises and talk. With Scotty not
sleeping through the night, his sister needing their attention, and the
demands of life in general, the parents don't see the point of continuing

these therapies: they take up a great deal of time, and Scotty's parents
don't see the results they thought they would.



~ DISCUSSION

As Scotty's pediatrician, how will you address the following?
What are the family's concerns?

What variables should you look at when defining the efficacy of Scotty's
program?

How would you address the family's concerns and what would you
recommend to them?




‘ Scoth's fé.mily is measufing the effectiveness of this therapy against his
sister's progress. How would you help develop a program for Scotty in
which the parents can better see his progress?

How could you help the family to understand what expectatlons are
realistic for Scotty?




RESOLVE

'Clearly, Scotty's parents are questioning the effectiveness of the
early intervention programming he is receiving. Despite the services of
the physical therapist, occupational therapist, speech therapist and early
intervention teacher, the parehts feel that Scotty is making no progress,
particulafly in crawling and talking. The physician is éware of the stress
and disappointment Scotty's parents are suffering; she asks them what
their expectations are, and why they think that Scotty is not making

progress.

Scotty's parents reply that after twenty months of intervention,
they expected him to be crawling and to have a few basic words such as
mommy, daddy, and juice or milk. They are also concerned and
confused about why these goals haven't been met. The physician
suspects that Scotty's parents have not been given clear expectations by
the early intervention service providers, and that the services may not be

well coordinated; she also wonders if the parents have enough emotional

support.

The physician suggests that Scotty's parents request a meeting
with the early intervention team, and says that she also will attend. The
meeting is thus scheduled with the occupational therapist, physical
fherapist, speech therapist, daycare teacher, physician, and Scotty's
parents. Each of the service providers discusses how he or she sees
Scotty's progress, and redefines the goals toward which he or she is now

working. The parents realize that their expectations had been too high
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and that ,ﬁhey had not ;e_cognized,the ptogress Scotty had made since
o early iﬁtéwenﬁon- began Thé physi.cian observed that Scotty's parénts
were having a hard time emotionally, and asked about resources to
provide Séotty's parents with more support. The physical therapist told
them about the-parent-to-parent support network and said he would call
the parents with the name and phone number of a person whom they

could contact.



 DISCUSSION - ANSWERS

' As Scotty's pediatrician, how will you address the following?

What are the family's concerns?
o Scotty's progress is not what the family expected
. Early Intervention is not effective

| Scotty's parents feel stressed and discouraged

What variables should you look at when defining the efficacy of Scotty's
program?

J Improvements in Scotty's verbal skills and his physical
development (muscle tone)

. The adjustment of the family

o Changes in Scotty

o Weight gain

. Effectiveness of early intervention program in terms of the
gains Scotty has made and in preventing secondary

handicapping conditions from developing

o Communication among early intervention team and between
service providers and the family

How would you address the family's concerns and what would you
recommend to them?

o Have parents contact service coordinator to convene early
intervention team meeting

o " Revise the Individual Family Service Plan

. Explore additional support services for the family

11
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Scotty's family is measunng the effectiveness of this therapy agamst his
sister's progress. How would you help develop a program for Scotty in
which the parents can better see his progress?

o Look at individual growth instead of developmental
milestones

o Define where Scotty is now and what the next step is in his
progression of development

o Focus on skills he has acquired (for example, social
development as well as physical development)

How could you help the family to understand what expectations are
realistic for Scotty?

. Look at individual growth instead of deveIOpmental
milestones

. Define where Scotty is now and what the next step is in his
progression of development

. Focus on skills he has acquired (for example, social
development as well as physical development)

12
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Early Intervention and ‘
Special Education in Connecticut

Training Manual Evaluation
Name of Manual Research Efficacy : Date
please rate the following statements: Strongly Neutral Strongly
. - Disagree Agree:

The layout and format of the manual were easy to use. 1 - 2 3 4
The manual was helpful in enabling me to understand S | 2 3 4 5
the concepts introduced.
I feel that I learned from the manual. 1 2 3 4 5
The family study gave enough information to answer 1 2 3 4 5
the discussion questions.
The discussion questions adequately tested my 1. 2 3 4 5
knowledge of the material.
The resolution adequately explained the key points 1 2 3 4 5
of the family study. -
I feel this manual would be an asset for the ICM-A 1 2 3 4 5

class in learning more about children with special needs
and my role in their educational systems.

Please add any comments about the above statements and/or any other comments
you feel would help improve this manual for use in the ICM-A course.

Thank you for your assistance in evaluating this manual and filling out this evaluation form.
Your comments and thoughts will help make this manual a success and in the process help
tomorrow's physicians become more knowledgeable about their expanding role in the life of a child
with special needs. '
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( ROLE |

OF
OTHER
DISCIPLINES




- All disciplines have expertise

- which are equally important in

developing a service plan for a
child.

Objectives: ]
Upon completion of this manual, you will be able to:

e Define special education and related
services.

e Identify the roles of other professionals
who may provide related services to an
infant or child recieving special education.

e Describe and apply the components of a
successful integrated therapy model.
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.Becaﬁsé -all children have different cog.n"i.tiVe,. 'physical, and
- psychological charaéteristics, they all require éducational programs
deéigned ‘to meet fheir unique needs. Children ages 3 - 21 who have
disabilities are entitled to special education and related services to meet
their individual needs through P.L. 101-476, The Individuals with
Disabilities Education Act (IDEA). Part H of IDEA also provides early

intervention services for eligible infants and toddlers and their families.

Special Education

and
Related Services

Designing intervention programs to meet the educational needs of
children with disabilities is a complex process; no one person has the skills,
or knowledge adequate to do this. Rather, many professionals (for example,
special education teacher, speech therapist, and physician) and the family
must work together as a team to provide information, make decisions, and
perform all the functions associated with delivering special education and
related services. In order to avoid confusion and the fragmentation of
services, it is essential that this team of people work collaboratively to plan,
coordinate, and implement the services needed for each child. They will
need to communicate with one another, share their expertise and skills,

make joint decisions, and most important, coordinate their service delivery

efforts.



, | Special Education:

Related Services:

. Special education and related services are defined in P.L. 101-476 as:

Specifically designed instruction that is developed by
a team to address the individual educational needs of
the child. It is provided through a child's Individual
Family Service Plan (IFSP) or Individual Education
Plan (IEP). The Special Education Teacher provides
the environment, activities, equipment, and
methods/interventions to facilitate a child's:
development/education.

Include transportation and developmental,
corrective, and other supportive services needed to
assist a child with a disability and his/her family to
benefit from special education.

Thus, each child may receive, in addition to a program of specialized

instruction (special education), any one or a combination of the following

related services, as stated on the IFSP or IEP: audiology or hearing services,

medical services, occupational therapy, physical therapy, psychological

services, school health services, speech therapy, social work, and vision

services. Each person providing special education or one of these related

services to a child with disabilities has a role specifically related to their

discipline.

Roles of the
Professionals

Each of the related service professionals listed above has training and

expertise in his or her discipline, and each, acting within that discipline,

contributes to or provides services to the education of children with

disabilities. Their roles are described as follows:
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Aide:

- Audiologist:

Nurse:

Occupational

Therapist (OT):

Physical

Therapist (PT):

A person assigned to work directly with a child or in
- . the same classroom to help meet educational needs,

implement goals, and provide physical assistance to
the child (for example, an aide might help
implement a child's toilet training program).

Evaluates hearing, provides rehabilitation when
appropriate, and assists the team in understanding
the nature of a child's hearing loss and how it may
affect the child's development. An audiologist can
offer strategies to help compensate for the hearing
loss when communicating or listening to others (for
example, ask the classroom teacher for preferential
seating so the ear in which the child has hearing
faces the teacher and not the window). Audiologists
can recommend, monitor and instruct others in the
use of hearing aids and auditory trainers.

Interprets and supports the child's medical and/or
healthcare needs. Assumes responsibility for
establishing a medical management plan which may
affect the child's therapeutic and educational
programs.

Traditionally focuses on developing therapeutic
methods to aid in activities of daily living, such as
eating, dressing, and writing. Occupational
therapists assist the team in adapting the home and
school environment so a child can participate as
independently as possible (for example, the OT
might adapt a spoon handle to make it easier for a
young child to grasp and hold).

Traditionally focuses on muscle tone, positioning,
and helping a child to walk or become mobile with
or without adaptive equipment (for example, walker,
braces, or wheelchair). Physical therapists assist the
team in determining appropriate programs for
promoting motor skill development.
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Physician:
Psychologist:

Social Worker:

Speech/Language
Pathologist:

Vision Specialist:

Provides primary “health care and specialized
medical care to the child, including both diagnostic

- and treatment services. Physicians may also be a

source of referral to other professional services or
resources, such as therapeutic or psychological
services, early intervention, or special education.

Administers psychological assessments to children
and interprets their findings to the team. In some
settings, psychologists may also provide clinical
services or counseling to children and families.
Psychologists also develop behavior modification
programs to implement in the home and/or school.

Provides a link to services which support the family's
well-being and needs. They play a diverse role, from
direct counseling to helping families access
community resources for financing, recreation, or
community support (for example, respite services,
food stamps, home nursing services, parent-support

group).

Evaluates a child's communication abilities. May
address the production of speech sounds, including
evaluation of the mouth, breathing, oral muscle
control, and articulation. Speech/language
pathologist is also responsible for developing
alternative communication systems for children who
are non-verbal (for example, sign language, or
picture communication boards). The pathologist
assists the team in developing interventions to
improve communication skills.

Develops adaptive equipment or programs to
improve vision or use existing vision as much as
possible. The vision specialist participates in the
design of programs to teach independent living
skills and mobility training to children who have
visual impairments.
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Integrated Therapy Model

Special education and related services for children with disabilities
should be provided within the context of natural environments (for example,

home, day care, nursery school, kindergarten, third grade) and incorporated

. into natural routines. Related service professionals may provide the service

themselves, or they may train and consult with other service providers (for

example, parents, regular education teacher, nursery school teacher) to

provide the service.

Direct therapy occurs when the therapist works directly with the
child on an individual or group basis in the context of natural routines.
Direct therapy includes assessment, intervention, implementation, and
evaluation. Indirect therapy involves training others to perform specific
interventions and then monitoring the performance of those interventions
on a continuing basis. For example, physical therapist might teach the
nursery school teacher how to facilitate rolling for a young child unable to
crawl, in order for the child to reach a favorite toy during free play: the
therapist cannot be in the nursery school room all the time but the child
needs to practice rblling, for mobility during naturally occurring routines.
Thus, the physical therapist is providing indirect therapy to the child by

training the teacher to implement interventions.

An integrated therapy model is the most efficient and natural way to

provide children with disabilities with special education and related
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'seririces, within natural environments. The integrated therapy model
' _.requi.re_'s é téam apprpaéh ﬂlat emphasizes roie release .ar_ld indirect therapy'
services. Role release means sharing and exchanging certain roles and
responsibilities among team members. All team members have specific
skills and information they can share with others; in role release team

members release some functions traditionally associated with their

individual disciplines.

The success of an integrated therapy model requires that the team
members (for example, special education teacher, speech pathologist,
physician, physical therapist, nurse, and parent) work together on an
ongoing basis to plan, implement, and monitor the delivery of sérﬁces to
the child. The ingredients necessary for the successful collaboration of

professionals form different disciplines are:

J Attitudes of team members (their willingness to share information and
skills)

. Accessibility of the specialists (their availability for consultation and
training)

. Communication (the specialists reduce their use of jargon)

| Transmission of information (the specialists pinpoint relevant

infon_nation to share with other team members)

Teams should follow an integrated approach to program development
and implementation. The special education and related services
professionals must Work across disciplines to share information about the
child's program, and be willing to release their roles in order to integrate

the goals and objectives of each discipline involved in a child's care. This

78



ensures that' a,c.hild',s~ individual needs are addressed through a éollabora_tive

process within naturally occurring routines and envirdnments.
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FAMILY STUDY

Jenny is a fifteen year old single mother living at home with her
mother and father. Jenny's mothér and father have supported her decision
to raise her baby, finish high school, and continue to live with them. They
have also agreed to pay for child care when Jenny is in school, since they
both work. Jenny's daughter, Maddie, was born prematurely, causing a
variety of problems. Most significantly, she has severe vision loss, possibly,

she is legally blind.

When Maddie was discharged after two months in the NICU, Jenny
was pleased with her progress. Maddie appeared alert and active, énd ate
well. The dischargé plan recommended follow-up opthamalogical exams to
monitor Maddie's vision problems, and referred Jenny to an agency that
provides early intervention services for infants with blindness/low vision.
Since the hospital is about 80 miles from Jenny's rural home, it is very
difficult for her to make weekly follow-up appointments. The hospital
agreed to have Jenny make bi-weekly visits to her pediatrician, whose office
is in a nearby town and who has treated Jenny since she was a child, for
follow-up services. The pediatrician, however, has not had any experience
with children who have severe vision impairment, nor with early

intervention or special education services.
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DISCUSSION

As Maddie's prlmary pediatrician, evaluate the following:

How do you see your role in this situation ?

How do you see your role as Jenny's pediatrician ?

How do you see your role as Maddie's pediatrician?

10 g1




What qtialities do you feel the early intervention program should have, to
best meet both Jenny and Maddie's needs?

What other professionals do you think Maddie will need the services of in
her early intervention and later special education plan?

What do you need to know to feel more competent to treat Maddie now and
in the future?

11
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RESOLVE

The pediatri'cian met with Jenny and Maddie in his office. He believed
the first Sfep should be an informal discussion with Jenny to see how she
was adjusting to all the changes in her life - physically, mentally, and
emotionally. He thought it wés important to see both his patients in a
comfortable, non-threatening environment so he could get a sense of how
Jenny interacted with Maddie. Next, the doctor asked Jenny if she had any
questions about Maddie, such as her stay in the NICU, her vision problems,
or general developmental concerns associated with premature births. Once
this was done, the pediatrician let Jenny know that he felt very capable
treating any of Maddie's medical problems, but that visual irnpairmenfs was a
new specialty for him. They would need to work together, and consult and

learn from others who had more expertise in this field.

Next, the pediatrician discussed finding an early intervention program
for Maddie. He asked Jenny where she would like Maddie to receive these
services and discussed her options: home-based services or center-based
services. Jenny said that a neighbor who had a little playgroup for babies
and toddlers was willing to keep Maddie while Jenny went to school. Since
Jenny wanted to place Maddie in a family daycare situation, the pediatrician
understood that more people would need to learn about Maddie's visual
impairments. He called the State Department of Education to get
information about services available for children with visual impairments.
He then gave Jenny the name of the agency to contact and wrote a referral

for services based on information from the hospital. With Jenny's
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Aper'mission.j he also made copies of any medical documents he felt the

'agency_m'ight need in order to start services for Maddie.

Within a month, Maddie was given an evaluation, by an early
intervéntion team, which determined her to be eligible for early
intervention services in the family day care. The evaluation recommended
that she receive physical therapy -and instruction from a vision specialist (a
teacher for the visually impaired), for one hour twice a week. Once Maddie's
program was under way, the pediatrician asked Jenny if the physical
therapist and vision specialist might use one of their therapy sessions to
meet with him in his office to help him better understand how to provide

Maddie with care that is sensitive to her visual impairment.

By Jenny's arrangement, the pediatrician met with Jenny, the physical
therapist, and the vision teacher. The group believed this meeting was a
good opportunity to exchange information and share their experfise with
one another, in order to coordinate their service delivery efforts. The
physical therapist explained that babies with visual impairments or
blindness often seem to dishke_being picked up: they may arch their backs,
become stiff, or seem to push away. Both Jenny and the pediatrician had
seen this reaction in Maddie before. The physical therapist explained that
visually impaired babies are often quiet and still much of the time because
they are listening to what is going on around them; their reaction to being
picked up is related to this keen attention they are giving the world. If they
are safe and intent on listening, and suddenly finds themselves being moved
around in mid-air, it is natural for thefn to get upset. The physical therapist

suggested giving some kind of wamihg that Maddie is going to be picked up:
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first talk softly, then add a touch of the hand, and then finally, pick her up.

The vision specialist also told Jenny and the pediatrician that babies with

_visual impairments/blindness usually do not receive the visual cues that

would warn them of impending discomfort or unpleasant situations such as
having their temperatures taken, getting shots, having cold stethoscopes
placed on their chests, or wiping their faces and noses. She suggested using
a signal, such as, a gentle knock before the activity, to help prevent Maddie's
generalized withdrawal, and to keep Maddie receptive to positive human
contact. The team members thought that this type of information-sharing
was essential to best meeting Maddie's needs; they believed they should
meet on a bi-monthly basis to ensure continuity as Maddie grows and her
needs begin to change. Jenny suggested including the family daycare
teacher, although it would be hard for her to get away. The therapists then
said they would share their information with the teacher when they went to
the day care. The pediatrician suggested they rotate the meetings, and said
he would try to visit the day care.
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DISCUSSION - ANSWERS

As Maddie's primary pediatrician, evaluate the following:

How do you see your role in this situation?

o To learn about the integrated therapy model as well
as Maddie's individual needs

o To remember that Jenny is still a patient, as well as
her daughter, Maddie

. To give Jenny the respect shown to all other parents

How do you see your role as Jenny's pediatrician?

o To ensure that Jenny is adjusting physically,
mentally, and emotionally to all the changes in her
life

o To make it clear to Jenny that she can ask any
question at all, either regarding herself or Maddie

How do you see your role as Maddie's pediatrician?

. To consult with a vision specialist to learn about the
: particular needs Maddie may have

. To refer Maddie to an early intervention program

. To collaborate with Jenny and other professionals to

provide the best possible care for Maddie

15.
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What qualities do ybu feel the early intervention program should have, to
best meet Jenny and Maddie's needs? '

. A vision specialist must share his or her extensive
knowledge about visual impairment

. The physical therapist must have knowledge of visual
“impairments

. The professionals must respect Jenny as a parent,
while being sensitive to her youth

e . The professionals must collaborate with Jenny and

each other to formulate an IFSP which will maximize
Maddie's abilities and assist the family

What other professionals do you think Maddie will need the services of in
her early intervention and later special educational plan? ,
. A vision specialist
. A physical therapist with knowledge of visual impairments
. A social worker

In the future she will need the following professionals in addition to
the above:

° Special education teacher
. Psychologist

What do you need to know to feel more competent to treat Maddie now and
in the future?

Now: ° Maddie's current age and level of development
. The family needs
Future:
. Maddie's progress, in other areas beside the medical

. The content of IFSP meetings
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Early Intervention and
Special Education in Connecticut
Training Manual Evaluation

Name of Manual Role of Other Disciplines Date
Please rate the following statements: Strongly Neutral Strongly
: Disagree Agree

The layout and format of the manual were easy to use. 1 2 3 4 5
The manual was helpful in enabling me to understand 1 2 3 4 5
the concepts introduced. ’
I feel that I learned from the manual. 1 2 3 4
The family study gave enough information to answer 1 2 3 4
the discussion questions.
The discussion questions adequately tested my 1 2 3 4 5
knowledge of the material. _
The resolution adequately explained the key points 1 2 3 4 5
of the family study.
I feel this manual would be an asset for the ICM-A 1 2 3 4 5

class in learning more about children with special needs
and my role in their educational systems.

Please add any comments about the above statements and/or any other comments
you feel would help improve this manual for use in the ICM-A course.

Thank you for your assistance in evaluating this manual and filling out this evaluation form.
Your comments and thoughts will help make this manual a success and in the process help
tomorrow's physicians become more knowledgeable about their expanding role in the life of a child
with special needs.
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The basic components of
curriculum design should include
health care needs to positively
affect the development of programs
Jor infants and children with
disabilities.

Objectives:
Upon completion of this manual, you will be able to:

e  Describe curriculum design as it pertains to
the early intervention and special education
of children with disabilities.

e Define assistive technology and list examples.
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.Children learn and develop at their own pace. A special education
classroom or early intervention program, therefore, is structured to meet
the varying needs of all the children it serves. The teachers or intervention
team staff, and parents, develop a curriculum for each child. The
curriculum is an organized set of activities designed to achieve the learning
goals set for each child. It outlines both the content to be taught and the
methodology to be used, and thus it is the framework within which teachers
and early intervention teams (for example, families, special educators,
speech therapists, daycare teachers) work to meet the individual needs of
the enrolled children. A curriculum should contain appropriate planning for
each student's growth and development within the group structure of the
classroom. It should be chosen with a thorough understanding both of the
philosophy of child development and of its implications for the child's

individual learning needs.

The Individual Family Service Plan (IFSP) and the Individual Education Plan
(IEP)

The curriculum for a learner with disabilities is contained in the
Individual Family Service Plan, for children up to age three, or the Individual
Education Plan, for children age three to twenty-one. The team developing
the curriculum should keep the abilities, goals, concerns, and preferences of
the learner in min.d, and seek to implement the curriculum within the
routines and activities of naturally occurring environments. The educational
team for students with disabilities (for example, family, special education
teacher, regular education teacher, and related service professionals) should
collaborate on implementing curriculum goals and objectives; this
collaboration will benefit the "whole" child and help ensure that he or she
will ﬁse in other settings the skills learned in one.

2
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An effective curriculum should address a wide range of the child's
interests, and abilities, and provide a variety of activities and materials. The
complexity of the work, and the challenges to the children and youth will
increase as they master the initial skills targeted in their goals and

objectives as stated in the IFSP or IEP.

I Curriculum Design ]

Developmentally Appropriate Practice

Special education programs often use an eclectic approach to
curriculum development and service delivery. However, the ‘specific
program components of any individual curriculum should be grounded on
current theories of development, cognition, behavior, or ecology. One
approach to curriculum is to consider it in terms of "Developmentally
Appropriate Practice” (Bredekamp, 1987). Developmentally appropriate
programs are designed to meet the needs of individual children. The
concept of developmental appropriateness has two components: age

appropriateness and individual appropriateness.

Age Appropriateness:

Research indicates that there are predictable sequences of
growth and change that occur in all areas of development.
Knowledge of the typical development of children assists
teachers to plan appropriate experiences and prepare the
learning énvironment. Examples may include a young pre-
schooler with severe disabilities who needs to have
sensory experiences and can be helped to play at a sand or
water table with peers; a twelve year old with severe
disabilities who needs sensory experiences and could be
helped to use sand, water, and clay to make a
topographical map with peers in his/her seventh grade
social studies class.
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Individual Appropriateness:

Each child is, of course, unique. The curriculum and the
adults' interactions with the child, therefore, should
respond to the child's individual needs. Each child's
experiences with peers, adults, and learning materials
(such as, toys, books, and computers) should match the
child's developing abilities, and expand his/her interest
and understanding. The goals for each child should be
reached through activities that are child-initiated and
directed. The child's learning should not be impeded by
?dult-established concepts of completion, success, and
ailure.

Natural Environments

Although a specific disability may primarily affect one part of a child's
development (such as vision), other developmental domains also are likely to
be affected. A combination of goals is necessary, ~therefore,‘ to ensure a
natural teaching setting and an efficient teaching approach. For example, a
child with low muscle tone in the trunk area can work a puzzle with a peer,
while a physical therapist helps with muscle control: this situation
integrates, the child's motor, social, and cognitive development into one
activity, rather than treating them in isolation. This approach improves on
past practices in special education, in which professionals concentrated
solely on the primary effects of a specific disability; it also allows special
education and related services (such as physical therapy) to be integrated
into the child's learning experiences through naturally océurring routines
and activities in the home, nursery school, elementary school, or high
school. Naturally occurring routines may include storytime, dressing,
playtime, reading groups, art, gym, and so on. This process is called

"activity-based instruction."
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Activity-Based Instruction

Activity-based instruction embeds the teaching of many skills during
one routine/activity and the teaching of one skill across many
routines/activities (Bricker & Cripe, 1992). This type of instruction uses
naturally occurring events to teach functional and broadly applicable skills.
For example, a child can work toward motor, communication, social, and
cognitive learning objectives during the routine of free play, while bathing
dolls at the water table. This activity can promote communication with
another peer (as in, "I want the soap"), social skills (as in, taking turns with
the soap), motor skills (for example, reaching and grasping for the soap or
washcloth), and cognitive skills (e.g., problem-solving by finding something
with which to dry the dolls). Also, one goal in the area of communication
(for example, choice-making through pointing) can be taught in a vairiety of
routines: the child can point to a favorite cracker during snack; point to

his/her choice of colors for an art project; and point to a favorite book

during storytime.

Assistive Technology

A new, exciting, énd important addition to curriculum planning for children

with disabilities is "assistive technology," legally mandated in The Individuals

with Disabilities Education Act, "assistive technology service" is defined as:
"...any service that directly assists an individual with a disability

in the selection, acquisition, or use of an assistive technology
device..."[20 U.S.C. 1401 (a) (26)].



The term "assistive technology device" is defined as:

"... any item, piece of equipment, or product system, whether
acquired commercially off the shelf, modified or customized,
that is to increase, maintain or improve functional capabilities of
individuals with disabilities." [20 U.S.C. 1401(a)(25)].

Assistive Technology, then, means access to the use of a classroom

computer for a child who cannot write, or providing a child who cannot talk,

but who can read, with a touch talker or picture board for communication.
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FAMILY STUDY

Marissa was born at a local community hospital. When she was one
month old her family noticed waxy-looking pimples on her arms and legs.
Marissa's pediatrician referred her to the dermatologist on staff. The results

of a biopsy indicated an extremely rare and unusual genetic disorder.

o At six months, Marissa developed a severe seizure disorder.
o At nine months, Marissa's teeth began to grow in abnormally.
. At one year, Marissa's family had her evaluated for early intervention

services. The assessment team determined that she was significantly
delayed in her language, motor, social, and cognitive development.

Marissa's family enrolled her in a local early intervention program. She
received a home-based intervention program for the next twelve months.
Then, at twenty-four months, the early intervention team (family, special
educator, speech therapist, physical therapist, and pediatrician) decided to
enroll her in a nursery school in the community for three days a week. The
team felt the time had come to move Marissa's educational services from
home into an inclusive, early-childhood program. In this natural
environment Marissa could interact with other toddlers and enlarge her
learning environment. The early intervention team decided on a
neighborhood nursefy school philosophically committed to including all
children. The teafn chose a mixed two and three-year-old group and
determined that Marissa would receive the support services of special

education, speech therapy, physical therapy, and occupational therapy.



The early intervention team met to develop, update, and prioritize the
goals and objectives on the Individualized Family Service Plan (curriculum)
for Marissa's nursery-school class - - her new learning environment. They
discussed the progress she had made thus far, her current abilities, and
areas to target for learning. They prioritized the areas to focus on with her:

communication and mobility.

Marissa is unable to move independently. The physical therapist
believes that Marissa needs this independence, and suggests she use a
motorized, adapted go-cart. The other priority set for Marissa is
communication skills: although Marissa is able to vocalize, she does not
communicate by speech. The speech therapist thinks that assistive
technology, in the form of a touch talker, will benefit Marissa. The touch
talker will allow her to communicate expressively with her family, peers,

and teachers.

Both the priorities for Marissa's individualized curriculum require
assistive technology: the touch talker for communication and the motorized
go-cart for mobility (see Appendix A for other types of assistive devices).
The family senses resistance .from the early intervention team and they
decide to ask their pediatrician, who has supported Marissa's placement in a
natural environmeﬁt, for a letter strongly recommending that these two
devices be listed on her IFSP in order to increase and improve her

functional capabilities as a learner.



DISCUSSION

As Marissa's primary pediatrician writing this recommendation, how would
you answer:

What is assistive technology?

How does assistive technology relate to Marissa's needs and to the
development of her curriculum or IFSP?

How can these devices (the motorized go-cart and the touch talker) be used
in the routines of Marissa's nursery school program? (refer to appendix B)



Who could most appropriately help Marissa learn how to use these devices?

What are the specific skills Marissa will be working on, in using these
devices?

Q. 10 100




RESOLVE

The pediatrician is very familiar with Marissa's history, having followed
her since infancy. He supports the inclusive environment at the preschool.
He has spoken on the phone to the various service providers (spe'ech
therapist, physical therapist and occupational therapist, special educator,
nursery school teacher, and family) to get specific information for his letter
of recommendation to the early intervention program. The team members
have informed the doctor that Marissa will need to use a touch talker and
motorized go-cart to help implement her curriculum for improved
communication and mobility. These are not luxuries but necessities, to
which she is entitled by law.

The pediatrician asked the team to send him an activity-based
schedule reflecting {he use of these devices within Marissa's daily activities
at the nursery school. The team sent him a list of specific objectives that
Marissa was working on for communication and mobility and a sample of
how and when these objectives would be taught (see Appendix B Activity
Based Schedule). The team indicated that the pictures they used on the
touch talker would reflect the routines, vocabulary, peers, teachers, and
family members in Marissa's school and home environments.

The pediatrician reviewed the Activity Based Schedule and agreed that
Marissa needed ass_istive technology to accomplish her Communication.and
Mobility objectives. Without these devices she would be dependent on
others for communicating and for moving around in her environment. This
was not acceptable. Thus the assistive technology is an integral part of her

curriculum and needs to be written into her IFSP.
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DISCUSSION - ANSWERS

As Marissa's primary pediatrician, writing this recommendation, how would
you answer:

What is assistive technology?

. Devices and services that enable people with disabilities
to function optimally in their natural environments

How does assistive technology relate to Marissa's needs and to the
development of her curriculum or IFSP?

. In order for Marissa to be able to participate in the
learning environment, she may need assistive devices
and/or services

. Marissa's need for assistive technology must be
incorporated into the IFSP or IEP in terms of
methodology and activity-based instruction

. Without assistive technology Marissa's social
development would be limited

How can these devices (the motorized go-cart and the touch talker) be used
in the routines of Marissa's nursery school program? (refer to Appendix B)

. The motorized go-cart will enable her to mdve around
the classroom independently

o "The touch talker will enable Marissa to communicate
more efficiently with peers and adults and will allow her
to demonstrate what she as learned

. The devices will both enhance her socialization with
peers and her independence
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Who could most appropriately help Marissa learn how to use these devices?

This is to be determined at the IFSP meeting

Most likely the physical therapist for the go-cart and the
speech and language therapist for the touch talker

Whoever facilitates the use of these devices, they will
need to do so in collaboration with the teachers, other
service providers and the family

What are the specific skills Marissa will be working on, in using these

devices?

Communication
Mobility
Socialization

Independence
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APPENDIX A
- Partial Adaptive Equipment List

Communication Devices
Adapting Switches

Artificial Voices

Pointers

Nonoral Communication Systems (i.e., touch talker)
Scanners

Items to Facilitate Daily Care
Bath Seats

Lifts
Adaptive Clothing
Mobility Aids
Scooter Board
Wheelchair
Crutches
Canes
Walkers
Reciprocating Walking Brace

Orthopaedic Appliances -
Adjustable Prone Board and/or Stander

‘Hand Splints (Static and/or Dynamic)
Ankle Foot Orthosis (AFO)
Limb Prosthesis
Positioning Devices
Bolsters
Modified Furniture

Wheelchair Tray

Q 14
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APPENDIX B

ACTIVITY BASED SCHEDULE

Pre-School: ABC Pre-School Name: Marissa
Domain
Nursery Gross Fine Social/
School Motor Motor Language Cognition Self-Help Emotional
Schedule of
Activities
Marissa will Marissa will use
use touch talker touch talker to
Arrival to touch two press two
pictures "Hi” pictures "I want"
and peer's name and bathroom
for greeting
When asked
Free Play where do you
(blocks, want to play,
housekeeping, Marissa will use
water table, art touch talker to
comer, large press two
toys pictures; play and
her choice
Marissa will Marissa will use
use touch talker touch talker to
Ant to indicate her indicate "I want"
choice of colors and help.
for art project.
Marissa will use
go-cart forward
Snack from center of
room to snack
table to carry
snack to table.
Marissa will use Marissa will
go-cart to move move go-cart
Outdoor or | joystick forward forward in
Indoor large | to go to slides. playground to
group play give peer a ride.
When asked to
choose a story,
Story Time Marissa will
press touch
talker to
indicate choice
"I want” bears.
Marissa will
use touch talker
Dismissal to say good-bye
to a friend.

BEST COPY AVAILABLE
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Early Intervention and
Special Education in Connecticut
Training Manual Evaluation

Name of Manual Curriculum Development Date

please rate the following statements: Strongly Neutral Strongly
- : : Disagree Agree

The layout and format of the manual were easy to use. 1 2 3 4 5
The manual was helpful in enabling me to understand 1 2 3 4 5
the concepts introduced.
I feel that I learned from the manual. 1 2 3 4 5
The family study gave enough information to answer 1 2 3 4 5
the discussion questions.
The discussion questions adequately tested my 1. 2 3 4 5
knowledge of the material. ' _
The resolution adequately explained the key points 1 2 3 4 5
of the family study.
I feel this manual would be an asset for the ICM-A 1 2 3 4 5

class in learning more about children with special needs
and my role in their educational systems.

Please add any comments about the above statements and/or any other comments
you feel would help improve this manual for use in the ICM-A course.

Thank you for your assistance in evaluating this manual and filling out this evaluation form.
Your comments and thoughts will help make this manual a success and in the process help
tomorrow's physicians become more knowledgeable about their expanding role in the life of a child
with special needs. '
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NATURAL
INSTRUCTIONAL
ENVIRONMENTS |




Recognize that the environment in

which intervention takes place has

an impact on the effectiveness of
that intervention

Objectives:
Upon completion of this manual, you will be able to:

o Describe how education for children with
disabilities in the "least restrictive
environment" is protected by law.

Describe the goal of inclusive education in
natural environments.

List the benefits of inclusion for children
with disabilities.
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Legal Issues I

The school-age child with disabilities was given the legal right to attend
public school systems in 1975 through the passage of P.L... 94-142, The
Education of the Handicapped Act. This landmark legislation mandated the
development of Individualized Educational Plans (IEPs), allowing a student
with disabilities to receive a free, appropriate education. In 1986, P.L.... 99-
457 expanded the education mandate for the child with disabilities to
include children from birth to age 21. The Education of the Handicapped
Act was renamed The Individuals with Disabilities Education Act (IDEA) in
1991; the law now placed an increased emphasis on providing special
education services to the child in the least restrictive environment. That is,
to the maximum extent appropriate, schools must provide special education
services to the child in a classroom with the child's non-disabled peers.
The child is removed from such a setting only when the severity or nature of
his or her disability is such that the child cannot be educated in regular
classrooms even with supplementary aids and/or services. When a child
receives a majority of his or her services outside of the regular classroom,
the intent of the law is to return that student to the least restrictive
environments as soon as possible. Additionally, schools must provide a

continuum of services, not just one solution or placement option.

To ensure equal access for the student with disabilities within the public
school systems, The Americans with Disabilities Act of 1990 (ADA) stipulates
that schools provide such public accommodations as ramps and accessible

stalls in school restrooms for the student with mobility limitations. The law

110



also requires that the student have equal access in learning situations, under
the term "reasonable accommodation". Under ADA, for example, it is
reasonable in today's computerized society for a student with limited

mobility of his or her hands to be provided with a computer.

For children under the age of three an additional consideration is the
natural instructional environment. In states that participate in Part H of
IDEA (early intervention for infants and toddlers), the infant or toddler must
receive services in his or her natural environment, in accordance with the
Individual Family Service Plan. Natural environments may include the home
or settings in which children without disabilities participate. Part H also
requires transition planning to aid in the movement of the child froin early
intervention prograrhs to special education programs within the local school
district. Transition planning should begin three to six months prior to the

child turning three.

The concept that all children can be taught together while still
meeting each child's individual needs has required a sometimes difficult
adjustment for many special education, early intervention, and "regular”
education professionals. In thinking back to our own school experiences,
the majority of us were exposed to traditional teaching methods, curricula,
and learners. The child with disabilities was rarely a part of our educational
experience, and in many schools there was little variation in teaching style
or adaptation to individual differences. School officials usually assumed that

all children at a given grade level should meet the same skill levels and

master the same curriculum.
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I Inclusive Education I

The goal of inclusive education in natural environments is to ensure
that each child is accepted as an equal classroom member, recognized for
his or her abilities, and provided with an appropriate educational program
and any supports necessary for the child to be a successful learner
(Stainback & Stainback, 1992). This pertains to the child who has been
labeled severely or profoundly mentally or physically disabled, disruptive,
chronically ill, medically fragile, atypical, gifted, or at risk. All service
providers and educators need to incorporate into fheir phildsophy about
education the value of providing the child with disabilities the opportunity to
learn in natural environments/inclusive settings. Some of the major benefits
of inclusion are:

. The child with disabilities who is provided with the

necessary support services will be able to participate in and

have the same types of experiences as children without
disabilities, while still having individual needs met

. Opportunities in natural environments increase the
likelihood that a child with a disability will learn how to
interact with the real world: no child should be denied

this opportunity

. Research shows that the early years of life are critical for
learning and growing. Natural environments, such as
integrated early childhood programs, are better suited to
meet the needs of each child, and to enhance the child's

potential

. Early childhood programs provide natural environments
that are flexible, open, challenging, accepting, growth-
producing, and individualized

. Children learn from their peers
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Natural environments (for example, daycare, preschool,
kindergarten, regular elementary, middle and high school
grades) provide broader options and choices in all areas
(play, social competence, language, curriculum) than
segregated classrooms focused on children with delays or
disabilities
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FAMILY STUDY

Jason is 36 months old and lives at home with his parents and four
siblings. His father is in the construction business and works on and off,
depending on the availability of jobs; he also plays in a band on weekends.
The older two children have afterschool jobs and help contribute to the
family income. Jason's mother is not now working.

Jason was born six weeks premature and was hospitalized for two
months after birth because of a prenatal viral infection. At birth, Jason
experienced repeated episodes of respiratory distress and severe feeding

difficulties. At 36 months of age, Jason has:

o Very stiff muscles

o Vision problems

o Severe brain damage

. A communicable disease: people in contact with him have
to be cautious

. A gastronomy tube for feeding

. He requires occasional suctioning at home, for which the
family has a machine

. Jason is often irritable and cries frequently

. -Jason uses adaptive seating and undergoes a variety of

positioning techniques to minimize his discomfort and
facilitate some independent arm movement for playing and
exploring toys

. Jason is able to let his family know when he is
uncomfortable by crying; he lets them know when he is
happy or enjoying them by vocalizing and smiling
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Jason receives his medical care at the city hospital and goes to
specialty clinics (for example, for adaptive equipment and orthotics) at the
children's hospital . The family pediatrician has been caring for the family
for 17 years. The family feels comfortable with him and found him to be
helpful, informative, and supportive when Jason was born. The pediatrician

currently coordinates all of Jason's medical care.

Jason has been receiving early intervention services through a state
early intervention program since he was six months old. The early
intervention program provides both direct services and indirect
consultation to infants and toddlers in the home. As required by law, the
program also provides these services to children, usually from 18 to 36
months, in natural community environments such as daycare and/or nursery
school programs. The decision about where a child should receive his or
her services is made by a team during the Individual Family Service Plan
(IFSP) process, with the family, early interventionists, and any other people
who are an integral part of the child's life (for example, nurse, physician,

grandparents, baby-sitter) participating.

Currently, the early intervention program has been providing Jason
with services thfee, mornings a week in his neighborhood nursery school.
He receives onsite services from a special education teacher, as well as
occupational therapy and speecH fherapy once a week. He receives physical
therapy at home three times a week thfough a rehabilitation program.
Through the Board of Education Services for the Blind (BESB) a vision
teacher provides Jason with consultation services once a month at the

nursﬁefy' school. Many of Jason's medical needs are monitored through
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nursing services provided by the early intervention program. A nursing
consultant goes to the nursery school three mornings a week, while
Medicaid provides Jason with nursing in his home on the other two
mornings. Both of these professionals give Jason the medical attention he

needs, such as medication and suctioning.

Jason's parents believe he has been positively challenged through his
early intervention services in this inclusive natural environment; they also
think he has had wonderful opportunities for socialization and interaction
with his peers in the community. Since Jason has been in a neighborhood
nursery school, his mother has met some of the other mothers at gatherings
and meetings; this contact has led to weekend playdates for Jasbn with
some of his schoolrhates. The children sometimes come to Jason's house,
and sometimes Jason goes to their houses. Jason's mother is thrilled that
the families she has met have been friendly, open, supportive, and non-
judgmental. Jason's parents also think that much of what he has been able
to accomplish (for example, moving his arms to explore toys, vocalizing to
get attention, eating with a spoon, using assistive technology, and
responding to other children) is directly related to his receiving services in
the inclusive early intervention program at the nursery school. Jason's
parents feel very strongly that they would like his future learning

experiences to continue in this direction.

Since Jason is 36 months old, the responsibility for his program and
service provision will transfer from the early intervention program to his
local school district, and his parents and the professionals involved with him

have began planning for this transition. Jason's parents would like the
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school district to continue providing his special education and related
services in his nursery school, as has been done by the early intervention
team. His parents have had meetings with officials of the school district,
who have told them that the school district does not offer this type of
service in the community, especially for youngsters with severe multiple
disabilities. The district officials explained to Jason's parents that their
special education preschool program is in the local public school, where
Jason can be in a class with six other children. These children also have
serious medical problems and are at Jason's level of functioning. The school

district has a nurse at this program who can monitor Jason's medical needs

full-time.

Jason's pareﬁts strongly believe that Jason should be given the
opportunity to continue his education in a natural environment such as his
nursery school. He has made wonderful progress there, and the early
intervention team agrees strongly that Jason should continue to receive
services in the nursery school. The early intervention team will support the
family as it advocates this placement with the school district. The family
pediatrician has also been pleased with Jason's experience in the nursery
school. Jason's planning and placement team (PPT) meeting with the
school district 6fficials is scheduled for the following month. Jason's
parents think that they should begin to plan for and seek solutions for some
of the problems and barriers his severe disability and his medical problems
seem to present to the school system. Jason's parents have made an
appointment with the pediatrician \mth whom they are most comfortable, in

order to solve some problems before the meeting.
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DISCUSSION

As Jason's primary pediatrician, evaluate the following:

In what ways does Jason benefit by receiving his early intervention and
related services in a natural environment such as the nursery school?

What are some of the medical problems Jason has that make the school
district officials think they cannot meet his needs in a natural environment?

The family comes to you, the pediatrician, for help in solving some of the
obstacles the school district officials are raising about Jason's medical

concerns. What are some of the possible solutions? What strategies might
you undertake?




RESOLVE

Jason's parents met with their family pediatrician to address some of
the barriers the school district was raising to deny Jason educational
services in an inclusive environment. The first concern the family shared
with the doctor was that Jason would continue to need nursing support in
his nursery school. The early intervention program was currently providing
direct nursing care for J.ason on the three mornings he was at nursery
school, but when Jason transfers to the school district he will no longer be
entitled to nursing care, since the funding source will change. The
pediatrician examined Jason's nursing care situation: during the times
when Jason was not in the nursery school (two mornings a we.ek),' he
received nursing at home through Medicaid. Jason's home state allows
Medicaid nursing services to follow the child. The pediatrician therefore
realized that he could increase Jason's Medicaid nursing to five mornings a
week, thus providing the service in the nursery school. This should
eliminate any concerns the nursery school and school district officials have

about monitoring and meeting Jason's medical needs.

Next, Jason's parents explained to the pediatrician that Jason was now
entitled to receive his educational services five half-days a week through the
school district. The pediatrician thought that for the time being Jason
should continue to attend the nursery school only three days a week, as he
was doing well both physically and emotioné.lly, and as many "typical” three-
year-olds attend nursery school on a part-time basis. Jason's mother agreed

and was comfortable with this idea, especially since she enjoys having him at
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home the other two mornings. She will continue to arrange playdates for

him with his friends.

The pediatrician also made suggestions for some of Jason's specific
medical needs, such as suctioning and tubefeeding. He believed that Jason's
educational planning team should consider interventions in the nursery
school so as to decrease Jason's need for these services over time. He
suggested, for example, that the speech therapist look at an eating program
to increase oral motor development; he thought such a program could be
implemented both at home and during snacktime in the nursery school.
The family and professionals could eliminate the tubefeeding in school and
concentrate on building up Jason's oral motor skills. The pediatricién said
he would be willing to call the speech therapist to work out some

possibilities.

The pediatrician also believed the physical therapist might be able to
introduce some positions in the nursery school that would not interfere with
Jason's play skills but that would facilitate postural drainage and thus reduce
the amount of suctioning Jason needed during the morning. The
pediatrician offered to call the physical therapist to discuss and plan some

interventions.

Finally, the pediatrician agreed with the family's observation that Jason
had made great improvement and gains in the inclusive nursery school
environment; he believed Jason to be content, happy, growing, and learning
in this environment, despite his complex medical needs. The pediatrician

therefore agreed to write a letter to the school district, strongly
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recommending that Jason continue to receive his educational program and

related services in the nursery school.

Jason's parents left the pediatrician's office with possible solutions and
strategies, new goals, and a strong recommendation for inclusive education.
The pediatrician had provided a solution to the nursing situation, which was
the most critical barrier to Jason's remaining at the nursery school. He also
looked at long-term strategies to reduce the medical care Jason needs. All
of these solutions, strategies, and goals meant collaborating with the local
school district and, most importantly, looking at ways to implement these
interventions within the nursery school environment. - And, finally, the
pediatrician thought that a letter with his strong recommendation to.

maintain Jason in his current placement was important.
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DISCUSSION - ANSWERS

As Jason's primary pediatrician, evaluate the following:

In what ways does Jason benefit by receiving his early intervention and
related services in a natural environment such as the nursery school?

o Within the least restrictive environment, Jason would have
access to the same broad range of experiences as his non-
disabled peers

o It promotes acceptance and equality, as well as recognition
of abilities rather than disabilities

o It complies with the law

What are some of the medical problems Jason has that make the school
district officials think they cannot meet his needs in a natural environment?

o How to protect themselves and the other children from
the communicable disease Jason has.

o Having to manage the feeding tube and Jason's need for
suctioning, as well as, adaptive technology.

The family comes to you, the pediatrician, for help in solving some of the
obstacles the school district officials are raising about Jason's medical
concerns. What are some of the possible solutions? What strategies might
you undertake?

e Set up a meeting with the physician, the family, and
the current early interventionists to provide school
officials with education and information regarding:

‘a) Jason's medical needs, and who can attend to
"them within the school

b} Precautions to take for the communicable disease

c) How current service providers have addressed
these concerns

d) What has helped Jason be so successful in his
current program
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Early Intervention and
Special Education in Connecticut
Training Manual Evaluation

Name of Manual Natural Instructional Environments Date

Please rate the following statements: Strongly Neutral Strongly
: : Disagree Agree

The layout and format of the manual were easy to use. 1 2 3 4 5
The manual was helpful in enabling me to understand 1 2 3 4 5
the concepts introduced.
I feel that I learned from the manual. 1 2 3 4
The famlly study gave enough information to answer 1 2 3 4
the discussion questions.
The discussion questions adequately tested my 1. 2 3 4 5
knowledge of the material. ‘
The resolution adequately explained the key points 1 2 3 4 5
of the family study.
I feel this manual would be an asset for the ICM-A 1 2 3 4 5

class in learning more about children with special needs
and my role in their educational systems.

Please add any comments about the above statements and/or any other comments
you feel would help improve this manual for use in the ICM-A course.

Thank you for your assistance in evaluating this manual and filling out this evaluation form.
Your comments and thoughts will help make this manual a success and in the process help
tomorrow's physicians become more knowledgeable about their expanding role in the life of a child
with special needs.
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SERVICE
COORDINATION




Service coordination enhances
the team's ability to meet the
family's needs.

Objectives:
Upon completion of this manual, you will be able to:

o Describe service coordination.

. Describe how service coordination
assists physicians treating children
with disabilities or special health
care needs.

- 126




Families who have children with disabilities or special health care
needs often face a fragmented, compartmentalized, and difficult to access
system of services for their children. These services have been developed
haphazardly, in response to social, political, economic, scientific, cultural,
and other factors over the years, without the benefit of a strategic plan. In
service coordination, this lack of planning, or organization, is addressed by
one individual who is knowledgeable about the complete service delivery
system and who is designated by the lead agency in early intervention.
The function of the service coordinator is to assist families in finding and

using the needed services and supports.

. Service Coordination

Service coordination is a new way of planning services for children
with disabilities and their families. In traditional case management, each
service or agency (for example, rehabilitation, school services, health) had
its own case manager to oversee the services provided by that particular
agency, and the progress made with those services. These programs
developed case management systems to address their own administrative
convenience and efficiency, rather than to address individual family needs,
and preferences within the community. The case manager often served as
thé gatekeeper, monitoring the use of resources within that agency. This
was done with little or no input from the family and, consequently, these
case managers were often ineffective in meeting the needs of families. As a

result, a member of the family often assumed the role of service
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coordinator, planning and overseeing their own services and supports,

even though she or he was not officially recognized in this role.

Service coordination replaces the concept of case management,
under P.L. 99-457, for children from birth to three years of age. Under
P.L. 102-199, Section 303.6, service coordination is broadly defined to
include the following:

"The activities carried out by a service coordinator to

assist and enable a child eligible under this part and the

child's family to receive the rights, procedural safeguards and

services that are authorized to be provided under the state's

early intervention program. Service coordination, also

includes identifying, accessing, coordinating and monitoring
other services which the child and family may need."

The intent of the law is for the service coordinator to help parents
take charge of the issues that are important to them. The service
coordinator is the single point of contact for the family and the service

providers.

Referral Procedures

A referral for early intervention services can be -made by parents,
physicians, teachers, or other involved indivduals. To initiate a referral,
call the number designated by the lead agency. Upon referral a trained
service coordinator will be assigned to the family as provided by the law.
In some cases the service coordinator is selected from the program or
agency most directly involved with the child; in other cases the
coordinator is independent of the e'arly intervention programs, but

knowledgeable about the priorities and concerns of this particular child
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and family. The service coordinator can also be the parent of a child with
special needs. Part H stipulates that service coordination will be available
at no cost to families with eligible children.

A family-centered model of service coordination requires that
families be able to chose their service coordinators from a pool of trained
service coordinators. Best practice dictates that this person should be .

neutral, that is, not providing direct service to the child and family.

Leaders in education, health, mental health, parent networks, and
human services are enthusiastic about the potential of service
coordination, as it will play an important role in a shifting from fhe
traditional model of éervice delivery to a more individualized, collaborative
and family centered system. Under such a system, integrated community-
based services will be available to the children and their families. These
families will be assisted and supported by a pool of trained service

coordinators.

For physicians treating children with disabilities or special health
care needs, the implications of service coordination are significant. The
service coordinator will provide the physician with an easy way to have:
meaningful input into a child's overall care plan, for the service
coordinator can integrate the child's health needs into the broad plan of
care in the community. This system thus asssures the physician as well

as families of easier access to the services and supports the child needs.

429



FAMILY STUDY

Lynn is two years old and is in a community daycare program. Lynn
lives with her father, Al, and a nine-year-old sister. Lynn was delivered at
33 weeks gestation, following a car accident in which her mother was
killed. Lynn's care involves many professionals and community resources.
She receives her services through a variety of agencies, and often her

father alone must coordinate and plan them.

Al works full-time as a salesman, and because of his schedule, he
has difficulty attending meetings and scheduling appointments for Lynn.
He often has to miss work and lose pay in order to meet all of Lynn's
requirements. His sister lives nearby and helps out with some of the daily
chores, like grocery shopping, but she feels that she is not knowledgeable
enough about Lynn's health issues to take her to appointments or attend

meetings for her. She does provide Al with a great deal of emotional

support, however.

Last month, Lynn had two appointments with her pediatrician
because of an infection, an appointment with her neurologist, an eye
examinatioh, a fitting for her wheelchair, an Individual Family Service Plan
(IFSP) meeting, a visit from'the DMR social worker, and a meeting with the
case manager from the Home Health Agency. Each of these appointments
was scheduled at a different time, on a different day. Al lost a total of 26
hours from work, without pay; his boss informed him that he could no
longer take this much time off on a regular basis. Al is concerned that he

must now choose between Lynn's care needs and his much-needed job.
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To make matters worse, Al's insurance will no longer cover Lynn's
occupational and physical therapy at Easter Seals, and may only cover
some of the home health care which Al needs in order to work. He has
discussed these issues with his social worker at DMR, but the social
worker did not offer him any real assistance or solutions. Al then told
Lynn's doctor that he would have to discontinue her therapy. He is also
afraid he will lose his job if he loses the home health care, since the aide
stays with Lynn before and after day care. Lynn's doctor is concerned that

Al may not be able to continue to care for Lynn on his own.

Lynn's services include the following:
. home health care (32 hours per week)

. early intervention teacher visits (once per week at day
care)

. occupational therapy (twice per week at Easter Seals)

o physical therapy (twice per week at Easter Seals)

. speech therapy (twice per week with a private provider)
. day care (five half days per week)

o case management services from Department of Mental
Retardation :

. respite funds from the Department of Mental
Retardation

. case management services from the Department of
Health Services

o benefits management from the insurance company

. social services from Easter Seals

. social services from the children's hospital

e - case management from the nursing agency
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) a minimum of three specialty appointments per
month, including: (ophthalmology, neurology,
orthopedics/cp clinic, pediatrics for numerous ear
infections/colds, orthotics/adaptive equipment
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DISCUSSION
As Lynn's primary pediatrician, evaluate the following:

What challenges do you see in coordinating services for Lynn?

What strengths does the family have which might assist those coordinating
services for Lynn?
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Who might act as the service coordinator?

How will service coordination benefit your to treatment of Lynn and your
work with her family?
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RESOLVE

Al and Lynn's doctor met to discuss her care and the family's
situation. In addition to his general concerns about meeting Lynn's needs,

her doctor was concerned that Lynn's father appeared tired and stressed.

Al and the doctor agreed that it would be helpful for the service
providers to meet to discuss Lynn's services and, develop strategies for
better coordinating and planning them. Al thought that the social worker
from the children's hospital would be the best person to coordinate such a
meeting. Together, Al and the doctor identified the appropriate medical
information to send to the hospital social worker; the doctor sent a copy of
these reports to Al as well. The doctor also wrote a cover letter with the
reports and spoke with the social worker over the telephone, urging her to
convene the meeting, and to discuss the details of planning it with Al.
Although the doctor was unable to attend the service coordination
meeting, he and Al did discuss the medical services which Lynn was going

to need; they also discussed the reports which had been sent from other

providers.

The service coordination meeting was held over lunch, so that Al did-
not have to miss any work time. The meeting's purpose was . to address
Al's concerns regarding Lynn's care and to establish an appropriate service

coordinator. The following people were present:
Al
Al's sister, Janice

a representative from the home health care agency
. the physical therapist from Easter Seals
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the DMR case manager

Al's parent advocate

the social worker from the children's hospital
Lynn's daycare provider

Lynn's father began by listing his appointments over the last month.
In a letter, Lynn's doctor commented that he felt that some of the problems
of fragmented care coﬁld be addressed if as many appointments as
possible were scheduled for the same day. Al had already contacted the
social worker at the hospital to discuss scheduling. In addition, the team
thought that many of the remaining scheduling issues could be handled by
the nurse/case manager from the home health agency, who could
coordinate all of Lynn's services with the various physicians. Lynﬁ's doctor
had told the hospital social worker that he would be available to consult

on this matter.

The group then discussed Al's loss of certain insurance benefits.
The parent advocate agreed to visit Al and Lynn one evening to review Al's
eligibility for public funding for portions of the home health care, and to
discuss options for therapy. The team agreed that, based on Al's income,
he may be eligible for services through the State Health Department, and
possibly eligible for Medicaid. The parent advocate will éssist Al in
understanding the process and in filing these applications. The group also
agreed that the home health agency would clarify the existing insurance

coverage for home health services.

Lynn's doctor had said that while he would not be able to attend

meetings to coordinate care, he would consult with the service coordinator
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on the coordination of specialty services and continued planning of Lynn's
medical needs. Although Al would like to take on the role of service
coordinator, he may need assistance because of his work schedule. Al's
sister agreed to assist him in this, she also said she would be more willing
to assist in Lynn's care if someone could go with her to some of Lynn's
appointments until she has a better understanding of Lynn's needs, and
thus can be an effective advocate for her niece. Both the case manager
from DMR and the parent advocate said they would be willing to assist in
this process. The team agreed that Lynn's aunt's participation would aid in
the transportation to appointments, but that scheduling still needed to be
better coordinated. The team agreed to meet again in one month to review
the service coordination plan. The home health agency agreed to host fhe

meetings and to send out minutes to all the participants.
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DISCUSSION - ANSWERS

As Lynn's primary pediatrician, evaluate the following:

What challenges do you see in coordinating services for Lynn?

o Services are.provided by many agencies and health
care providers

| The service providers are not functioning as a team and
there is no appointed service coordinator

. There may be ways that more of the services could be
provided "under the same roof," (i.e. within the school)

o Lynn's father, Al, is in a bind regarding his employmeht, the
need to have continued insurance coverage, and the need to
be available for Lynn's appointments

| Al's possible loss of essential services and funding
sources
| The amount of time required for, and transportation to,

all of Lynn's appointments
o Al appears to be extremely stressed despite his
emotional support
What strengths does the family have which might assist it in coordinating
services for Lynn? '

| ‘Al is clearly devoted to Lynn and wants to assure that
all of her needs are met

o Al's sister provides emotional support and assistance
with some of the daily routine

. Al is very knowledgeable about the resources available in
the community
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Who might act as the service coordinator?

. Al, with his sister's support, so it would not pose a
threat to his employment

. One of the case managers from DMR, DHS, the nursing
agency, or the children's hospital

. Al's sister with additional support

. A trained service coordinator as provided for in Part H of IDEA

How will service coordination benefit your ability to treat Lynn and work with
her family?

. It will allow Lynn to receive effective, comprehensive treatment
involving several disciplines

. I would gain knowledge of specific, non-medical goals and
objectives for Lynn and her family

e Since service coordination includes identifying accessing,

coordinating, and monitoring all services, Lynn and her family
would be under less stress and receive more comprehensive care.
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Early Intervention and
Special Education in Connecticut
Training Manual Evaluation

Name of Manual Service Coordination Date
Please rate the following statements: Strongly Neutral Strongly
: Disagree Agree

The layout and format of the manual were easy to use. 1 2 3 4 5
The manual was helpful in enabling me to understand 1 2 3 4 5
the concepts introduced.
I feel that I learned from the manual. 1 2 3 4
The family study gave enough information to answer 1 2 3 4
the discussion questions.
The discussion questions adequately tested my 1 2 3 4 5
knowledge of the material. .
The resolution adequately explained the key points 1 2 3 4 5
of the family study.
I feel this manual would be an asset for the ICM-A 1 2 3 4 5

class in learning more about children with special needs
and my role in their educational systems.

Please add any comments about the above statements and/or any other comments
you feel would help improve this manual for use in the ICM-A course.

Thank you for your assistance in evaluating this manual and filling out this evaluation form.
Your comments and thoughts will help make this manual a success and in the process help
tomorrow's physicians become more knowledgeable about their expanding role in the life of a child

with special needs.
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TEAM
PROCESS




Understand that successful
interventions require all providers
to function under a common
philosophy with shared goals

Objectives:
Upon completion of this manual, you will be able to:

e Distinguish between multidisciplinary,
interdisciplinary, and transdisciplinary
teams,

e Describe how the successful team process
influences the life of a child with
disabilities or special health care needs.
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A Child with disabilities may require the services of a wide variety of
professionals (Bailey, 1989); those having medical, therapeutic, educational
and developmental, and social service expertise may all be needed to 3
establish and implement a viable intervention program for an infant, young
child, or adolescent. In addition to the individual needs of the infant or child,
the emphasis and location of the program will further dictate professional staff
needs. Whether such services are provided through an interagency or intra-
agency team, the professionals involved will have to adopt a team model to
ensure collaborative service delivery (McCollum & Hughes, 1988); they must be
prepared to fully meet the self-identified needs of the family, as those needs
relate to the child with disabilities. Their success will depend on the \&ay the

team functions.

The provisions of IDEA (Individuals with Disabilities Education Act for
Children 3-21) and Part H of IDEA (for Infants and Toddlers, Birth to Three)
require that both the assessment and the IFSP or IEP be completed by a
multidisciplinary team consisting of the family and professionals from more
than two disciplines. Such a group of individuals does not become a functional
team merely by bestowing the label of "team" on it, however: rather, a group of
people becomes a team when their purpose and function are derived from a

common philosophy with shared goals (Maddux, 1988).

I Models of Team Process

The types of teams that typically serve young children with disabilities

have been identified as multidisciplinary, interdisciplinary, and
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transdisciplinary. On a multidisciplinary team, the professionals represent
their own disciplines and provide their own assessments and interventions;
these may include report writing, goal setting, and discipline-specific direct
intervention for the child and/or the family. The parents are invited to share
information with the professionals, while the professionals share the
information from their assessment, intervention, and follow-up with the family
through an "informing" conference. On a multidisciplinary team the family is a
passive recipient of information about their child and professionals do little
crossing of discipline lines, making it very difficult to develop and coordinate

comprehensive programs for families and their children (McCormick, 1979).

On an interdisciplinary team each of the professionals carries out
specific disciplinary assessments and interventions. The professionals and the
family have a formal commitment to the sharing of information throughout the
process of assessment, planning, and intervention (Bailey, 1984), and, usually,
one team member is responsible for coordinating the child's services. The
interdisciplinary team does some joint decisionmaking, but may have only

minimal ongoing communication between team members and the parents.

By contrast, the members of a transdisciplinary team, share roles and
systematically cross discipline boundaries (Hanson, 1989; McGonigal, 1988;
Raver, 1991): this approach was originally conceived of as a framework within
which professionals could share important information and skills with a child's
primary caregivers. The transdisciplinary team develops a comprehensive
intervention program in which a childfs developmental needs are integrated
across the major domains of communication, motor skills, and cognition

(Hut(_:hirison, 1978). The transdisciplinary team model also decreases the
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number of professionals from different disciplines with whom a child must deal
on a daily basis (Rainforth, York & Macdonald, 1992). Further, in the
transdisciplinary model all members of the team, especially the parents,
participate in a continuous-give and-take on a regular, planned basis.
Professionals from different disciplines teach, learn, and work together to
accomplish a common set of service goals for a child and his or her family. The
role differentiation among disciplines is defined by the needs of the situation,
as opposed to the requirements of a specific discipline; designated members of
the team jointly carry out assessments, interventions, and evaluations. The
transdisciplinary model involves a greater degree of collaboration than other

service models, however, and for this reason it may be difficult to implement.

In a transdiséiplinary team model, the child's program is primarily
implemented by a single person, or a few people. Team members from the
various disciplines provide ongoing assistance by both direct service and by
consultation. In most early intervention and special education programs, the
teacher and program assistants take on the major direct-service role, but at
times it is also appropriate for this role to be assumed by a special education
teacher, who may provide services within the early childhood program on a
regular basis. Support staff from related services most commonly therapists
and health care workers, often serve as consultants. This does not mean that
therapists stop providing direct services to the child; in order for therapists to
be effective consultants, they need to maintain direct contact with the child.
This team model should never be used as a strategy to justify reducing the

support staff. .
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Although the transdisciplinary model may appear simple in concept, its
implementation can be difficult. People tend to raise barriers to using a
transdisciplinary team because of the differences between this and the more
familiar, traditional teams. Such barriers may be philosophical, professional,
interpersonal, or administrative (for a thorough discussion of these, see Orelove
& Sobsey, 1991). In particular, the time commitment required to effectively
implement a transdisciplinary team model across all disciplines may be
prohibitive for early childhood programs. At a minimum, however, service

delivery by more than one discipline requires a commitment to team process.

Effects of the Team Process

A functional team can overcome barriers, maintain the motivation to
accomplish its mission and goals, and persevere to foster positive interactions
among its members (Dyer, 1977; Starcervich, 1990). A number of variables

contribute to effective team process, and are explained (Shonk, 1982) below.

Team Composition. The program or agency affiliation of the team
members will exert a large influence on the team process. For example, the
resources available to the team will depend on the participating staff,
programs, or agencies. These resources can include not only skills and money,
but administrative support and time. Teams with fewer resources will need to

be more creative in identifying ways to achieve their goals.

Team Goals. Teams must devote time to identifying their goals and
objectives. A truly effective team process can only exist when members share

the responsibility for accomplishing common goals. An effective team will:
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. Set goals that are clearly understood and communicated
to all team members.

A collaborative philosophy or mission is the team's overall
reason for existence. It provides the team with a focus for its
actions. A written statement of the collaborative philosophy
will clearly delineate the transdisciplinary and interagency
direction. A team will function effectively to the extent that
its philosophy is clear and agreed upon.

. Have ownership of the goals and participate in setting
them.

All the team members (including the family) need to feel that
their input is valued. This helps to ensure that the goals are
supported by everyone on the team.

. Set goals that are clearly defined and measurable.
Goals must be written in such a way that everyone has a
clear understanding both of what is expected, and how

successful mastery of these goals is to be determined and
measured.

J Share individual or personal objectives with one another.

Since teams are comprised of individuals, it is important to
respect each member of the team.

Team Members and Roles. In order for teams to be effective, each
individual must have a clear role and identified responsibilities: ambiguity is a
great source of conflict. Team members must, therefore, continually clarify

their roles.

In addition to the specific professional roles, responsibilities, and
contributions of team members, members will have to assume other roles with
regard to team development, leadership, maintenance, and problemsolving.
These roles, or functions, must be established within the group in order for the

team to work effectiveiy.
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To make their team process effective every team member has the

responsibility to:
o Share expertise with other team members
o Offer recommendations for addressing a child's needs from

their professional perspective or area of expertise

o Listen actively and communicate well. Be clear and concise
when reporting information and avoid the use of jargon that
other team members may not understand.

J Recognize the contributions of other team members, and
encourage their sharing of information.

J Prepare the family for their role on the team and encourage
their active participation.

Team Work Style. The team's work style will affect its development and
overall effectiveness. In particular, the team will make effective decisions more
consistently by using systematic problemsolving. If a team's problemsolving
process is "haphazard, unconscious, or less than thorough" (Shonk, 1982), it
is less likely to make decisions that will be optimum and appropriate. The
team's problemsolving style will also affect how it implements its decisions.
When a team applies a formalized, systematic problemsolving strategy, the
probability of their achieving an effective outcome increases. Systematic
problemsolving will ensure members are satisfied with, and cbmmitted to, the

decisions they make.

Among the variety of problemsolving models that have been developed is
PROJECT BRIDGE (Prentice & Spencer, 1986), a five-step decisionmaking
model for teams. Each step in the problemsolving process should be used as a

checkpoint for teams to evaluate their ideas and practices in terms of "best
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practices” for "exemplary services" in the field of early childhood special

education. The steps outlined in PROJECT BRIDGE include:

° Problem Formulation and Information Gathering. The

problem must be described in clear and observable terms.
Resources should be identified, and the team should focus
on the facts, rather than opinions.

. Generating Proposals for Solution. As many alternatives as
possible should be generated from all participants. Without
being judgmental, the team must build positively on all
suggestions.

] Selecting Alternatives and Testing Solutions. The team must

judge the available resources, and evaluate the alternatives
for the solution. The team should decide whether or not the
solution makes good use of the resources, is cost effectlve
and fits the needs and goals involved.

] Action Planning and Implementation. The team should

assign specific responsibilities to individuals, determine
timelines, and develop procedures for monitoring the plan.
The plan is then communicated to all relevant professionals.

. Monitoring and Evaluation. The team should determine how
to measure the success of their decision. The team should
select a unit of evaluation, decide how often to evaluate, and
plan to modify the plan as needed.

Problemsolving, as well as other team tasks, should occur during
planned meetings. The team must work face-to-face in order to function its
best. Thus, meetings are the hub of the team process. The team meeting can
facilitate cdmpleﬁng the team's tasks and achieving its goals. The well-
functioning team meets at regularly scheduled times, with all team members
attending. It is essential that all team members communicate regularly. An
effective team meeting begins with a stated purpose or goal, as reflected in a
written agenda. This agenda should be distributed before the meeting so that
team members can prepare to discuss the issues that it describes. Structure

and ruleé keep the meeting moving. These rules should establish participants'
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roles (including those of facilitator and recorder) and responsibilities, time
frames for topics, and confidentiality policies. The minutes of the meeting

record recommendations for action and for follow-up.

Team Leadership. A team is, of course, comprised of individuals who
are products of their past experiences and have different attitudes, values, and
beliefs about the world. These individuals also have expectations about/the
team, how it should function, and what it should accomplish. Because the
personalities of the team members can ultimately determine the team's
effectiveness, team leaders must adapt to meet team members' diverse needs
and workstyles. The team leader must foster a climate in which all members
feel free to contribute their ideas, express differing viewpoints, aﬁd offer

solutions to problems.

Teams may have a formal leader who is assigned, appointed, or elected
by the group, or an informal leader who may have emerged because of his or
her influence, knowledge, skill, or personal qualities. The team may also
informally accept someone as a leader because of ineffective formal leadership;
often, both leaders operate simultaneously. Problems can occure if team
members ignore these informal and formal roles, or misappropriate the
functions of each. A team leader has a number of roles or functions with
regard to a team's development, the main one being to focus the team on its
responsibility to ensure the effective delivery, to the child with disabilities, of

collaborative intervention services.
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FAMILY STUDY

Polly is 18 months old and lives with her family in central Connecticut.

She was born prematurely, and is the sole survivor of a set of triplets. Polly

was hospitalized for 13 months following birth; her medical and developmental

conditions include:

Brain damage

Heart problems

Frequent infections that result in hospitalizations
A dependency on oxygen

Self-abusive episodes, including severe headbanging.

Because of her condition, Polly and her family have been receiving a

variety of services since her return from the hospital. These include:

Health care through her primary pediatrician
Occupational therapy once per week

Speech therapy once every other week
Physical therapy once per week

Home education through a Regional Education Service Center
(RESC) twice per week

‘Sixteen hours a day of home nursing care

Medical supply vendors for special formulas and oxygen

Specialty care at the hospital through a variety of clinics.

The family regularly has many professionals coming and going out of

their house: during the five months' that Polly has been home she has

encountered five therapists, two teachers, ten nurses, and a hospital-based
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team comprised of a physician, two nurses, a psychologist, a full range of
therapists, and a social worker. Also assigned to Polly's "case" are two social

workers, three program supervisors, and three case managers from three

separate agencies.

It is not surprising that Polly's parents are often caught in the middle of
conflicts among the various professionals; each of whom seems to have a
different opinion about Polly's needs, appropriate treatments, payment options,
and service schedules. For example, each of the family's three case managers
gave the family different information about their eligibility for various sources
of public funding, including the Medicaid Waiver; as a result, their application
for benefits was delayed and they had to pay several thousand dollarsAout-of-
pocket for the cost of some of Polly's care. In addition, the nursing agency and
the different therapists disagree about the amount of therapy Polly needs, and
therefore do not cooperate with one another. Because there is no coordination
among the service agencies and providers, the family finds that the services
Polly receives often cause confusion in their lives. A week in their house looks
like this:

. Monday: 16 (hours) nursing/teacher/supervisor/
Department of Income Maintenance case
manager ‘

. Tuesday: 16 (hours) nursing/OT/DMR case
manager

. Wednesday: 16 (hours) nursing/teacher/clinic visit at
tertiary care hospital/PT

. Thursday: 16 (hours) nursing/PT/vendor delivery/
A nurse supervisor/teacher

. Friday: 16 (hours) nursing/speech therapy/

adaptive equipment fitting at tertiary
care hospital
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° Saturday: 16 (hours) nursing

| Sunday: 16 (hours) nursing

The family has concluded that caring for Polly is not the primary cause
of their stress, but rather that the multiple layers of fragmented services are
causing much havoc in their family. Polly's parents are now seeking out-of-
home placement for her because they feel that they need to put some order
back into their lives. Neither parent feels "functional” with so many people in
and out of their house. In Polly's case, one of the purposes of P.L. 99-457,

reducing the likelihood of institutionalization, has not been realized.
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DISCUSSION

As Polly's primary pediatrician, how would you use the concepts of team

process to address this situation?

What are Polly's needs? -

What are the family's concerns, priorities, and resources?

What are the service providers' concerns, priorities, and resources?
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How can this group of people be shaped into a team? What would their goals
be?

What type of team would best meet the needs of Polly and her family? Why?

What should the service team do to assist the family?




RESOLVE

The team which is providing services to Polly represents both interagency
and intra-agency professionals. In order for them to provide transdisciplinary
services, the members of the service team will have to collaboratively develop a
service structure which accomplishes the IFSP goals, according to the family's
schedule and priorities. One practice the service team must initiate is a
regular time for meeting, during which they can identify mutual goals and
service strategies. Since the nurses are the professionals in most frequent
contact with Polly, it seems reasonable to the team to suggest that the nurses
(along with Polly's parents) provide her with primary service delivery. In this
scenario, the therapists and teachers will monitor Polly, but focus most of their
effort on the training and support of the nurses and parents through
consultation. The key to the success of this model will be the ability of the
members to commit the time necessary to build relationships and release their

roles for the benefit of Polly and her family.
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DISCUSSION - ANSWERS

As Polly's primary pediatrician, how would you use the concepts of team
process to address this situation?

What are Polly's needs?

. Occupational therapy, once a week
o Speech therapy, once every other week
. Physical therapy, once per week

J Nursing care, sixteen hours per day

. Oxygen

What are the family's concerns, priorities, and resources?

. Coordination of services among service agencies and
providers

J Being caught in the middle of conflicts among
professionals

| Health-care financing
o Too many people in and out of their home

J Out-of-home placement for Polly
What are the service providers' concerns, priorities, and resources?

o Appropriate treatments
J Service schedules

o Payment options
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How can this group of people be shaped into a team? What would their goals
be? .

o They must meet together as a team to collaboratively develop
a service structure which accomplishes the IFSP goals
according to the family's schedule and priorities

What type of team would best meet the needs of Polly and her family? Why?
o A transdisciplinary team

. It would most effectively integrate services and communication
across disciplines

o It would allow for equal input from all team members, especially
Polly's family

What should the service team do to assist the family?

o The service team needs to work together to remove the stress
Polly's family feels from the current lack of cooperation
between providers. One way would be to use the
consultation model to deliver services which would reduce
the number of people in and out of their home.
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Early Intervention and
Special Education in Connecticut
Training Manual Evaluation

Name of Manual Team Process Date
Please rate the following statements: Strongly Neutral Strongly
. : Disagree Agree

The layout and format of the manual were easy to use. 1 2 3 4 5
The manual was helpful in enabling me to understand 1 2 3 4 5
the concepts introduced.
I feel that I learned from the manual. 1 2 3
The family study gave enough information to answer 1 2 3 4 5
the discussion questions.
The discussion questions adequately tested my 1 2 3 4 5
knowledge of the material. _
The resolution adequately explained the key points 1 2 3 4 5
of the family study. -
I feel this manual would be an asset for the ICM-A 1 2 3 4 5

class in learning more about children with special needs
and my role in their educational systems.

Please add any comments about the above statements and/or any other comments
you feel would help improve this manual for use in the ICM-A course.

Thank you for your assistance in evaluating this manual and filling out this evaluation form:.
Your comments and thoughts will help make this manual a success and in the process help
tomorrow's physicians become more knowledgeable about their expanding role in the life of a child
with special needs. ’
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COLLABORATIVE |
CONSULTATION




Recognize that others are experts
in their fields and that everyone
can benefit from sharing
information.

Objectives:

Upon completion of this manual, you will be able to:

e  Describe how collaborative consultation
benefits children with disabilities.

e Describe and apply the principles of
successful collaborative consultation.
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Consultation is an important part of early intervention and special
education services. Federal legislation (Individuals with Disabilities
Education Act) recognizes that no one agency or service provider has all the
knowledge and skills necessary to meet the diverse needs of children with
disabilities and their families. Thus, professionals must coordinate and
collaborate at the local, state, and federal levels (Trohanis, 1989). This
coordination and collaboration require a commitment from service
providers within agencies to jointly plan, implement, and evaluate programs.
In order to do this, however, they will need to communicate with one
another, share their expertise and skills, solve problems together and
jointly make decisions that will result in exemplary service delivery to the

child in need.

I Models of Consultation I

Many models for consultation have been used to provide services to
children with disabilities (File & Kontos, 1992); generally speaking,

consultation is the giving and taking of information between people for the

purposes of:
. identifying and resolving a need, issue, or problem; and
. improving the consultee's understanding of, and ability to

respond effectively to, similar problems in the future
(Gutkin & Curtis, 1982)
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Consultation, then involves at least two people who come together to
resolve a need, issue or problem; one of these people may also be involved
in different consultations with various staff members. What is most
important, however, is the relationship between the two key individuals in
the consultation. When the consultation concerns providing services to a

child with a disability, the child becomes the third key person.

Consultation can be used to provide a child with a disability with two
types of services: direct and indirect (Idol, 1993). The consultant's direct
services may encompass the assessment of, and instruction in, a child's
deficit area (Idol, Paolucci-Whitcomb, & Nevin, 1986). The consultant can
also provide indirect services, such as assistance to teacher who has' a child
with disabilities in his or her classroom, as well as assistance to the parents
of this child (Idol, 1993). Clearly, a child with disabilities will require both

types of consultation.

Current research on consultation strategies has focused particularly on
strategies used in problemsolving (Tindal, Shinn, & Rodden-Nord, 1990).
Researchers have suggested that both people involved in a consultation (the
consultant and the consultee) prefer a collaborative model (Babcock &
Pryzwansky, 1983; Pryzwansky & White, 1983; Wenger, 1979) rather than
an expert model. The collaborative model (derived from Tharp and Werzel,
1969) is "an interactive process which enables people with diverse
expertise to generate creative solutions to mutually defined problems.” The
major outcome of collaborative consultation is to provide comprehensive and
effective services within the most appropriate context to the child with

special needs (Idol, et al., 1986, p. 1).
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COMPETENCIES AND PRINCIPLES

Collaborative consultation requires many interpersonal competencies
that cross disciplinary boundaries; among these competencies are written
and oral communication skills; such personal qualities as the ability to be
caring, respectful, empathic, congruent, and open; and collaborative
problemsolving skills (West & Cannon, 1988). The last, in particular, is
crucial to developing a relationship of parity between the consultant and the

consultee.

A number of principles contribute to the success of collaborative
consultation across professionals from different disciplines (Idol et al.,

1986); including:

. Mutual ownership of the process.

It is important that both consultant and consultee together
identify the need, issue, and problem. They should both
accept responsibility for, or ownership of, the consulting
process and its subsequent outcome. It is important that
‘both people respect, recognize, and appreciate each
other's expertise.
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. Recognition of individual differences in the change
process.

The consultant and consultee should both be aware of the
change process and the developmental stages of concern
for change (Hall & Loucks, 1978). It is important that
both recognize that people embrace change differently, at
different rates and at different emotional levels.

. Use of reinforcement principles and practices to improve
skills, knowledge and attitudes. ‘

When both consultant and consultee use effective teaching
skills with each other and the child with disabilities,
everyone benefits.

. Use of data-based decisionmaking.

Collaborative consultation requires adopting a model of
evaluation to measure the functional outcome of the
intervention for the child and/or the family. Both the
consultee and the consultant must continuously assess
their effect on the childs identified need or problem in
order to evaluate the effectiveness of their collaboration.

Recent research has suggested that consultation is likely to become an
increasingly prominent method of service delivery for the child with special
health care needs and disabilities (File & Kontos, 1992), but one cannot
advocate collaborative consultation for service delivery by professionals from
different disciplines without concern. This concern is especially relevant
when working with staff from different agencies who may have diffe‘rent
philosophies of service, financial resources, and time constraints (Johnson
& Pugach, 1991; Johnson, Pugach, & Hammitte, 1988). For example, staff
from one agency or discipline may perceive themselves to be more highly
skilled than those from another agency (Carter, 1989; Pugach & Johnson,

1989); this can happen in a collaboration between a physician and a special
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educator or related service provider, each of whom is skilled in his or her
own area. It is important that the staff involved acknowledge any such
existing barriers before beginning their collaboration. All staff members
must demonstrate mutual respect, as each will benefit from the other's

expertise. This is the very core of a collaborative consultation relationship.
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FAMILY STUDY

Jeffrey is five years old and lives at home with his mother, father, and
seven-year-old sister. Jeffrey was born prematurely at a tertiary care
hospital, where he remained hospitalized for two months after birth. Among

Jeffrey's medical and developmental concerns are:

. Respiratory problems during the first weeks of life

. Upon arrival home, he appeared not to be alert or active;
his parents were concerned about his development

. He sat up at 8 months and walked at 15 months

. His visual-perceptual skills appear normal. He could put
together simple puzzles and build intricate block towers at
two. :

. At two he had no verbal language and could not
consistently follow a one-step direction. He showed
no interest in playing with other children and barely
acknowledged his parents and sister

o He would not allow anyone to hold him and engaged in
ritualistic behaviors such as, rocking and playing with
string. He became extremely upset and often tantrums if

he was placed in a new situation or if people tried to share
materials he was using

At age 2 1/2, Jeffrey's family pediatrician referred the family to the
local early intervention program for an evaluation and a determination of his
eligibility for early intervention services; the assessment and evaluation
determined that Jeffrey was indeed, eligible for services. Jeffrey's family
then worked collaboratively with the early intervention program to develop
an educational plan to meet Jeffrey's needs. Both Jeffrey's family and the
program were committed to inclusive education (learning in natural

environments with typical peers). Jeffrey received special education and
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related services five mornings a week in the school district's preschool
program. These services were provided by a special education teacher, a
full-time aide to help in his educational program, speech and occupational
therapists who came three times a week, and a psychologist who consulted

with the team to develop behavioral strategies.

This team of professionals worked with Jeffrey for two years. . During
that time Jeffrey continued to have great trouble with transitions among
different activities within the normal routines of the day. For example,
when freeplay ended, Jeffrey had great difficulty putting away toys in
preparation for storytime: he screamed, threw things, cried and ran about
the room. Jeffrey seemed to trust both the adults and his pée_rs in
preschool, especially his preschool teacher, his aide, and a particular
classmate. The team began to work collaboratively on some behavior
modification techniques to be used both in school and at home, to help
Jeffrey improve his abilities to make transitions, to communicate, and

behave appropriately in social situations.

To assist Jeffrey in communicating, the speech therapist created a
communication program, through which the therapist determined that
Jeffrey, at age 4 1/2, could read and spell words. The speech therapist
therefore suggested "facilitated communication" to the team. Facilitated
communication assumes competence on the part of the child. The
facilitator holds the child's hand (usually at the wrist to provide resistance)
as the child points to letters on a board to spell out words. Families and

professionals who use this method typically receive some brief training.
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Jeffrey's speech therapist and his mother went for training and in turn

trained the rest of the team.

Jeffrey is now five and the school district has agreed to place him in a
regular kindergarten. In this school system, Jeffrey's educational team from
preschool did not follow him to kindergarten. He started school instead
with an entirely new team including the classroom teacher, a special
education consultant, a speech therapist, an occupational therapist,

psychologist, and a full-time aide.

Jeffrey seemed to lose many of the gains he had made in preschool.
He began to have great trouble transitioning, both within the classroom and
outside to different specials such as art, gym, and library: Jeffrey yelled,
screamed and threw tantrums. His family requested that the team use some
of the behavioral strategies developed for Jeffrey in preschool. The school
psychologist, however, thought that Jeffrey was beyond behavioral strategies
and recommended drug therapy to help Jeffrey control his behavior; the
psychologist repeatedly alluded to Jeffrey as out of control and a danger to
himself and other children, and the kindergarten teacher began to agree.
The special education teacher suggested that the team work consistently on
some behavioral interventions, and give them time. The family was
devastated by Jeffrey's situation and the school psychologist's
recommendation. They did not want their son on drugs because they had
heard horror stories from other families; they also perceived that because
everything was new in their son's life he would need time before he could
begin to trust people again. The school principal decided to ask an outside

cons___ultaht to help resolve this issue. You are the physician who is to meet
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with this team and address the issue of medication versus behavioral

strategies.
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DISCUSSION

As Jeffrey's physician, how will you facilitate this process?

How will you elicit information to determine the problem?

What are some of the factors that contributed to this problem?

How would you define the problem?

What are some of the possible solutions?
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How will you facilitate collaborative decisionmaking in the group?

What is your intervention strategy?

How will you monitor this strategy?
f

What skills do you need to implement this collaborative consultation
process? -
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RESOLVE

The physician agreed to consult with Jeffrey's team, which included
the special education consultant, the full-time aide, the kindergarten
teacher, his mother and father, the speech therapist, the school
psychologist, the occupational therapist, and the school principal. Before
the meeting, the physician arranged to observe Jeffrey during a
kindergarten session: he saw Jeffrey exhibit many behaviors that interfered
with his ability to learn and function in the classroom. The physician also
saw the negative effect of these behaviors on Jeffrey's classmates, and the
team's inconsistency in dealing with Jeffrey's poor behaviors durir_lg their

scheduled therapy times in the classroom.

At the meeting, Jeffrey's physician asked the team to discuss the
current problems. His goal, as consultant, was to help the team define the
problem clearly and objectively, which requires gathering information about
the problem and its circumstances. The physician listened a great deal and
asked questions aimed at more clearly defining the problem, which had
been called "oﬁt-of—control behavior." Everyone ag.reed that Jeffrey's
behavior had been disrupting classroom routines, his learning, and the other
students. Everydne_ also agreed that prior to kindergarten, Jeffrey's behavior
had become very manageable through consistent behavioral intervention
provided at the preschool. The physician's next step was to help the team
diagnose, as accurately as possible, the causes for the problem. He asked
them to think about why Jeffrey's behavior had become out-of-control, and
helped the team to list some reasons for Jeffrey's drastic changes in

behqviof. The team decided the primary reason was the lack of transition
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planning and collaboration between the preschool team and the current
school team; other reasons included Jeffrey's having to adjust to all the new
staff, and the lack of consistency within the program or with intervention
strategies. The speech therapist mentioned that Jeffrey had previously used
facilitated communication, and that no one on the current team understood
it. Once the group agreed on possible causes for Jeffrey's behavior, the
physician moved on to the next step in the collaborative consultation
process: helping the team formulate strategies that would allow Jeffrey and
the team to more effectively manage his out-of-control behavior. The

physician encouraged the group to brainstorm strategies based on their

"diagnosis"” list.

Once the team listed possible intervention strategies, the physician's
role as consultant was to help them decide which intervention strategies to
pursue. In this part of the consultation process the consultant sometimes
uses constructive confrontation if team members put up barriers to the
decisionmaking process. In this case, the school psychologist was adamant
about drug therapy, and the physician was comfortable in confronting this
view. He was able to explain that although drug therapy was indeed an

option, it was one of the most restrictive and least desirable for both the

child and his family.

The physician facilitated the team members to discuss the benefits for
each strategy, identify resources needed to implement the different
strategies, and explore the likelihoqd of success of specific strategies.
Through a group decisionmaking process, the current school team decided

to consult with the preschool team for technical assistance and information
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on the behavior modification strategies that had worked for Jeffrey. The
team also concluded that they needed to help Jeffrey with his
communication skills. Their plan for Jeffrey consisted of the principal
allowing members of the team release time to meet with the preschool
team;, the speech therapist providing facilitated-communication training and
implementing a program for the team; and the psychologist agreeing to
develop a behavior modification plan relevant to Jeffrey's current
environment and helping staff implement that plan consistently, based on
information and technical assistance from the preschool team. Finally, the
physician helped the team establish an evaluation plan, with timelines to
implement these strategies: in particular, they would assess the behavior
modification strategies over the next two months to determine Jeffrey’s
progress. While thé physician agreed with some of the team members' that
drug therapy is a solution for some behavior problems, he was firm in
believing th.at other, less-aversive strategies should be tried and evaluated
before drug therapy could be considered. The team agreed not only to meet
with the physician in two months to look at outcomes Jeffrey's progress but

to maintain ongoing contact as needed.
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DISCUSSION - ANSWERS

As Jeffrey's physician, how will you facilitate this process?

How will you elicit information to determine the problem?

. Consult with the professionals who work with Jeffrey at his

school

. Visit Jeffrey at his kindergarten session

. Consult with Jeffrey's parents about their needs and
perspective

What are some of the factors that contributed to this problem? -
. Jeffrey's trouble with transitions

. The inability of Jeffrey's school team to use facilitated
communication

. Jeffrey's lack of trust of new adults and peers

. The school team's not using the behavioral strategies
that had worked in his preschool program

. Lack of transition planning between the preschool team
and the kindergarten team

How would you define the problem?

. Lack of transition planning between the preschobl team
and the current school team.

. All new people in his life

. Jeffrey has trouble communicating because no one in the
new setting understands facilitated communication

. Disagreement about the use of drug treatment for Jeffrey's
behavior :

e  Lack of respect for the parent's thoughts and feelings
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What are some of the possible solutions?

. Collaboration with Jeffrey's preschool team
. Train the current school team in facilitated
communication

How will you facilitate collaborétive decisionmaking in the group?

J Have the group agree on the problem clearly and
objectively by open discussion.

What is your intervention strategy?

J Have the current school team meet with the preschool
team for technical assistance and information (especially .
on behavior modification)

. Have the current school team trained in facilitated
communication

How will you monitor this strategy?

. Maintain ongoing communication with the team
. Have the team meet at a predetermined time (two
-months) to discuss progress

What skills do you need to implement this collaborative consultation
process?

. The ability to listen

J The ability to use conflict resolution skills when there is

disagreement
. The desire by all parties to arrive at the best solution for
the child
. The ability to help the team generate creative solutions
. | Effective communication skills
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Early Intervention and
Special Education in Connecticut

Training Manual Evaluation
Name of Manual Collaborative Consultation Date
pPlease rate the following statements: Strongly Neutral Strongly
: - Disagree Agree
The layout and format of the manual were easy to use. 1 2 3 4 5
The manual was helpful in enabling me to understand 1 2 3 4 5
the concepts introduced.
I feel that I learned from the manual. 1 2 3 4 5
The family study gave enough information to answer 1 2 3 4
the discussion questions.
‘The discussion questions adequately tested my 1. 2 3 4 5
knowledge of the material. ‘
The resolution adequately explained the key points 1 2 3 4 5
of the family study. -
1 feel this manual would be an asset for the ICM-A 1 2 3 4 5

class in learning more about children with special needs
and my role in their educational systems.

Please add any comments about the above statements and/or any other comments
you feel would help improve this manual for use in the ICM-A course.

Thank you for your assistance in evaluating this manual and filling out this evaluation form.
Your comments and thoughts will help make this manual a success and in the process help
tomorrow's physicians become more knowledgeable about their expanding role in the life of a child

with special needs.
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