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ABSTRACT
The text examines issues in the roles of allied

health professionals serving'disabled children and youth. An
introduction by C. Del Polito, reviews the effects of negative public
attitudes toward people with disabilities and describes an advocacy
project to serve allied health professionals. In unit 1, J. Barresi
traces the history of public poqicy regarding children with
handicaps, describes the differences between federal and state law,
and considers the future of P.L., 94 -142, the Education for-All
Handicapped'Children Act, in light of court rulings and actions by
the Reagan administration. IA./Bashir examines the roles and
responsibilities of health/professionals in serving handicapped
children and youth in unit 12. Emphasis on the importance of
communication as a competence for! allied health professionals is
addressed and .suggestions for improving communication are presented
by C. Del Polito in the third unit. Screening, assessment, planning
and review of educational and health related services are focused on
by A. Bashir in unit 4, with a section listing the definition, high
risk indicators, behavioral indices, classification considerations,
assessment issues, and intervention aspects for a variety of
handicapping conditions. Stra\t,egies for referral, coordination, and
management of services are considered in a chapter by J. Wittenmyer.
Advocacy is the topic of the final chapter written by E. Ellis.
Individual and collective advocacy are reviewed as are resources for
effective advocacy. Appended information includes selected P.L.
94-142.regulations and a listing of national and federal
organizations and groups. An accompanying instructor's guide presents
guidelines on preparing for and presenting a workshop on the text.
Suggested questions and exercises for each of the text's units are
presented, as are transparencies and sample handouts. (CL)
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ABOUT ASAHP

The-American Society of Allied Health ProfessiOns
(ASAHP) is a national nonprofit'sdientific and profes-
sional organization formed to serve the needs of
allied' health educators, practitioners, professional
institutions and organizations, and others interested
in improving. health care and-health-Care education.
ASAHP.has as its ultimate goal the best possible
training and UtiliZation. of all'allied health prOfes-.
sionals. As a means, to that goal, the Society pro-
vides a vital forum in' which allied health educators
and practitioners-7their educational and clin cal

institutions-and their professional associations -- an
address and act on mutual concerns.

Established in 1967, ASAHP. now serves.. 1 8

educational institutions,. 23 national profession 1
organizations, and over 1,300 individual members.

The Society's role in serving the interest of.

these constituent group's is twofold. First, it pro -

- -v -ides a forum for sharing concerns and solutions that

relattignificant, mutually relevant allied'health
issues. Second., ASAHP serves as the Vanguard of the
allied health movement - -an organization which force-
fully and effectively represents positiona.pf over-
reaching allied health significance to -go.Vernment,

other major health-edudation and health-care system
elements, and the public.

ASAHP's office headqurters are located at One
Dupont Circle, LW., Suite 300, Washington, D.C.

20036. Telephone (202) 293-3422.
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No one seems to be concerned about what I will do'with .

my life. As though''how I have an excuse for not giving

or.sharing or searching for purpose in life. Is being

blind what I am "to do?"
_Suddenly I'm different, not Susan any more,; . .

SUddenly my friends perceive'me as a crystal doll

Too delicate, 'too fragile to be touched.
Afraid they may upset` me; they step back,.
Choose words with care,
And pnt.me on the shelf I hate so much.
I'm still me looking out,
But what do they see looking in? . .

Are they blind, why can't they see Me?

Must blindness always come before my'name?

I am not ablind person; I am a person who happens

to be blind.-

Susan Dunn, 1980
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INTRODUCTION
Carolyn M. Del Polito

Let it be a.son, a son,said
the man in the drivinE mirror.
Let it be a son . . .

At seven-thirty the visitors'
bell scissored.' the calm of the
Corridors, The'doctor walked
with me to the slicing doors.

His hand upon my arm ,. his voice
-- I have to tell zou 7- set
another bell beating iii\my head:
your son is a mongol the\doctor
said . . .

from "The.Almond Tree"
by John Stallworthy*

*From The Astronomysof Love, Oxford University, Press, 1961.
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A child is born with a disability. Where, when and how do ser-

vice providers in health and education enter the picture?' As profes-

sionals or as .concerned citizens and neighbors, what assistance or

interventions can professionals provide for the parents and the child

to ensure the child moves through the educational and related-health

services maze and is-educated appropriately to lead the -fullest and

most productive life possible? What preparation do service providers

need to' fulfill theirprofessional and personal roles and responsi-

bilities for youngsters with disabilities and their families?

The Education for Ali Handicapped Children Act, of 1975.(Public

Law 94-142)-guarantees all children and youth between the ages of

three and 21 with handicapping conditions a free and appropriate

public edudation, in the least restrictive environment. Funding

provided under-the authority of Public Law 94-142 has helped prepare

related service and special educationprofessionals to meet the new

requirements of the law, particularly in the identification of chil-

dren and youth with disabilities and the delivery of special edudation

and related services.

Despite the passage of this law, however, large numbers of

American youngsters with handicapping, conditions still are not

receiving appropriate services. While some health care providers,

most notably audiologists, occupational and physical therapists, and

speech-language pathologists, have long been. involved in identifica-

tion, referral, and advOcacy initiatives for children and yonth-withz

disabilities, most of the other health Professionals have not:

The American Society of Allied Health Professions (ASAHg) be-

lieves all health professionals,
including those who work in health-

care settings, have.sPecial access to the majority of these children

and the systems which serve theM. These- profesSionals can impact

local, state,: and national efforts in: identifying and referring

children and \ youth with handicapping conditions for appropriate

services. Ehrther, they can help to advocate on their behalf.

Supported.bythe.O.&.:Education Department's Office of Special-

Education and Rehabilitative,Servide
(OSERS).through the Education

for All Handicapped dhildren'Act 'of 1975 ,:(Public Law 94 -142), the

American SodietY of Allied .Health professions initiated a three-year

national project in. 1980 to addressthese and other issues -related to

a major policy concern affecting the allied health professions--

Jacilitating alliances among health and education professionals to

address the unmet education andreleted-health.needs.ofyoungsters

with' disabilities,. The Sciciety's".prOMotion of "alliances" has in-

volved alithe related-health prokeigions,. not merely .those, like

occupational-_and physicaltherapists,.,whose work:regulatly involves..

persons with handicapping:donditiOns.. .The:Society's initiative has

involved such others as hysician and nurse assistants, dental

hygienists,:nutrifionists, and medical records professionals whose

health. care/roles bring-the into regular, often very early, contact r.

with childten with fiandicaps

------___
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All health professionals may not possess the appropriate exper-
----tise to assist clients, families, or friends with problemS related to

tleeducational and health-related needs of youngsters with disabili-
ties. As professionals in the health-care system, however, they, fall
will be:perceived to possess such competence and need to be prepared.
The challedge of ASAHP's initiative,- therefore, has been.to design
curriculainstructional strategies, and advocacy models which prepare
health. professionals for their expanding roles and responsibilities
for youngsters with disabilities and their families.

Through the support of OSERS and ASAHP's networks, the Society
has initiated a number of

This publication, Alliances in alth
of innovative activities in the coordination of

:i

training and service de
and Education: Serving Youngsters With Special Needs, is an out rowth
of these activities. The ,American Society of Allied Health Profes-
sions'is pleased ,toprovide this publication for all professional's in
health and education concerned with meeting the needs of youngsters.
,with disabilities and their families.

PRIORITY: COLLABORATION

Outcomes of the Society's current project have pointed contin-
ually to the critical need for an integrated, coordinated service
delivery system composed of providers who view youngsters with dis-
abilities as whole persons with unique, life-long/health and education
needs. Similarly, the competition for limited resources.at all, levels
of government demands the maximal, appropriate/use of all available
human and fiscal resources. More than ever, efficient, cost-effective
coordination of health and education services must be provided.

1 -

Case after case of children and youth with handicaps or chronic
illnesses clearly illustrate the need for coordinated service delivery
mechanisms. Consider the case of a three-and-a-half .year old boy born
with rubella *syndrome who received services from 13 different agen-
cies and clinics (Barba, 1977). Along with congenital heart disease
and congenital cateracts, the child exhibited slow, motor and mental
development, blindness, hearing' loss, and intolerance to milk. By
three-and-half years of age, this youngSter"and his family had inter-
acted with medical, related health, and education professionals
representing approximately 20 different professions.* Barba reports:

*Professiona s serving this/child could include: pediatrician,
psychologist, social worker, nurse, ophthalmologist, allergist; audio-
logist, otolaryn ologist, 'speech-language pathologist, pediatric
neurologist, occupational therapist, learning disabilities specialist,
nutritionist, clinical laboratory practitioners, cardiologist, phySi-
cal therapist, optometrist, medical'aSsistant, medical record adminis-
trator, and physician assistant./

/

1.4



. . . the family of this child is being run to death
and has incurred considerable expenses despite multi-
ple resources for assistance. Virtually, without a
break, this mother has continuous appointOents\over
two week periods. . . .

This child. has received regular follow-up for his
. -
various diagnostic problems. However, his family is
run ragged and So near the end of its rope that they
arei'considering institutional placement despite the
inappropriateness of such placement._.

Many of the services given this child grew.
. . . Countless medical summaries and notes exist but
they are scattered in the records, of several facili-
ties (p. 203).

This "patchwork" of narrowly focused approaches to service
delivery, which tends to be based on age, disease or handicap classi-.
fieation, income, political jurisdiction, and specializationofthe-7-
service provider, "multiplied by millions is an estimate of the cost .

in lives, energy, and effort that is spent with, in many instances, no
gain for the . . . individual, his family, [or] society" (Barba, 1977,---

203). _---y

While specialized services are-needed-tomeet the needs of
persons with handicaps and theiffamilies, the professional paro-
chialism or "narcissism" (Bashir, 1981) which has accompanied the
growth of specialized services has supported ineffiCiencies in the
delivery of services, including duplication of 'services, Wasted
resources, and competition among providers (Helge, 1981). Profes-
sional parochialism, which permeates the delivery system, generates
additional barriers to cost-effective,.quality care, including:

Communication. problems and mistrust among profes-
sionals,. between professionals, youngsters, and

their parents, and between and among programs,
departments, and agencies;

Lack of knowledge related to all handicapping con -
'ditions and other professionals' roles in serving
persons with handicaps, thus promoting inappropri-
ate diagnostic, case management, and programmatic
strategies;

Disparity in treatment, programmatic, and finan-
cial.priOrities; and

Maintenance of perjorative attitudes //toward young-
sters with disabilities (Del Polito 1982).

15



Effects of Attitudes and Labels

The last barrier identified 'above, perjorative attitudes; is

seen by persons with disabilities as,theHmajor impediment_in their
.lives to receiving health and education services. Although attitudes

of- Americans toward persons with disabilities generally tend to vary
,depending upon age, education, and socio- economic status,. studies over
'the past forty years indicate surprising consistencies. According to
Yuker (1981), most people have similar .attitudes toward all persons
with disabling conditions regardless of the person's specific impair-
ment. Further, even though "more than fifty percent of the people in
the United States publically express positive attitudes toward dis-
abled persons, most people perceive handicapped persons as in some way
different and inferior" to able-bodied individuals (p. 2-3). The

resulting discrimination has been likened to the discrimination and
oppression imposed upon racial, ethnic, and other minority groupS,
limiting the individual's potential as a participating member of
mainstream society (Bogdan and Biklen, 1977; Telford and Sawrey,.1981;
Gliedman and Roth, 1981; Shaver and Curtis, 1981).

This discrimination, or "handicapism" as defined by Bogdan and
Biklen (1977), emanates from stereotypes and prejudices, and is _evi-
denced throughout the structure of society: in personal interaction,
in health and education policies And practices,and inthe media which

represents the larger society.

Through legislative, judicial, and executive actions, issues

such as human dignity, right to individualized treatment, and pro-
vision of services in the least restrictive, environment have been

reinforced. The movement toward full physical and social integration
of persons with disabilities into mainstream society, however, has

been limited. They still are prevented from fulliaccess to society:
in physical accommodations, in education, in employment, and in

relationships.
I

,

,

,

i

As the myths and stereotypes which influence attitudes about
persons with disabilities are examined, a major Model, in defining or

identifying persons with handicapping conditions/repeatedly emerges;

that is, the medical model of disease. In their powerful book, The

Unexpected Minority: Handicapped-Children.in AXerica, Gliedman and
Roth (1980) piavided a detailed account of how an individual's per-

.ceptions of--4d interactions with--persons wjtth disabilities are

conditioned by society's definition of a "handicap" as "disease" (pp.

18-27). As the authors note:

In a first encounter the knowledge or pe ception that
a person is handicapped is among the in/ st important

clues that we can obtain about his character. Indeed,

in many instances the sudden discovery at the person

is or is not handicapped suffices to transform our
perception of his social persona comple ely (p. 19).

16
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As all too many persons with disabilities will confirm, they are

definfA by their visible (or invisible) impairment. "Unlike temporary.

injuries, a handicap is considered by others to: be integrallessen-
tial'.7.-to the handicapPed person's social being" '(Gliedman and Roth,

p. 20). The-person will be treated differently and 'will be expected

to behave differently as well. Even with an.4nvisible impairment
(e.g., epilepsy, heart problems, or a mild retardation), the person is

labeled with a:stigma, "an undesired differentness," and finds him or

herself at a distinct social disadvantage.(Goffman, 1963). .

Thus, once an impairment is diagnosed, (labelled and categor7
ized), a treatment model is prescribed and accepted by all--patient,
family, and service Providers. Reactions and interactions with the

"diseased" person become treatment-oriented,, fochsing only on the

impairment--the paralyzed leg, the learning disability7with little
concern for the person who "owns" the paralyzed leg or the learning
problem; thus confirming the person's non-identity.

While supported and reinforced by the norms of society, defining

persons by their differences (their, disabilities) is a critical in-
dictment against both the health and education professions. Members

of ASAHP's Interdiscjplinary Task /Force identified and emphasized a

similar charge:

Attitudes of health and education professionals work-
ing with persons with disabilities are more discrimi-
natory than other persons not so involved. Health

professionals, particularly, tend to perceive the

youngster Only in relation to the disability; not as a

whole person (Del Polito, 1983, p. 3).

Other stereotypical attitudes, but logical outcomes, promoted by

the disease model have been reiterated continually' in print, and non-'

print media alike--from pre-school publications and comic books to

newspaper accounts and horror films. Persons with disabilities are(

shown in the media as: (1) deviant, abnormally bad and repugnant, and

therefore, essentially evil (i.e., diseased); (2) idealized and abnor-

mally good, leading to unrealistic and abnormally high expectations of

the individual (i.e., superhuman); (3) primarily dependent on others,

requiring "special attention, special facilities, and special sup-
port," with little emphasis on the person's ability to cope or to make

positive contribdtions to society; (i.e., dependent and dehumanized);

and (4) deviant and strange, and "bizarre and anti-social" (again,

deviant)-(Yuker, 1981; Donaldson, 1980; and Biklen and Bogden, 1978).

Perhaps most damaging has been the presentation of disability as

central to the plot or the character's role, reinforcing the inability

of the person with a disability to participate fully. in everyday

.life--the non-identity stereotype prevalent in American culture, even

among the helping professions.



To counteract stereotyping 'behaviors, advocates in the \dis-

ability rights movement have focused to a great extent on the effect

of language on people's perceptions (able-bodied and disabled alike),

and, therefore, on attitudes of persons with handicapping conditions.

Visualize the difference between a person confined to

a wheelchair compared to a person, who uses a'wheel

chair. Confinement implies "restriction," or "impri7

sonment" or "restraint" where use signifies"control.

for a purpose" or "extension of ability." In a simi-

lar fashion, conjure the image of a person Buffering

from epilepsy rather than subtler -words such as

experiences seizures ( Mullens, 1979, p. 20).

The language-used to discuss and describe persons with dis-

abilities and their handicapping conditions many times includes

Unwanted generalizations, particularly with categories of handicapping

conditions. "Speaking of people as 'handicapped' or 'the disabled'

implies a monolithic group . . . The Use. of categorical labels has

several negative outcomes, but one ic.f the most derogatory practices is

to make those deacriptors into nouns," (e.g., LD's, epileptics, CP's;

trainables, and wheelchair people), .therefore equating devaluation

With individual differences (Mullens,,1979,' p. 21).

Similarly, respect (o' lack of respect) for persons with handi-

caPpingconditions. is,communicated through the labels symbols, and

images we use for depicting relationships. among peons with and

without handicaps. "Rather than doing for or to a person with

handicaps, the emphasis of interaction should be on mutual inter-

action" and on the benefit of "open, respectful" encounters' among

individuals with- varyidg-physical,-mental,Land-social_abilities and

characteristics (Mullens, 1979, p. 23).

Focusing specifically-on labels,. the Council on InteracialJooks

fot Children (CIBC). urges avoidance of all terms which dehumanize or

objectify persons with disabilities, characterize' them as dependent or

pitiable, or which perpetuate the myth.that persons with disabilities

are incapable of participating in the life of a community (Biklen and

Bogdan, 1978, p. 8). As will be noted throughout' this publication,

and. as emphasized throughout ASAHP's advocacy initiative, the effects

of language on "persons with disabilities".has been.a major underlying.

theme to enhancing... the provision of services o youngsters and their

families.

Understandably, controversy regarding acceptable terms exists

even among the advocates for persons with disabilities. ,- While

"handicap" is rejected generally because of its historic'connotations

bf beggars who held "cap in hand," it still appears consistently in

legislation designed to protect individuals against discrimination and

provide them with appropriate health and education services. For a

number of years now, the term "exceptional" has been favored by some

advocacy groups; 'for others, however, it is considered a euphemism

(Biklen and 8ogdan,1978, p. 8).

.13



"Disability" and "impairment," also used extensively, add to the

definitional dilemma, particularly when one considers that health and

education, services for persons with disabilities as well as compensa-
tion for providing' these services are tied to. local, state, and

federal definitions. As for othera in our culture, policymakers are
. ,

affedted not, only by advocacygroups, but also by iptertwininvconno-
tative and denotative meanings Which have evolved over years of

prejudice and handicapiam. Thus; while "defining" or labeling persons
'with handicapping:conditions has ethical implications relevant to the

promotion of values and attitudes .of service providers, the process
zi outcomes of labeling also present economic. and-political

sz

i relevant to societyas/a whole.

A good differentiation among the terms impairment, disability,

an handicap is provided by Stevens (1962): whereas an impairment

re ers to the physical,. mental; or psychological problem itself,, a
di ability refers to the .limited function or behavior directly or
indirectly dependent upon the impairment. For example, an impaired
hand (severed nerves or absence. of fingers) would result in a similar

disability, (i.e., lack of digital dexterity with'limitations in writ-
ing or typing) whiCh may or may not result in S\handicap for the

individual. As Birch (1981) notes:, \

A handicap /ls measured by the'extent.to whichan
Impairment,/a disability, or both get.in-the way.of
:normal. living, including acquiring an education.
Handicap is highly personal, forit is the name for an

I individual's own reactions to the presence of an
impairment or ''disability. The. central concept of

handicap/ is this: consists of the individual's
ability/to-live-with' -thatinterpretation. Many people

have impairments and disabilities. Only some people

.
are handicapped because of them (p. 40)..

/ A definition which takes into account the person's functional/,

abilities in relationship to:his :/or her environment implIes'new and

important/ perspectives for persons /with 'disabilities in 'terms of

treatment; service,delivery, and compensation for.ithe impairment, and

in terms of daily interactions with others in the environment. There

are also broad implications for those providing health and education

services as well as for those establishing policies for service pro-

vision/and compensation/r imbursement.

./ The ethical and mo al conflicts, generated by these barriers
further complisaAs the p ()vision of'services.. To alleviate these

barriers and iNadequacies, in the proVision of education and health

services to' youngsters with handicaps, parents,ji codsumers, and leaders

in hoth health care and education are calling /for needed revisions in

training programs which will.Trepare all service providers to_provide

integrated, coordinated, services adapted tolthe unique, life -long

/needs of children and youth with handicapping Condition's..
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ASAHP's Project

The challenge of ASAHP's Advocacy Project, therefore, has been

to design curricula, instructional strategies, and advocacy models
which. encourage all health professionals, their educational' institu-

tions, and their:professional associationa'tO.become involved-in pro-
_

moting the rights and needs of, youngsters with disabilities and their

families.

Advocacy is used.throughout this publication to mean facili
tating' a_ continuum of services for clients andtheir families:' from

listening to their needs and concerns to promoting and implementing

legislation on their behalf. This definition has guided ASAHP's
development of curricula and instructional strategies used in regional
workshops. apd.conferences nation-wide,-stressing the importance of the

health professionals' understanding of (a) the needs and rights of .

youngsters with disabilities,:(b) referral sources and strategies, and

(c) advocacy skills and strategies.

A major activity of ASAHP's Project has been the implementation

of-- regional 'workshops, designed for cadres of experienced allied

health professionals in different areas of the country. Participants

for each of.the%Six workshops* were identified by their vrofessional

organizations as -leaders within their professions and----targeted for

their unique potential in affecting change both within and outside

their work environments. In addition to the significant professional

and, personal alliances and advocacy initiatives developed during the

workshops, a.: major outcome was the identification of specific roles

and responsibilities all health professionals should assume -- whether

or not they'interactdftectly_or consistently with youngsters who have

disabling conditions.

Unit 2 contains a complete listing of these roles and, respon-

sibilities; among those repeatedly .emerging,/ however, were those

addressing collaboration and communication_ among health-and education

professionals to Insure appropriate identification,. referral, and

advocacyl efforts on .behalf of the youngsters and their families.,

Specifically, in providing services .to youngsters with disabilitie,,

profesSionals should:

*Regional workshops were 'conducted in Cal fornia, Minnesota,
Maryland, Vermont, Tennessee, and Colorado. Individuals participating

in workshops have represented the professions of Audiology/Speech-
Language Pathology, Corrective Therapy, Dental Assistance,and Dental

Hygiene, Dietetics, Health 'Record Administration, Rehabilitation

Counseling, Social Work,, Nutrition, 0/Ccupational Therapy, Physical

Therapy, Nursing, Physician Assistancet Psychology,_ and Recreational

Therapy.
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1. Help coordinate efforts of health and education

services;

2. Understand other health and education service

professionals' roles;

Work cooperatively with other professionals'con-
cerned with the services provided for children and

youth.with disabilities;

Actively .participate in coordinated and adaptive
health-care planning for the life span of the
youngsters;

5. Promote eicellence in the quality of service

delivery for youngsters with disabilities among
one's own and' others'-professions;

6. Promote interdisciplinary pre-service teaming

,Opportunities1 and

7./ Promote advocacy initiatives on behalf of these

/ -youngsters with other professionals.

'While a few training programs in allied health address these

issues, -7most do not. Leaders of. the related health and education

professions generally recognize the lack of training their students
receive to'prepare them for meeting their responsibilities for young-

sters with handicapping Conditions Further substantiation has come
directly from practitioners acrosi the country (Del Polito, 1982a).

/They concur with and - reinforce ASAHP's underlying position and the

/foundation pf.this.publication: related health professionals, inclu-

ding those-working-In health-care settings, possess.(a) special access

to.children and youth with.handiCapping conditions; and (b) little, if

any, preparation for meeting. their roles and responsibilities to

ensure that these youngstere obtain appropriate health and educational

-services.

The American Society of Allied Health Professions is pleased to

provide this important publication for educators and practitioners in

the related health and education professions who come in contact with

children and youth with handicapping conditions on the, job, at home,

and in the community. It is hoped that this publication will assist

in 'preparing professionals in health and education to work together as

team members to create A better world for children and youth with

disabilities.

On behalf of the Society and the Project's Advisory Council, I..

wish to thank all thOSe involved in the preparation of ALLIANCES IN

HEALTH AND EDUCATION: SERVING YOUNGSTERS WITH SPECIAL NEEDS. Most

importantly, much gratitude is due our.authors, Anthony Bashir, Ethan

Ellis, and Jayn Wittenmyer, Who; as project faculty and advisors, have
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shared their unique styles and personalities throughout ASAHP's three-

year project, proving collaboration and team effort make,substantial

differences in quality training programs. Similarly, sincere thanks

to Josephine Barresi, my co-editor, and Stanice Grandy, administrative

assistant, for their dedication of time did eneregy in managing_so

many of the publication_details to produce this, final document.

Finally, to all those who have contributed 'to the Allied Health

;Child-Find. and Advocacy Project through,their involvement in work-

shops, seminars, and conferences - -as participants, resource persona,

or presenters--we thank them for sharing. their commitment to quality

health and education services to youngsters with handicapping condi-

tions and,their-families. Their concerns'are contained herein.
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UNIT LEGAL FOUNDATIONS

PURPOSE AND OBJECTIVES

Purpose:

To review the developient and requirements of public policy for

the-education of children and youth with handicapping conditions

and the implications of this policy for health professionals.

Special Objettivect

At,the conclusion of this unit, readers should be able to:

I. Discuss the development of federal and state public policy

for the education of children and youth with handicapping

conditions. from an historical Perspective, including legis-

lation, litigation and regulation.

2. Identify the rights and protections contained in Public Law

94-142 (The Education for All. Handicapped Children Act of

1975). and Section 504 of the Rehabilitation Act of 1973 for

children and youth with handitapping conditions and their

families.

(

3. Recognize the need to obtain current information about
federal and state legislation and regulations affecting the

education and related-health needs and rights of youngsters

with/disabilities.

Id4ntify the differences that exist between federal and

st4te. pqicy and among the states regarding the provision of

special education and related_services_tb_children_and-youth
with handicapping-Conditions.

5. Identify their state's special education programs, policies
and-procedures for providing services to children and youth

with handicapping conditions and their families.

6. Discuss the implications of :Public Law 94-142 on the scope

of practice for all health professionals.
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UNIT I

Educating Children \Mth Handicaps: A Legal Primer for' Health
Professionals

JOSEPHINE G. BARRESI

. .0ne afternoon in 1977 I sat with Peter Libassi,
then Health, Education and Welfc-e's general counsel,
listening to witnesses while we were considering
pending regulations for ,tion 504 of the

Rehabilitation Act, the sectt prohibiting discrim-
ination against qualified di; -I people. Among the
witnesses was the mother of h ...tabled child 'from a

nearby state.

She told of her retarded daughter standing in the
living room looking out the window an the school bus
drove up their road, stopping to pick up other
children. As the mother told us of her daughter
asking each day why she could not go to school, the
mother began to cry. So did the geheral counsel, so
did I and, I believe, so did everyone else in that
room. I have no wish to play that scene again, nor do
the parents of handicapped American children.. i=17
W. Martin, first Assistant Secretary
Education and Rehabilitative Services, U.S. Department
of Education))

The past two decades have borne witness to a wide breadth of
social reform for persons with handicapping, conditions. What once was

called a "quiet revolution" (Dimond, 1973, Weintraub and Abeson, 1974)
became a movement well recognized in state capitals, in courtrooms,
and finally in the Congress of the United States itself. Centuries of

rejection, discrimination, fear, pity, charity, and second class

citizenship, slowly are giving way to equality and justice under the
law. Architectural barriers are being removed. Transportation and
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housing are becoming accessiblel.T Discrimination in employment is

prohibited. Laws concerning zoning, voting rights, marriage, guardi-

anship, institutions,..and community services which discriminate

against persons with disabilities are being rewritten.

It is in education, however, that the changes'occurriug are most
far-reaching,_ for it is "by education that each of us...attains the

full measure of the humanity we possess" (Pashain, 1981). Compulsory

attendance laws that exempted children:with handicaps have changed.

Schools which.denfed education to children with disabilities areLnow

providing services. Children who once were separated from their
families and sent away, to residential facilities.for.their education

are now living at home and attending neighborhood schools.

With the passage, of Public Law 94-142--the Education for All

Handicapped Children Act of 1975 -- health and education services for

youngsters withhandicapping-conditions have changed radically.

Educational approaches and systems also have changed, powerfully

affecting the youngsters, their families, their teachers, and other

professionals who serve them. These changes in service delivery
require professionals in education and related-health fields to assume

new and expanding responsibilities which demand an understanding of
the legal rights of children with disabilities and the procedures

necessary to secure them.

In the pages that follow, a brief history of public-policy for

the education of children with handicapping conditions is presented;

its current status 'described; and some future trends anticipateelor
health professionals and for the children they serve are suggested.

HISTORICAL BACKGROUND

Treatment'Cif-persons with handicapping conditions has changed
dramatically from ancient times to the present.. The early Greeks and

Romans. practiced infanticide and attempted to. exorcise persons who

were physically or mentally handicapped (Hewett and Porness,:1977).
Plato and other philosophers are said to have believed that those

persons born handicapped should be hidden away.. Following the
Renaissance period, the first attempts to educate persons with,handi7

caps. began to emerge. John Locke's "tabula rasa" theory in the 1600's
--that all individuals are born into the world with the.mind a clean

slate beforeimpressione are recorded.. on it by experience--setthe

stage for increased.'emphasis.on training Individuals to lead more

productive'liVeS. Although. the treatment of individuals with handi-
capping conditions.still took place in institutional settings, during

the eighteenth and nineteenth centuries.rehabilitation of the indi-

Vidual rather than mere basic'care began to be stressed.. Techniques

developed hy such pioneers in the field of special education as Itard,

Seguin and Montessori are still_beingused today.
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As public ,education developed in the United States did so
with an implicit rationale that manpower needed training VII order for
the industrial revolution to flourish. Those unlikely to be hired for
positions in factories and steelyards and the like--minorities and the
handicapped--did not need an education. Even with the increase in
compulsory attendance laws, "exemptions for :the handicapped were the
rule, rather/than the exceptions. As.a result, compulsory attendance
laws in most states operated as non-attendance laws for youngsters
with handicaps (Weintraub and Abeson, 1972). When students were found
who were 'not functioning at an expected level, the tendency was to
isolate them into alternative environments known as "spedial classes."
This trend and continued institutionalization dominated educational
practice until the mid 1960's. The current policy toward educating
children with disabilities evolved out of the :civil rights era of the
sixties, following closely the pattern _of equal educational opportu-
nity /lawsuits filed by Black Americans at that time.

/ The Education for All-Haiidicapped Children Act of 1975-,--Public
Law 94-142, represents a major shift in the education of children and
'youth with handicapping conditions. As national policy, it stands as
a symbol of the change from custodialism to an emphasis on the devel-
opment of the individual potential in each person (Merchant, 1979).

In the following sections, an examination of'case law and state
and federal antecedent legislation reveals the most recent origins of
current education policy,for persons with handicaps.

LANDMARK LITIGATION

Judicial action has played a critical. role in the movement
toward equality of opportunity for children, youth and adults with
handicapping conditions. The late sixties and early seventies wit-
nessed a flood of relevant lawsuits which impacted on the timing and
substance of subsequent .state and ,federal legislation, 'including
Public Law 94-142. Precedent-setting cases from this period included
Pennsylvania Association for Retarded Children (PARC) vs. Commonwealth
of Pennsylvania; 1971, Mills vs. the Board of Education of the
District of Columbia, 1972, Wyatt vs. Stickney, 1972, Welsch vs..
Likele; 1974, Hobson vs. Hanson, 1967 and 1971, and Diana vs. Board of
Education, 1970 and 1973. These suits addressed--for the first time--
(a) the lack of educational opportunities for children and youth with
handicapping conditions, (b) the denial of appropriate treatment,
including education for institutionalized individuals with handicap-
ping conditions, and (c) the use of improper and discriminatory
classification and placement procedures with this population.
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Right to Education and Due Process.

The first legal breakthrough (Levin, 1977) for ins with

handicapping conditions came in the 1971 PARC decision when a t -

judge panel ordered the state of Pennsylvania to identify, within 90

days, every child with mental retardation not in school and to beginf._

teaching them. The decree made these children-eligible for regular or'

special classes from the age of 6 to 21. It also prohibited anyi

school from postponing or denying entry to any child with mental.

retardation and from altering a child's placement without notifying'

the parents and giving them an opportunity for a. hearing.

Prior to this ruling, children with mental retardation in the

state could be excluded from the public schools if a School psychol-

ogist determined them to be "uneducable and untrainable" or if they

had not attained the mental age of 5.

The following-year, the right to, education was extended- to

youngsters with all types of handicapping conditions - -nf just those

with retardation--by the Mills court. In 'addition, District

Court Judge JOseph C. Waddy rejected .the Board of Education's scarcity

of funds defense,- saying that "available funds must be expended
equitably in such a manner that no child is-entirely excluded from a

publically,7-supported education 'consistent with his needs and ability

to benefit therefrom." (Mills vs. The Board of Education--of the
District of Columbia'348 F. Supp. 876 (D.D.C. 1972))

The opinion further specified procedures guaranteeing .due

process as required,by the Constitution 'and the fightko'a hearing. if

parents consider their child's education to be inadequate.

These two decisions blazed 'a trail for access to education for

all children. Logical extensions of this concept-are'the right to an

education suited to the conditions and needs of children with disabil-

ities, the right to free education for. children with handicaps since

it. is provided free to nonhandicapped children, and the right10
children with handicaps to be transported to their school programs'if

necessary (Turnbull, 1975).

.

Rights of Institutionalized Persons

Substandard conditions, cruel, and unusual Punishment, and the

lack of appropriate programs in institutions for persons with handi-

capping conditions are other issues which the courts began to address '.,,,

during this"period. Court- ordered remedies for these problems affects.

the design of public policy for persons with disabilities to this day'.

While notevery court agreed on the extent of the states'. responsi-

bility for those withhandicapa,"two decisions, Wyatt, 1972 and

Welsch, 1974, held that the state's -responsibility is to habilitate I

thoSe in its care and establish minimum staneards.by which to judge

compliance (Turnbull, 1975). These standards required the hiring..of

29



additonal and better qualified-staff; prohibited or restricted certain
types of treatment; required the development of individualized treat7

went plans for residents of the institutfons; and established chile

process procedures in accordance with the 5th and 14th Amendments. i

In addition to the concept of procedural fairness, ,the Wyatt
court required the state to demonstrate that a proposed institutional

confinement is the least restrictive environment consistent with the
needs of the person (Gerry and Benton, 1982).

Nondiscriminatory Evaluation and Due Process

Advocates have argued that denial-of appropriate education is
tantamount to denying a person an opportunity to acquire property
(Turnbull, 1978), and the decision to place a child with a handicap in
any setting other than..that used for his able-bodied peers is.iiiher7f,

ently restrictive and, consequently, a deprivation of ..indiviiduaf

liberty (Abeson, Bolick, Hass, 1975). The Fifth and Fourteenth
Amendments guarantee that a person may not be denied liberty or
property except by due process of law. Among other things,ItheSe

Amendments 'then safeguard persons with handicaps against unfair

,educational evaluations and,placements. In fact,.in 1967'4,, the ,Hobson

court ordered a halt to the use of IQ tests for tracking purpoSes. In

Diana (1970 and.1973),' the court criti4iked the manner in which tests

were administered and established testing procedures. Retesting in

the child's native language was orderedj.

Throughout these cases, several principles emerge which were
in or which paralleled- state and/federal legislation for the

education of thoSe with handicaps:
/
/ .-

The right to education and treatment for all--
--regardless of the type of handicap or location I
where education is'delivered;

1:

The right to fair and periodic evaluaMon off
educational and health-related needs;

The right to an education individually designed to
meet the unique needs of students with]

handicapping conditions; and

The right to due process protection of the law.'

STATE LAW

State legislatures joined with the nation's judicial system to
provide more of the building blocks upon which P.L. 94-142 was based.
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Abeson reports that nearly 70 percent of the states had passed manda-
tory legislation requiring the education of children with handicapping

conditions by 1972. Three years later, all but two states had done.

so. The rise in state mandatory legislation along with the continuing
success in litigation testified to an increasing publiC awareness
prior to the passage of P.L.94-142 (Abeson, 1974).

State legislation, however, did,, more than provide evidence of a
rise in consciousness on the part of public policy makers. In large

measure, the federal law modeled actual provisions of state law:

By 1974, in .addition to establishing, through

legislation, a handicapped child's right to an

education, twelVe states had laws requiring due

process procedures, and thirteen required the same
through their regulations. Six states at that time

--hadlegislative -language . requiring. handicapped
children to be.educated in the least restrictive
environment and eleven "made that stipulation' by
regulation (Zettel and Weintraub, 1978, p. 11).

In addition, twenty-two states required, by statute or regulation,
"that handicapped children be educated in regular classes for at least

some portion of their school day".(Zetta,and.Weintraub, 1978,A:1...11).

The right to.education, due process procedures, and edteation in
the least restrictive environment--concepts which formed the framework

for The Education for All Handicapped Children Act of 1975. (P.L. 94-

142).. originated as.principles of state policy. The influence of liti-

gation upon the development of state law:is apparent by the-faCt that

37 of the 48 contiguous states had adopted their speCIal education

legislation since 1970_ (Zettel and Weintraub, 1978).

FEDERAL POLICY

.

Despite. the spectatUlar activity, in the courts and in state
legislatures increasing educational opportunities for students with

disabilities, hundreds of thousands of them were atill.excluded from

school in 1974 (Children's Defense Fund0974).: Congressional hear-

ings in 1975 still foundample evidencethat equal educationaloppor-.
tunity-for children with handicaps `was far from a .

)

e Over 1.75 million handicapped children in the
United States were still being totally excluded
from receiving an education. solely on the basis of

their handicap.

Over half of the estimated handicapped population
in this country was not receiving the- appropriate

3,



educational services' they needed or were entitled

to.

Many children were still being. inappropriately

placed in educational--settings"' because their

handicaps were-_ undetected or because of a'

violation of their individual rights.

o Families were forced to find services outside the

public education system, often at great distance
from their residence and at their own expense
(U.S. Congress, Senate,,1975).---

)
The Education for All Handicapped ChildrenActnf 1975

-The_response-of-the_Congress-to-theseL-meeds-was-the-passage
the- Education for All Handicapped Children Act of 1975 - Public Law

94-142. Public Law 94-142 amends Part B of the 1966 Education of the

',Handicapped Act (EHA). While not the first federal initiative in the

area of education for children with disabilities (for a history, see,

for example, Appendix..B in Ballard, Ramirez, and Weintraub, 1982),

P.L. 94-142 stands as landmark legislation for this population. Its

provisions.combine an array of children's rights derived from liti-

gation and state law with the administrative mechanisms necessary to

manage federal funding and.compliance requirements.

The U.S. Congress set forth the following purposes of the Act on

November-1A, 1975:

.0 To assure that all handicapped children have

available to -them. . .a free appropriate public

education which emphasizes special education and.

related services designed to meet their unique

needs;

o To'assure that the rights of.handicapped children

and their parents or guardians are protected;

o

..t

To assist states and localitiea to prOvide for the

education of all handicapped children; and

o To assist and assure the effectiveness of efforts'
to educate 'handicapped children (Congressional

Record, November 14, 1975, Section 3(c)).

Five principles constitute the rights'aspect of the lAW: 7-(1)

the. right,to an education., (2) the right to a nondiscriminatory

evaluation, (3).the right to .6.educated in the least restrictive

environment, (4).the right to 'an appropriately-desikned educational

program, and- (5) the right to !procedural safeguards (Weintraub and

Zettel, 1978). Let us examine these principles in turn:

J.



Right to Education

Public Law 94-141 guarantees the availability of a free

appropriate. public education to all those with handicapping' conditions
between the ages of 3 through 21. \As defined in the Act:

The term "handicapped children" means mentally re-
tafded, 'hard of-'-hearing, deaf, speech

disturbed,visually handicapped, seriously emotionally disturbed,
orthopedically impaired, or other health -impaired
children, or children with specific learning disabili-
ties, who .,by' reason thereof require Special edleation

V
and related". services (20 U.S.C. 1401(1)).

Thii definition establishes two criteria' for eligibility under

the Act <Ballard, 1917). To be eligible for services, children must
-have-'7one-or-more-of.-the-handicapping-conditions-listeci.jn Ole,Att and
require_ special education and related services ad'a result. Not all

children with disabilitieS require special education. Hence, not all

children with disabilities are "handicapped" for purposes of P.L.

94 -142.

"Special educatiOn" is defined in the-Act as:

. .specially designed instruction, at no cost to

',parents or guakdians, to meet the unique needs of a
handicapped child, including classroom instruction,
instruction in physical education, home instruction,
and instruction in hospitals and institutions (20

U.S.C. 1401(16)).

Of'particular importance to.health professionals is the section
of the Act which defines "related services" to mean: '

. .transportation, and such developmental; cor-
rective, and .other .supportive services (including

speech pathology and audiology, psychological

Services, physical and occupational therapy,

recreation, and medical and counseling' services,

except that such medical services shall be for

diagnostic and evaluation purposes only) as may be
required to assist a handicapped child to, benefit from

special education., and includes the early identifica7
tion and assessment of handicAPping conditions in
children (20 U.S.C. 1401(17)).

Taken together, these two definitions.set"forth what must be

proVided to handicapped children 'to guarantee their right to an
education, namely, specially designed instruction to meet the unique

_educational,needs resulting from their handicapping conditions, and

additional_ related services to the extent necessary for the child to
benefit from special education..

33



Nondiscriminatory Evaluation, -

As discussed ,earlier, a disproportionate number..of minority

children classified as retarded or slow learners raised questions

about the mislabeling. of students several court cases prior to P.L.

94-142. .

To'addres6 this issue, Congress enacted three evaluation .

A3rOvis.ions as part of the Act. First, testing and evaluation

materials and wocedures used in placing children with handicapping

conditions must not be racially or culturally discriminatory. Second,

assessments must be conducted in the child's native language or model

of communication.(sign language is an example of the latter). 'Third,/

no-singleprocedUre shall be the sole criterion for determining an

appropriate eduCational program for-the child (20 U.S.C. 1412 5(0).

Alfred Binet's concern about labeling and resulting-stigmati-

.zation is the more dramatic originating as it does from the deVeloper

of one of the first intelligence tests at the turn of the century:

"It will never be to one's credit to have attended a special'school.

We should' at the least spare from this mark those who de not deserve

it" (Binet in Abeson, Bolisk and Hass, 1975, p. 25). The reTevalu-

ation provisions in federal Policy for the - education of children with

disabilities seek to prevent mislabeling while ensuring the availabil-

ity of diagnostic data upon which to base educational decisions.

Least Restrictive Environment

Expanding upon the Wyatt decision and state policy, Congress

required that:

.to the- maximum extent appropriate,, handicapped

children, including children in'public.or private

institutions or 'other care facilities, are educated

with children who are not handicapped, and that

special classes, separate schooling, or-other removal

of handicapped children from the regulaf educational

environment occurs only when the nature or severity of

the handicap is Such that: education'in regular classes

with the use of supplementary aids and services cannot

be SchieVed satisfactorily (20 U.S.C. 1412 5(B).).

As Weintraub and.Zettel (1978) emphasize," this does not mean.

that all Children With handicapping conditions will. or -Should be

placed in a regular education classroom. .Rather, .the intent is to

-ensure'that a variety of options nr program settings exist to be used

-according to the. individual needs of each child. The 'strength of the

language of this provision reflects the grave consequences of denying

individuals their right to liberty or property or both by unneces-

sarily removing ofdepriving them of a regular education program.



Individualized Education Program (IEP)

The right to an indiAdually-designed educational proram (IEP)

derives from the requirement that the education of youngsters with
handicaps be appropriate,to their needs. Deprived of this safeguard,
eduaation.for.such children would be a hollow promise. One need only

imagine a child who cannot read without the aid of brailled texts, a
child unable to hear the'Seacher's instruction;. or a child with mental
retardation failing in the chemistry class in. which he/she was placed
to.see the need for a provision such as the IEP:

.
.

-----;CIEP is the mechanism used by Congress to ensure the appropri-
ateness of.the special education and related services delivered to
children with handicaps. Simply put, an IEP is.a. statement of what
will actually be.provided to, the child. It must be collaboratively
developed at a meeting consisting of an authorized representative of
the local education agency, the teacher, the parents or guardians of
the child and the child whenever appropriate,, and it must be annuallY
reviewed and.rpvised if necessary. Federal law specifies that an IEP

must include: ,

-',

/

.
.

.
.

(A a statement of- the present levels of educational
performance,

(B) a 'statement of annual goals, including short-term
instructional objectives,

(C) a statement of the specific educational services
to be provided to such child, and the extent to
which such child will be able to participate in
regular educational programs,

(D) the,projected date for initiation and anticipated
duration of such services, and

(E) appropriate objective criteria and evaluation
procedures and schedules for determining, on at_
least an annual basis,' whether instructional

objectives are being achieved (20 U.S.C.

1401(19)).

Similar provisions occur in other federal programs such as the
Social Security Att--.4nd Vocational Rehabilitation. The IEP, -like the

Individualized Written Rehabilitation Plan (IWRP) used in vocational
rehabilitation, is a management tool. It does not require. children to

be individually taught, or promote any particular curriculum or
methodology. The IEP-sets forth-both what an appropriate education is
and the least restrictive environment in which it is delivered.



Procedural Safeguards
. .

F.L. 94-142 provides guarantees// of fairness ineducaftonal
decision-making through a series of iriterlocking_procedUrea. These

procedures mirror those of the right-Pto education cases previously.

discussed. Included are: access tn:Achool records;., the right-to
/,

independent evaluations; surrogate parents or other meanirofrepre-
r,

sentation:if a child's parents are unknown or unavailable or he/she is'-

a ward of the state; prior notice befOre-a school proposes or refuses

to initiate or change the child's identification,.evaluation, place-

ment, or provision of a free appropriate public education;an oppor7

tunity for a hearing before :an 'impartial hearing officer; and the

right to be assisted by counsel and/expert Witnesses at the hearing.:.

Other hearing right6' include .the right. to present evidence, cross-
examine witnesses, subpoena witesses, present oral' or written

arguments, receive a copy of the oificer's decision,.and appeal to the

state educational agency. hi

/
Due process applies to sc Iools as well as to parents. Either

tparty may request a hearing. /This, two-way process provides the
maximum opportunity for decisions to be made in the best interests of

children with handicapping conditions.
!r

Ii

Funding

The third putpose of/,P.L. 94-142--to assist states for the

education of children with handicaps= -is accomplished through grants

tg states participating in this federal program*.
,

.

From an appropriations standpoint, P.L. 94-142 is the-fai;test-
.

. N

growing federal: education#program. In total dollars, the Act ranks

only behind Chapter I of/the Education Consolidation and Improvement

Act (for disadvantaged students) and the combined appropriation' for

all higher edudation student assistance programs (Insight September,

1979).
/

This apparently rosy picture is-marred by the fact that current

appropriations are'substantially below,.the.authoriiation levels which

Congress originally/Approved. In 1975 when. the law was passed, the

federal share of the education of children with handicapping condi-

tions was to gradually escalate until it reached a maximum'of 40% in

*New Mexica,is the only state choosing not to participate under

this Act. Under 'a January 8, 1980 'peurt ruling, New.A4exico

Aasociation,for Retarded Children, et. al. vs. the State ofJieW

Mexico, et. A14', the'state is required to provide substantfIlly the

same services as required by P.L. 94-142 under Section 504 provisions.

The growth in appropriations for'P.L. .94-142 and-the prier EHA Part B

han increased from' $50 million in fiscal 1973 to $931 million- in

fiscal 19.82.
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1982. (This percentage is based on the national average expenditure

per public school child times the number of children with handicaps

being served.) In the Omnibus Budget Reconciliation Act of 1981 (P.L.

97-12), Congress has capped the original fiscal formula for a three

year period to put a ceiling on appropriations through 1984. In

fiscal 1982, the Public Law 94-142 grant program contributed about

$233 !per child, amounting to a federal share of under 9% of the

national average per pupil expenditure.**

P.L. 94 -.142 and Section 504

Any discussion of the educati-4 and related' healtW,Jights

'children with disabilities must- include Section 504 of the

'Rehabilitation Act of 1973, as amended, since compliance with this Act

is also required. This civil rights legislation consists of one

sentence:

No otherwise qualified handicapped individual in the
United States as defined by Se4ion 7(6) shall, solely.
by reason of his handicap, be excluded rot the parti-
cipation.in, be denied the benefit of, or be subjected

-to discrimination under any. program or activity re-

ng' Federal financial assistance.

EffectiVe since 1977, the Act received its interpretation in the

regulations proMulgated by over 30 federal agencies. Applied to adu-

cation,.Section 504 closely parallels P.L. 94-142 In thatitguaran-
tees a free appropriate public education to students with handicapping

conditions, and includes provisions for individualized education pro-

gramming, education in the least restrictive environment, nondiscrimi-

natory assessment, and procedural safeguards.

In addition to education, Section 504 pertains to employment,

and program accessibility in hospitals, colleges-and universities,

nursing homes, daycare centers,, welfare offices, and other recipients

of federal financial assistance. Because of its broad applicability,

Section 504has had a profound impact on'thestruggle of persons with

disabilitiestoobtain equal access to,education, health, and social

service institutions. Notable differences, however, 'exist between the.

P.L. ,94 -142 and Section 504 definitions of handicap, ages covered,

fUnding and enfOrcement

**Figures are based on FY '812 handicapped ,child count of

3,990,415 and an estimated national average, per pupil expenditure of

$2,700. for' that yea` using/National-Center for -Education Statistics

data.
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The Section 504 definition of who is handicapped goes beyond the

P.L. 94-142 categories. The Section 504 regUlations identify a

"handicapped" person as anyone with any type of physical or mental

disability that substantially impairs or restricts one or more major

life activities, such as walking, seeing, hearing, speaking,' working,

or learning. Handicapping conditions include-but are not limited to:

Cancer
Cerebral palsy
Deafness or hearing
impairment
Diabetes

e Emotional illness
Epilepsy)

'Heart disease
Multiple sclerosis
Muscular' dystrophy

Orthopedic, speech or
/visual impairment
Such perceptual handi-
caps as:
--Dyslexia
--Minimal brain dys-

function
--Developmental

aphasia
to Mental retardation

The U.S. Attorney General has ruled that alcoholism and drug addiction

are physical or mental impairments that are handicapping conditions if

they limit one or more of life's major activities.

P.L. 94-142 applies t persons with handicapping conditions'.

through-the age of 21, while there is no age limit.under SectiOn 504.

P.L. 94-142 operates as a state grant program; no funds are authorized

under Section 504. The Office of Special Education and Rehabilitation

Services of-the U.S. DepartMent of Education administers P.L. 94-142.

The Just ce Department is the lead.agencY for administering Section

504. E orcement in education is carried out through the U.S. Depart-

ment Education's Office.for. Civil Rights.

Sammary,ofFedetal Law

Taken together, Public Law 94-142 and Section 504 guarantee the

following.rights and protections to America's children who are "handi-44

capped"under the law:

e A free appropriate public.education for all child-

ren and youth requiring special education and

related services;

Comprehensive nondiscriminatory assessment pro-

cedures; .

Individualited education programs (IEPs) including

parental involvement in planning and decision

.s Education in the .least. restrictive environment

.(LRE), that is, ,education with nonhandicapped

children to the maximum extent appropriate; and
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Procedural safeguards including due process for

parents and children.

DIFFERENCES BETWEEN FEDERAL AND STATE LAW

Many differences between federal and state law for educating

children with disabilities were eliminated in the first year of

implementating P.L. 94-142 (1977-78) yet 'differences still exist.

Allied health professionals interested in u'iMerstanding the policy in

their own -state should contact their member of the legislature for a

copy of the state law and the state or local director of special

education for current state regulations. The ,foll ing lists likely

areas of differences not only between federal aft state requirements

but also among the states themselves:

Ages of Eligibility - Depending on the state and

handicapping condition, children may begin school

at birth, age 3, 4, 5 or 6. Education may stop at

graduation, -age, 18 or continde until or through

age 21 (Barresi and Mack, 1980).

Eligibility Criteria Differences in test out-off

scores and other eligibility, requirements may make

a child eligible for special education and related

services in one state but not in another.

IEP Requirements' IEP' contents .and required

participants in most states exceed those federally

required (Mack, 1980).

Due Process -.Some states have added formal and

informal mediation steps to the process prior to a

hearing; others have eliminated the local hearing

and only hold.ond state level due process' hearing

(U.S. DepartMent of Education, 1982).

Length of the School Year - As

gation, some states now provide

and related services over the

some children.With.handicaps,
dule adjustments for children of

a result Of'liti-
special education
summer months to
Others make ache-
migrant. workers.

Administrative Arrangements - Varying .agency

responsibilities and demographic :circumstances

mean that .allied
health'professionals may work in

numerous agencies other than,the education agency

and still provide related services to children

with disabilities on a=contract.basis as part of

an interagency agreement, cooperative arran gement

,or other administrative settlement.
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Profenaional Credentials - Differences instate
certification, and licensure, agency requirements,

and the lack of nationwide reciprocity means: that

allied. health professionals must verify ,their

eiployabilityAn each state and even, in'each

agency.

FUTURE OUTLOOK

Eight years after its enactment, P.L. 94-142 has success/fully

withstood attempts to repeal completely, lold it into a'block/grant

\ to remove its categorical mission; drastically reduce its appropri-

\ ations, gut its regulations, and undermine its enforcement.

A battlecry of the "new federalism" philos

federal government out of education on the

Constitution gives states this responsibility
sufficient support for this goal. The public ma
such attempts and Congress was persuaded. Advoca

responded with.a:legal argyaent using the Fourtee
COnstitution chargescthe federal government to ens

of tie law to all inhabitants of the United Stat

function is why- federal aid to education has been

phy - getting the
grounds that the

- failed to rally
onded,negatively to
es also could have
th Amendment. The

re equal protection
s. This equalizing
mostly categorical

in nature, with financial assistance targeted to specific needs.

Though not proposed on such grounds, P.L.-04-142 effectively operates

to ensure youngsters with handicaps equal access to education.

Deregulation as a solution to the nation's pervasive economic

crisis was shown to.be a suspect, if not a bankrupt, solution when

applied to P.L. 94-142.

Reregulation is the essence of the proposed rules, not

deregulation. State and leial'agencies would be

obliged to spend several years and untold personnel

hours and dollars gearing up to new regulations, just

when they have achieved fairly widespread compliance

with present regulations. They would have to retool

all procedures and standards relating to.monitoring,

site and 'paper compliance, technical assistance,

polidy interpretations, and inservice and preservice:.

training. The result inevitably will be dilution of

effort from present (and long overdue) attention to.
quality-education and redirection of fissal-resources

from one' compliance standard to a ..new one (Turnbull;

1982).

Changes in the regulations proposed by the Reagan Administration-on

August 4, 1.982.Were almost universally. rejected by state and local

:governments, school personnel, narents and adVocatesof children with

handicaps 'and. were subsequently withdrawn: Testimony from days of
11
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/

hearings held around the country on the proposals is being analyzed as
this article .goes to press. Since these proposal's- were negatively

--received-,-- they probably will not be revised.- Advocates expect the
1977 original final regulations, with minor modifications, *to_ prevail
for some time. -- --

P.L. 94 -142 is not without its share of detractors. Local
responsibility and-private initiative rrguments are heard.from supply-
side economists. Yet attempts to fold P.L. 94 -142 and, other programs
of the Education of the Handicapped Act into-la block grant in order to
release states from having to.usethese funds solely for students with
handicapping conditions'have failed and no further attempts are
anticipated.

Support for the purposes of P.L. 94-142 is widespread and
bipartisan. The future of federal assistance for the education of
youngsters with handicapping conditions looks promising.

Courts In The Future

The right to education movement discussed earlier blazed a new
trail in the struggle for equality by eitizens.with handicaps, their
parents,.and their advocates. Now that this right is protected as a
matter of federal policy through P.L. 94-142 and Section 504, courts
are largely interpreting,-clarifying or/expanding the basic rights and
provisions of.these laws and 'corresponding state mandates, rather than
hf-eiking new ground (Smith and'Battesi,'1982).

/'
fedetal courts have.ruled in Section. 504 dis-Recent state and

putes concerning the d
persons (Davis vs: Sou

inition of "otherwisse_qual find" handicapped__._

tern' Community College), an individual's
private right of action ( amenish vs. University of Texas), and the
need for individuals seeking judicial relief to first exhaust admin-

.

istrative remedies (Larry P. vs. Riles).

examples'of litigation expanded the right to_education.by'
awarding compensatory serviv.t.to persons with handicapping conditions
denid an appropriate education in the-past (Hattie T. vs. Holladay),
protecting students with handicaps ftom unfair suspensioits' and

expulsions (S-1 vs. Turlington), providing bilingual special education
for students with handicaps kwhose primary language is other than
EnglishjDyrcia S. et. al. vs. Board of Education for the City Of. New
York), requiring schooling beyond the normal school year for children
with handicaps who. are unable or unlikely to recoup skills lost over
summer breaks (Armstrong vs. RJArie), and the right of youth-with

ihandicapping conditions held in juvenile corrections facilities or
child welfare agencies to receive an appropriate education (Willie
M.,et. al. vs. James B. Hunt, et. al.).
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Turnbull (1978) suggests five future areas of litigation:

Zero reject. Claims for. early intervention,

greater participation in programs such as

vocational---education.-__achool-health,,:-,counaelilg,_
job-hunting and extracurricular etactivities, an

the" effect of minimum competency testing laws on

handicapped students,are likely issues.

Nondiscriminatory evaluation. Tests themselves

and the uses to which they are put may come under

legal scrutiny along with place ent decisions

based heavily upon teacher reco endations and

adaptive. behavior.dasessment.

Appropriate education. The quali ty of special

eduCation prOgrams compared with th t of regular

education in terms of numbers and qualifications

of staff and availability and appropriateness of

materials are ripe areas under the equivalency

standards of Section 504.

Lease-- restrictive environment. The relatiVe

richness or pOverty of educational services in

Separate programs as ,a factor An determining the

least restrictive environment appropriate to the

students', needs is a likely future issue along

with community-based services.

Procedural due process. SChool initiated, rather

than parentinitiated, due process hearings could

become a future trend.

IKPLICATIONS FOR ALLIED HEALTH

The provision of special education and related services to meet

the unique needs of children with handicaps means that the profes-

sionals delivering these Services have intertwining responsibilities.

New relationships between education and social service and other com-

munity agencies have been formed. Interpretations of what constitutes

related services, who provides them, and how they are to be delivered

and coordinated, have expanded the roles of professionals beyond their'

traditional definitions.

Allied health professionals are called upon to conduct evalua-

tions, attend IEP. meetings, folloW procedural\ safeguards and deliVer

related services to handiCapped children under P.L. 94-142 and Section

504. Professional accountability requires -continuous professiOnal

development, refinement.of skills, and a highly developed sensitivity.

0k
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Appendix 1A:contains selected portions of the P.L. 94-142 regulations

and discusses their implications for health professionals. Under-

standing-these-proVisions-is critical to effective coordination and

advo0.cy on behalf of individuals with disabilities and their

families.

To be fully informed, however, health professionals need to know'

state, as well as federal policy. State policy--including statute,

regulation, .attorney'Ageneral opinions, court orders, and official
policy-setting memoranda--changes more frequently than'federal policy.
Health professiOnals should contact their state director of special
education, listed in Appendix 1B, for a copy,of their state guide-

lines. Further suggestions for obtaining current information are
discussed in Unit 6. in a useful section entitled "Resources for

Effective Advocacy." -

,CONCLUDING REMARKS

Public Law 94-142 and Section 504 are.turning points in the
struggle for full citizenship rights for persons with disabilities.

Yet, public policy, though necessary and persuasiYe, is insufficient

to produce the widespread, positive attitudinal changes 'that alone

result in total acceptance and equality for persons with handicapping

conditions.

Zigler (1972) states that we treat so many,Of our social action

programs 'as fads:- we-love them too much whe'h they are'young, and we

despise them too much when they become older. ,_Health professionals

must'not be content with knowing that ourCedUcation and health service.

_systems are better today than they have ever been; rather we must ask

whether they are good enough for the people we serve.
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nom. Battle vs. Pennsylvania, 629 F. 2d.269.(3rd Cir 1980),

cert. denied, 101 S.-Ct. 3123 (1981).

Camenish vs. University of Texas. 616 F. 2d 127 (5th Cir 1980), ,

vacated, 101 S. Ct. 1830 (1981).

Davis vs. Southeastern Community College. 442 U.S. 397 (1979).

Diana vs. State Board of Education. Cir. No. C-70-37, R.F.P. N.D.

= Cal., January 7,1970 and June 18, 1973).

Dyrcia S. etal. vs. Board of Education for the City of New York et.

al. 79 CIV 2567 (1980).

43



-33- -.

! .

Hobson vs. Hanson. 269 F. Supp. 401 (D.D.C: 1967), affid sub nom.
Smuck vs.'Hobson, 408 F., 2d 175 (D.C./Cir. 1969).

Larry P. vs.IRiies. 343 F. Supp. 1306 .D. Cal. 1972), aff'd; 502 F

2d 9631(9th Cir. 1974), On rema
(

495 F. Supp. 926 (N.D. Cal.

1979), appeal pending...

Hattie T. vs. Holladay. 522 F. Sup 72 (N.D. Miss. 1981).

Mills vs. Board of Educatin-of th District of Columbia. .348 F. Supp.

876, (DJ.D.C. 1972).

Pennsylvania. Association for Retarded Children vs. Commonwealth of

Pennsylvania. 343 F./Supp. 279 (E.D. Pa. 1972).

S-1 vs./Urlington. 635..Y._2&442(5th_Cir....19.81) cert. denied, 102

S: Ct. 566 (1980/. I

,Welsch.vs. Likens. 373 F. Supp. 487-499 (D. Minn. 1974)
//

Wyatt vs. Stickney: 344 F. Supp. 387-4076(M.D.(Al. 1972).

REFERENCES

I

Abeson, Alan. "Litigation", Public Policy -And the Education. of

Exceptional.Children, 1975, Council for Exceptional Children,

Reston,. VA, pp. 240-257.
I

Abeson; Alan. "Movement and Momentum: Government.and,the Education
of Handicapped Children", Exceptional Children, September,' 1972.

Abeson, Alan, Bolick, Nancy and Hass, Jayne. "Due Process of Law:
BackgrOund and Intent", Public Policy and.the Education of

Exceptional Children, 1975, Council for Exceptional Children,

Reston, VA.

Ballard, Joseph. Public Law 94-142 and Section 504 - Understanding
What They Are and Are. Not, 1977, Council for Exceptional--

Children, Reston, VA.
. ,

Ballard, Joseph, Ramirez, Bruce', A., and Weintraub, Frederick, J.

Special Education in' America: Its Legal an&Governmental
FOundations,'1982, The Council for Exceptional Children, Reston,

VA.

Barresi, Josephine and Mack, Jean. "Changes-Found in States' Ages of

Eligibility", Insight, June 30, 1980,:! The Council for

Exceptional Children; Reston, VA Vol; 11, NO 6.

44



Childrenis Defense Fund. Children Out of School in America. 1974,

Children's Defense fund, Cambridge, MA.

..CongressionalRecord-iConference-reporton....S._6,..Right_ta....Eduration
for All Handicapped Children, November 14; 1975, Vol. 121, No.

170.

Dimond, P.R. "The Constitutional Right to Education: The Quiet
Revolution", The Hastings Law Journal, 1973; 24, 1067-1127.,.

Gerry, Martin H. and Denton, 4. Martin. "Section 504: The. Larger

Umbrella ",' Special Education in America: Its Legal and

'Governmental Foundations, 1982, Council for Exceptional

Children, Reston, VA.

Hewett, Frank"M. and Forness, Steven R. The Education of Exceptional

Learners, 1977, Allyn and Bacon, Bostoni'MA.

Levin, Betsy. The Courts as Educational Policymakers and Their Impact

on Federal Programs, 1977, RAND, Santa-Monica, CA, p. 26.

Mack, Jean. "The Content ,of IEPs Analyzed", Insight, The Council for

Exceptional Children, December, 30', 1980, Reston, .VA, Vol. 11,

No. 12.

Martin; Edwin W. "Aid for Disabled is Defended"; The New York Times,'

January 10, 1982, Section 13.

MerChant,,Diane. Redesign for Teacher Education: Assistances for the

Planning of Deans' Grant Projects, 1979, American Association of

Col eges for Teacher Education, Washington, DC, Introduction.

\.

Pasham, J Levine vs. State of New Jersey Department of Institutions .

..and Agencies, et. al.. and Guempel vs. State of New Jersey, et.

-al.,\\ 1980;-Dissenting Opinion.

Smith, Barbara:J. andBarresi, Josephine G. "Interpreting the Rights

of Exceptional` Through Judicial Action", .Special

Education in America: Its Legal and Governmental Foundations,
1982, Council for',Exceptional Children, Reston, VA, pp. 65781.

Turnbull, H. Rutherford III. "Accountability:-.. An Overview of the

Impact of'Litigation on Professionals ", Public Policy rand the

Education of Exceptional Children, 1975, Council for Exceptional

Children, Reston, VA7,'pp. 362-368.

:Turnbull, H. Rutherford III. Testimony before the Senate Subcommittee

on the Handicapped on Behalf of the Association for Retarded

.Citizens, September 1982. .

Turnbull, H. Rutherford- III. "The Past and Future Impact on Court

Decisions in Special Education", April, 1978, Phi Delta Kappan,

59:523-7.



U.S. Congress, Senate, "Educatton. for All Handicapped Children,'Act
S.6", 94th Congress, 1st Session, June 2, 1975, Report No.
94 -168, 20 USC 1401 et. seq.

U.S.. Department of Education: Fourth Annual Report to Congress on the
Implementation of P.L. 94-142, 1982, Washington, DC.

Weintraub, F. and Abeson, A. "Appropriate Education for All

Handicapped Children: \A Growing Issue", 1972, Syracuse Law
Review, 23, pp. 1037 -f058.

Weintraub, F.. and Abeson, A. "New Education Policies for the
Handicapped: The Quiet Revolution", 1974, Phi Delta Kappan,' 55,

pp. 526-529.

Weintraat;,' Frederick J. and Zettel, Jeffrey J. "Public Law 94-142 and
the Federal Role in the Education' of Handicapped Children",
Spring /Summer 1978, UCLA Educator, Vol. 20, No. 2.

Zettel, Jeffrey J. and'Weintraub, Frederick J. "P.L. Its

Origins-and-Implications"-i-October-I978, Thd-Ngtiddia-EleMentary7.7.--

Principal, Vol. 38, NO. 1.

Zigler, Edward F. "Child Care in the 70's", December.1972, Inequality
in Education, 13, pp. 17-28.

ADDITIONAL REA,DINGS

A Primer on Individualized Education Programs for Exceptional

Children: Preferred Strategies and Practices. 2nd Edition.

1978. Daniel P. Morgan. 1981. The Council for ,Exceptional

Children. 128 pp. Price $7.50, members $6.38.

Clarifies problems,. questions, misconceptions about
.IEP issues. Includes suggestions regarding assess-

ment, communication between professionals,, delivery
services and the parents' role.

Exceptional Timetable: Historic Events Affecting the Handicapped and
Gifted by Jean Nazzaro. 1977. The Council for Exceptional
Children. 55 pp. Price $5.75, members $4.89.

A companion to the film Exceptional Times but may also
be used alone. Charts major events in the development
of special education in the United States from 1800.
Events are categorized as follows: climate of the
times; advocacy and litigation; technology, service,
health, and innovation; programs, state policy; and

federal policy.

46



-36-

Public Law.94-142 and Section 504 - Understandin .What The Are and

Are'llot.. 1'80. The Council for Exceptional Children.. 15 pp.

Price $1.50, members $1.35.

Clear and concise description of eacti-laW.

Public Policy and Educating Handicapped Persona. Edited by Maynard C.

Reynolds and John Brandl. 1983. The Council for Exceptional
Children.% Approximately 250 pp. Price $10.00, members $8.504

Examines the emerging system(s) of educating handicap

.
ped children, program effectiveness, public education,

coordination with other service systems, costs of

experimentation,'restructuring "special". school pro

grams and social policy.

Section 504 of the Rehabilitation Act_of 1973 Fact Sheet: Handicapped

Persons Rights under Federal Law. March 1978. U.S. Department

of Education, Office for CiViljRights: 10 pp., pamphlet. Free.

----Exceptionally good brief summary to hand- to anyone
seeking general information on. Section 504.

Section 504: Self7Evaluation Guide: Preschool, Elementary, Second-

ary; and Adult Education. Civil Rights-Handicapped Persons z.tild

. Education. August 1978. U.S.Department of Education, OffiCe

for Civil Rights. 116 pp. Free.
A.nelf-evaluation guide for colleges and universities

is available at the same address.

Special Education in America: Its Legal and Governmental Foundations.

EditedbyJosephHal-lard, Bruce- and Frederick J.

Weintraub. 1982. r The Council for Exceptional Children.

pp. Price $22.50, members $19.13.

Provides a clear, compelling 'history and status of

legislation and litigation affecting the education of

handicapped ad gifted children to date.

The Rehabilitation Act: An Analysis
and Its. Implications for State
1977. National. Association of

cation Inc. 12 pp., paperback.

of the Section 504 Regulations
and LOcal.Educational Agencies..
State Directors of Special Edu-
Price $2.50.

Excellent summary of Section 504. //

The Rights of Handicapped'Students by Christiane H. Citron. 1982.

Education Commission of thetStates. 124 pp.. Price $6.00.

/Provides comprehensive and detailed information about

//the education-related rights of.handicapped children.

/ Based on an analysis of-state and federal statutes,

constitutional underpinnings, and judicial.interpreta-

tion. State special education statutes are listed and

analyzed in tabular form. .
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SPECIAL NOTES

-Threiirditarn a copy-of-P-64.-1-94-142, write-:to,--your-member of the U.S.
House of Representatives, or to one of your U.S.ii Senators.

To obtain a\copy of the
of the Federal Register
intendent of Documents,
D.C. 20402. Price,$1.50.

final regulations 94-142,-set a copy
for. Tuesday, August 23, 1977 from/the Super-
U.S. Government Printing Office,' Washington,

To obtain a copy of the final regulations for Section 504 of P.L.
93-112, get a copy of the Federal Register for Wednesday, May 4, 1977.

Because an experience of having a handicap oneself can help overcome,
barriers of fear and ignorance, .lead to a positive viewpoint, and
increase one's sensitivity toward persons with handicaps, the follow
ing manual containing 25 activities which simulate .handicapping
conditions is °recommended:

Everybody Countsi- A Workshop. Manual to Increase Awareness of Handi-
capped People, by Michael J. Ward, Robert N. Arkell, Harry G.
Dahl and Jamesi. Wise. (Available from the Council for

Exceptional Children,-' 1920, Association Drive, Reston, IA.

22091. Price $14.'95, members. $12.71.)
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T 2: ROLES AND RESPONSIBILITIES

PURPOSE AND OBJECTIVES

Purpose:

To explore the roles 'an responsibilities of health profes-

sionals in identifying, re erring, and advocating on behalf of

children and youth with disc lities.
\

Specific Objectives:

At the conclusion of this unit, readers should be able to:

1. Discuss the impact of Public Law 94 -142 on. the roles and

responsibilities of all health professionals.

2. Identify the barriers to effective service delivery and the

responsibilities of health and education professionals, in

developing solutions.

3. Describe' the roles and responsibilitiep of individuals in,

the related-health pmfesaions with respect to the needs and

rights of children and youth with disabilities, including:

a. providing. effective and,competent services;

b. using effective communication strategies;
c. identifying, referring,. and advocating for youngsters

with disabilities and their families;,

d. understanding relevant local, state, and federal laws,

regulations, and.protedures; and

e. cooperating'and coordinating with other professionals in

the delivery of health and education services.



UNIT 2

providing Services to Youngsters With S_ pecial Needs: Roles
and Responsibilities of Health Professionals

ANTHONY S. BASHIR

An understanding of. the nature of handicapping conditions and

the needs of_. individuals With-these-conditions has changed over the

pant. ten years. In part, the changeshave resulted from insights

gained from clinical and research endeavors-that clarified the nature

of handicapping conditions, the-,needs of individuals with these con-

ditions, and the ,.7onsequences of disabilities. Further, as

identified in the preckL; the passage of Public Law 94-142

and!the Rehabilitation Act, of 1973. has.efisured individuals'lith'handi-

canning conditions. appropriate educational and vocational services,

mandating additionai changes. in .the= character and procedures of prac-

tice for both the education and related-serviCe professions.

Improvement in methods of preventing catastrophic outcomes, the

advent of 'early identification and-treatment programs, changes in the

deliVery of educational and rehabilitatiOn services, and increased

coOperation among 'health and education professionals in..assessment,

planning, and intervention-also-have contributed to changes In care.

-These changes affect not only the youngsters-and their care providers,

but their families, friends, and:classmates as well.

The.vast maXtity of children and'young adults with handicapping.

conditions are assessed and receive services through their-:_'public

schOol'syst ms; others receive services in such'diverse settings as

ILi.

medical-clin cal facilitiei, early intervention or high-risk programs,

and Head Sta t pro Ms. Without question, there 'have been Signifi-

cant improvement in the ways in which individuals with disabilities

are served. S 11, there are individuals who are not involved in

programs appropriate :to theirAweds, receiving little or no education,

inappropriate Services, duplicate services, or services that function-

ally are not coordinated.



To address the changing service-delivery demands in health care
and education, professionals serving youngsters with special needs

Must "recognize and accept the responsibility to advocate for the
entire child"' that Is to .promote and facilitate full total care

edapted toi the life long needs of" the youngster (Dell'olito, 1983, p.

3). Appropriate, otal care for youngsters with handicapping con-
ditions can be realized only when professionals in the health care and
human service systems join with those in education to form newHaIll-
ances for providing quality services and accepting responsibility for

.identifying and referring these individuals--and for advocating on
their behalf. -

To assist professionals in health and education in examining
their responsibilities for these youngsters, this unit will examine
the barriereto the delivery of ffective services, and the profes-
sional and personal skills requi to meet, the needs of youngsters
with handicapping conditions and their families..

BARRIERS TO THE DELIVERY OF SERVICES

If improvements, in assessment and management of youngsters with
handicapping conditions are to occur, health professionals must engage
in a careful consideration:of the barriers that interfere with effec-

tive service delivery. In the Introduction, a number of barriers to
effective provision of services in health and edUcation'were dis-
Cussed. They included the effects of labels, the restrictions Imposed

by attitudes toward individuals with handicapping conditions, the lack
of Coordination and,advocacy on behalf of individuals with handicap-

ping conditions, and the concerns associated with the ethical and

moral-aspects of service delivery.

Based on their extensive experiences as care providers, health
and education professionals, 'participating in The American Society of

Allied Health Professions,' (ASAHP) regional conferences, identified
'problems.that affect the roles and responsibilities all health profes-
sionals need to assume to provide effective programs for individuals.
with handicapping conditions and their families.

Among the many barriers and problems identified by leaders in
health and education across the country are issues associated with:

Legal and regulatory processes;

a Societal, cultural, and professional attitudes;

o Profesdional practice. issues, including scope and-
limits of practice, content knowledge, and ethical

responsibilities;

Com unication ef fectiveness in interpersonal and
int rprofessional situations with colleagues, as
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well as in the delivery of services to individuals

and their families; and --

Programmatic-options and continuity of care.

I

Some of these barriers--and the issues associated with them - -are

'discussed in detail in other parts of this publication. This overview'.

describes the issues and provides a stimulus for further study and

discussion.

Legal and Regulatory Issues

A clear understanding of the rights' provided for indiv uals.

with handicaps iafundaMental to effective'servicaand advocacy. Too

often,- health professionals have only cursory or hearsay information

abOut the laws; their regulation's, and thote individuals for whom the\

legislation'is intended. Health professionals must know what condi- \\

tions qualify as "handicapping" underPublic'Law 94-142 and Section '

504 of the Rehabilitation Act. Only then can they appropriately

advise and refer clients and their families. Misinforming individuals

and families about their. rightaand education options can lead only to

confusion,'mistrust, and interprdfessional conflict.
4

In addition to knowledge about the legislationmwhich 'affects

children 'and young adults with handicapping conditions, health pro-

fessionals need to understand, the regulations Which' have been designed

to implement thelaw. Attention tothe requirements for-multidisci-
plinary-team evaluations, inclusion of appropriate and qualified pro

f,essiOnals iTlevaluations,.use and numberof'releVant tests adMinis-'

tared, and the language'in which,thaaValuationa are conducted are

only a few of the regulatory policies that must be accommodated. When

regulatory processes are breeched,. additional legal barriers surface.
\

'Further, health professionals need to recognite the critical

differences which,. exist between federal, state;-an4llocal requirements

for assessmentpr8cedures and service delivery. illese differences:may-

create barriers byaltering the definitions handicapping condi--

tibia; the type and composition of evaluationteams; tha.use of

'appropriate and qualified professionals; the. processes for requesting

second opinions; as well as limiting the role of the family members. A

study of the unique aspects of one's state's lawsiEl critical to plan--,

ninv appropriate implementation strategies for youngsters 'in the

state.

Pocietai and Professional Attitudes

Barriers associated with .societal and professional attitudes are

, addressed more extensively in other sections of this text (see the

Introduction and Unit 3 ; conounication). Attitudinal barriers have .



their basis in many sources, including generalizations made about the

term "handicapped" and the often-resulting telescopic view of individ-

uals with handicaps. Another source is a lack of appreciation for the

unique sociocultural beliefs and parenting practices of individuals

from different ethnic traditions or racial backgrounds. Attitudinal

barriers also result from denial-by both-parents and professionals.

Failure of the family to admit to the condition of the child because

of fears 'associated with socio-cultural criticism or judgement, as

well as failure of professionals to admit to treatment ineffective-

ness, to their fears of losing a client and family to another care

provider, or to their distorted perceptions of the scope and limits

truly imposed by professional training are only a few additional

sources of attitudinal barriers.

-Prof essional Practice and, .Training

Health professionals, through their own practices and by their'

own regard for each other, are responsible for creating many of the

barriers ro effective service delivery. In addition, to 'the lack of

coordination in case management, addressed in the Introduction, these

barriers include, among others:

o Unresolved differences in philosophy.of care;

o

0

Competition for limited financial resources;

o Professional turf arguments;

o Confusion and mistrust among professionals with

regard to their respective roles' and responsf-

-bilities for service delivery; and

Ineffective programs oVCiintinuing education.

Varied philosophicalAmpsi ions and the vested interests of some

health professionals have resulted in significant differences in

perspectives about roles and responsibilities for. individuals with

special needs. These differences are not always in the best interests

of youngsters with handiciPS- or their fAmilies In some instances,

these differences are maintained as a kind of'professional arrogance.

When professionals make the client the' battleground on Which to'work

out these differenceslin perspective, no one profits. Some members of

the team may be reduced to token positions, while others may be ele-.

.vated.unjustifiably'to primaCy.roles. in the decision-making process.

Professional,arguments potentially' result in distortion, leaving the

'client and family confus&I with splintered and uncoordinated services.

, - Professional, pkochialism also is fOstered by diminishing finare-

,cial resources and the competition for funds. ThiS issue affects both



-45--

training efforts and employment -se ity. Who will receive the money

that is available? Who will-dkliver theserviees to this child?
Whose training has better prepared them for dealing with the needs of

this individual with a handicap? These are questions that merit care-.

ful consideration. They are not questions, 'however, which should be
asked or answered in the hope of establishing a self-justified terri-
tory of practice.

Appropriate resolution of these concerns will depend upon a
clear knowledge of the needs of persons with different handicapping
Conditions and the distinct contributions different heaIth'and edu-
cation professionals make-to the care of individuals with handicaps.
Mutual professional respect is essential. In addition, new coopera-
tion within institutions of higher education at, -the interdepartmental
and-intercollegial level needs to occur. Examination of educational
policies, curricula, -and practicum designs, stressing both interdis-
ciplinary core studies and the unique disciplinary issues of profes-
sional preparation, need to be addressed.

In diScussions across'the country, leaders in health and educa-
tion noted other barriers which exist because of ineffective methods
for providing' continuing education opportunities. Inservice programs

are the principal means by which agencieS (health and education)
facilitate changes in the 'interactions between care providers and

individuals' with disabilities. Among the deterrents to effective

inservice prograMs are:

Lack of appropriate. prior planning and organiza-
tion of goals and content;

Inappropriate use of personnel in faculty roles;

Irrelevant presentation Of information; and

Limitation of participation on the basis of pro-
fessional role.

Since inservice programs, are necessary to accommodate differences in
preservice training as well as to provide a means for continued

professional growth, -.it is" essential to overcome these barriers.
Solutions to these.probleMs will begin when program..designs are based

on prior needs assessments which consider the .needs of individuals
with disabilities and their families, as well as .the needs of the
diverse groups of professionals who provide services.

As appropriate, individuals with disabilities and their families
should be involved in planning instructional programs. The unique

needs of the local community and the health/educational setting must

be considered, with faculty selected on the basis of qualifications to

address program content. Wherever.possible, 'the design and implemen-

tation of programs should be4multidisniplinary:' participants should
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not be separated on the basis of their professional roles. Further,
the success and continued existence of programs will depend upon the
clear and consistent support of administrators. Specific. recommenda-

tions for professional training programs are provided' in the

Instructors Gnide..which-accempanies this text.

Cownimication Effectiveness

The individual with a handicapping'condition and his/her family
tiring a series A concerns to\the health professional. In turn, the
health professidnai6 is respOnsible for acknowledging these concerns
and addressing them within,the scope and limits of their training.
Often, the health professional's busy schedule, lack of desire to
become involved, lack of ability to know how to address issues not
related directly to their practice, or fear.of being perceived as "not
knowing,"' willalead the professional to dismiss or ignore aspects of
the individual's or f Lily's concerns. This pos(.5 barriers to prac-
tice and service whic , when not resolved, potentially jeopardizes the
individual and famil as well as their relationship with the health
profesSional.

Too, the inappropriate exclusion of individdala, and their

families from active participation in decision-making:may undermine
the efforts of health professionals, in .spite of the competencies of
professionals or the provision of adequate programs. As appropriate
and. feasible, .clients and families should work in cooperation with
professionals at all levels of planning, including the design of
treatment and educational programs for the client, the developmentof
professional training programs, and the formulation of lawd and
regulations.

As /I4'.ntegral members of the multidisciplinary ream, health pro7
fessiona s also may encounter barriers associated with the dynamics of
group membership. In the multidisciplinary teaff, the."politics" of
care are aired and resolved, hopefully to the benefit of: theclient

and family. True; shared decision-making on the part'of team.members
is possible only when the insights, examination results, histories,-
and differences in opinion are resolved in the'formulation of a diag7
nosis and.in a prioritization of needs for the client a d family.

, planning; design, and implementation of'services egin with all
team members'-Lclear understanding of what constitutes a disability.

Professionals from different backgrounds may have varying perceptions'
about an individual's attending behaviors, cooperation, or ability-to

'relate. In addition,, each professional will contribute unique,
, .

analyses-based on the results of specific test batteries and will
provide pertinent information germain to the individual's history;
'past therapies and therapeutic .experiences, educational experiences,
as well as profesdional concerns for.and of the family.
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It is the integration of material from multiple sources and per-

spectives that will clarify the pattern of strengths and weaknesses

diemonstrated by the individual suspected of having a handicapping con-

Aition, identify how the- disability will constrain the individual

physically, intellectually, and emotionally, and lead to the process

of shared decision-making to establish the priorities for the indi-

vidal-!s.educational and treatment programs.

In formulating a disposition, those health professionals prac-

ticing in_clinical or medical centers will need to develop strategies

for the orderly transfer of care to appropriate-educational or other

service agencies. Communication barriers with the family.will need to
be addressed and assurances given to the family on the roles team mem-

bers will continue to play both with the family and with the referral

agency. Follow-up mechanisms need to'be formulated and,clearly

delineated for the family. The advocacy role is Clear..

Solutions to communication barriers can begin with an exami-
nation of the scope and limits of practice, the development of

effective listening and problem solving strategies to assist the

client and family in appropriately stating their concerns., and in the-

development of effective referral mechanisms .to involve qualified

individuals or community and state resource agencies. Assisting

families and individuals to make 'from one care team to

another will

_transitions

be as important as providing direct care. Providing

direct care is only one responsibility of the health professional.

Facilitating the individual's growth and adaptation through effective

strategies of communication and referral are also significant respon-

sibilities for the profess oval concerned with uoviding effective

services. Appropriate, co unication and referral strategies are

discussed at length in Units and 5 respectively.

Programmatic Options and Continuity of Care

'Health professionals also have a responsibility to advocate for

and participate in the development of a continuum of service models.

In addition to direct care, there are consulting models, shared-

treatment models, ad models emphasizing direct participation in the

educational process.\Whatever model is.employed,.however, treatment

must be coordinated carefully with other aspects of the individual's

educational program. When professionals do. not act in concert, deliv-

ery of services becomeOragmented and results in treatments -that
address isolated aspects of a person'S needs. As appppriate, health
professionals must define their roles in terms of t eir respective

services and become integral\parts-of the care team -- of adjunct or

parallel.systems of care to other educational efforts.

-In addition, health professionals will need to qv rcome.those

. barriers that result from short-t'erm contacts with'clienta and fami-

--Iles and participate actively Irk\ the design of a continuum of
I

5"/ .



services. Throughout their lives, individuals with disabilities are

at needless risk for failure. Geographical distances between clients

and their providers -as- -well as family relocations (e.g., job trans-

fers, migrant working conditions) may restrict continuity of services.

Similarly, advocacy efforts among different agencies serving the same

individual and family, as well as. administrative constraints and

coats, may operate as barriers to the development of an appropriate
continuum of care; Further, lack of service options or accommodations

for adaptive learning or independent living can' create substantial

barriers for the person with a disability.

Innovative design models and creative fiscal.resourcealloca-
tions can provide progiam options for all_ those in need of services

and should be.the concern of -all .those tesponsible -for. providing

health care and education to individuals with disabilities. ;Different

classroom and adaptive curriculum Models, prevocational and vocational

programs, and programs-for facilitating the.. development of-independent

living are only a few - considerations health professionals will need to

address and advocate for at local, state, and federal levels.

Both the immediate and future needs of'imdividuals:must be

reflected'in the plans for-intervention) treatment, and educational

programming. The require& services and program options will be de-

termined by the d:::gree and type of disability, changing patterns and

needs made obvious as development proceeds,'and the changing deiands

of the the contexts in which the individual fUnctions. Consequently,

review systems must be developed' to monitor Changes in the individ-

ual's status as well as. to design services and programs appropriate

for the youngster's continued growth and development.

The prudent and coordinated use of local and state resources, as

well as collaboration with university .training programs can be

explored as a means for facilitating services, enhancing cooperation,

and promoting professional training and growth. Again, clear commit-

ments are needed from all involved-administrators, professionals, and

families alike. With :.careful study of multiple service-delivery
asources and.advOgacy efforts, improved:COordination and continuity of

care can result, including: interagency communication, 'systematic

development/Of care networks, reduction of costs, and.a variety of

program andservice options. -

ROLES AkTRESPONSIBILITES

To address the many barriers to the delivery of education and

related health services to youngsters with disabilities, experienced

health and education professionals participating in regional workshops

around the country identified specific roles and responsibilities all

health- professionals should assume, whether or not they interact

directly or . consistently with individuals who have disabling

53 1



-49-

conditions. The roles and responsibilities reported below emerged re-

peatedly'across'all.tegions.* .While thi0.ist may appear extensive,

the roletiand,:rtatiOnsibilities are not unlike the competencies needed

for servirig...-ahy tlient..: The emphasis and implementation of these

roles.;-.ancialionsibilties will vary from time to time, .determined

primarliY'-by the ohtext of one's professional practice, personal

motivation;.andenvironmental and organizational'constraints.

Clearly, the competehcies suggested. by this list are important

for all health and education professionals and should not be perCeiVed

as limited to those professions which treat children and youth for

their handicapping conditions. As indicated earlier, as professionals

in the health-Care or educational syStems, all health professionals

will be expected to possess such, competence and, therefore, need to be

prepared.'" ,

I. Roles and Responsibilities Related to Legal and Regulatory Issues

To understand State. and Federal legislation in order to assist

families in solving problems related to the child/youth's con-

dition; that is:

1. To facilitate the provision of appropriate services for the

yOungster with a handicapping condition;

2. To facilate parents`" understanding of case management pro

cedures for the child/youth;

3. To facilitate identification of an appropriate cn.en manager

for the youngster;

. To recognize and provide aCcurate'information to parents;

5. To assist parents in understanding their legal rights;

To assist parents in.defining and accepting their toles and

rights; and

7. To promote self-advocacy skills among youngsters and

parents.

*The individuals participating ik the workshops conducted in

California, Minnesota, Maryland, Vermont, Tennessee and Colorado

represented the professions of Audiology/Speech-Language Pathology,

Oorrective Therapy, Dental Alsistance and Dental hygiene, Dietetits,-

Health Education and Administration, Medical Assistance, Medical

Technology, Medical Record -Administration, Rehabilitation Counseling,

Social Work, Nutrition, Occupational Therapy, Physical. Therapy,

Nursing, Physician Assistance, Psychology, and Recreational Therapy.
. r



2. Roles and Reoponsibilitieo Related to Societal and Professional
Attitudes

4 To recognize and accept the needs and rights of disabled
-youngsters.

To recognize the need to be sensitive to and understand the
tinfl d nce of cultural differences in the identification,

refer al, and treatment processes.

'
To recognize 'the prevalent forms of prejudice,.sterdotyp-
ing, and tokenism, and understand how myths and stereotypes
Contribute. to the devaluation of people with disabling
conditions.

3. Roles and
\

Responsibilities Related to Professional Practice-
General A

To provide effective and competent services for which one is
trained; that is:

1. To recognize the indicators of handicapping conditions for
severe, mild-moderate, and high-risk children and youth;

2. To provide appropriate screening programs so as to identify
children and youth with possible disabilities and make

_ appropriate referral for assessments;

3. To provide appropriate assessments of individuals with dis-
abilities; and

4. To participate in the planning,. design, and implementation
of programs for individuals with disabilities as appro-
priate to one's professional concern and.practice.

To understand, implement, and promote methods for identifying
appropriate referral sources.

To maintain accurate records of assessments, treatments, and

progress.

.TO- maintain the use current technologies to share information
about clients and their conditions (e.g., computer networks).

p .To' understand the effects of current treatments on the future
performance ofthe client and to communicate this understanding
to parents and clients.

To educate one's self, parents, colleagues,, employers, and

communities about the needs and rights 'of individuals with



disabilities and their families and the roles the various
professionals perform in providing services.

o To dieseminate-accurate information to the public concerning:

1. the nature.of disabling conditions;

2. the needs and rights of individuals with disabilities;

3. the roles health, education, and medical professionals
assume C in the rehabilitation of individuals with
disabilities; and

4. the qualifications for providing services..

To'promote excellence in the quality of service delivery among
one's own and others' professions (e.g., eliminate time con
straints and scheduling barriers, develop peer review systems).

To recognize the need for and participate in activities that
will enpure'continued professional growth and competency, that
is:

1. To participate actively in one's professional organization;

2. To advocate for the needs of individuals, with disabilities
and their families._ one"s profession;

3'. To participate in various activities that will facilitate.
continued growth of professional knowledge; and .

To promote appropriate interdisciplinary training of allied

Clit
health professionals so as to meet the needs of and ensure
he rights of indiViduals with disabilities.

Roles and Responsibilities Rei-sied to Professional Practice- -
Coordination

To help coordinate efforts of health, education, and related .

services; that is:

1. To understand other health, educatioj, and related services
professionals' roles;

2. To work cooperatively, with other ----p-r-o-less-ionalconcerned-
with the services provided for children and youth;

3. To be sensitive to and actively participate in coordinated
and adaptive healthcare planning for the life span of the
..youngster6;

-

61.



-52-

4. To promote interdisciplinary pre-service teaming opportuni-
. ties (e.g., shared curricula and field experiences);

5. To promote and, as appropriate, conduct research pertinent
to clinical practice;

6. To read and publish in the journals of other discipline's;

7. To help develop effective alliances between various profes-
sional organizations and existing parent and consumer
coalitions to promote the needs and rights of youngsters
with disabilities; and

8. To advocate fOr:funding from appropriate local, state, and
federaloagencieS to train health professionals.

o To help develop' and provide cost-effective programs and
services.

o To identify and. help implement creative approaches to funding
programs for persons with disabilities (including community and
business resources and consultants);

o To 'improve existing approaches to the delivery of health and
education services through research and dissemination;

i. Roles and Responsibilitte Belated Professional Practice
Advocacy.

o To promote advocacy initiatives on behalf of youngsters with
disabilities with other professionals.

o To promote and advocate for prevention of disabling conditions
(e.g., pre-natal care; genetic counseling, etc.).

o To understand a nd be able to explain the dimensions and
limitations of personal and professional advocacy and its
intimate relationship with appropriate identification and
referral procedures.

go To assist in consumer/Cient and parent involvement in advocacy
efforts.

To exert pressure for enforcement of eiisting laws at .local,
state, and federal levels. t

o To promote regulation, legislation, and litigation on behalf of
youngsters with disabilities and r families.

ti
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To understand the political process and /the' implications of

advocacy within one's work setting, community, state, and

professional organization. /. ..

c

o To help establish and maintain geographical networks to promote

access to services in underserved areas (e.g., transportation

networks, rural service delivery, networks, etc.).

/
. \ .

o' To help develop and/or modify educational standards to create

access rather than barriers 'to individuals with disabilities

who wish to enter\ the health, eduation,\and medical profes-

sions.sions.. \

6. Roles and Responsibilities Related to Communication
\.,.

o To communicate effectively with individUals ith disabilities

and their families; that is:

1. To convey information clearly and listen actively

individuals with disabilities and their families;

2. To adapt messages according to the needs of Lhe individual
awith a disability and his/her family; -and )

3. To be sensitive to and adapt" to the verbal and nonverbal

cues which indicate concerns or problems related to the

handicapping condition, whether expressed by-parents,

Siblings, or the indivsidual with a disability. .

To facilitate and effect appropriate intetprofessional communi-

cation.

To facilitate and effect_appropriate inter- and intraagency-

communication.

To .facilitate and effect appropriate communication between

university/college training programs in health, special

education, and regular education.

To facilitate and effect appropriate .communication with and

between,various state and/or(federal agencies and governing

bodies.

As noted earlier, these roles' and responsibilities have been

identified specifically for healthprofessionals. -Their relevancy for

other professionals who provide services to youngsters with disabili-

ties and their families (e.g., special educators,'regular educators,

Thysician, nurses, etc.), however, are obvious and would be well-

worth considering as all groups develop and evaluate.pre- and in-

service education programs.
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The next unit will begin a- detailed discussion of skills
necessary for meeting these important roles and responsibilities--

skint; and stritegies for effectively communicating with clients,
their families,-and colleagues. Each of the successive units will
detail the health, professional's roles andkesponsibilities in

identifying youngsters with handicapping conditions, 'providing and
coordinating appropriate referral mechanisms,and advocating on their
behalf. In addition, each of the units provides\reco IIIII ended strate-
gies for implementing these critical roles and responsibilities.

SUPPLEWENTAL READING

Featherstone, Helen. A Difference in the Family: Life with a
Disabled Child. N.Y.: Basic Books Incorporated, Publishers,
1980.

Drawing on interviews with parents and' professionals,
her own experience, and materials published in auto-
biographies, this book presents a sensitive and com-
pelling statement on the effects- and consequences of a
disabling condition on a family and their'experiences.
It deals with questions relating to barriers and
interactions with physicians,' teachers, and health
professionals. The psychological reality and issues
of communication within a'family, as'well as within
the greater community are discussed. Ms. FeatherStone
clearly addresses her book both to parents and to
those profesSionals who must mane e the long-term
implications of dealing with an i idividual. with a
chronic disability.
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UNIT 3: COMMUNICATION
1

PURPOSE AND OBJECTIVES

Purpose:

To understand the communication process,
in that process, and the implications of
tion behaviors for the provision of

services to youngsters with. disabilities

Specific

At

1.

Objectives:

the ptOfessional's role
apprOpriate communica-.
health and education

and/their families..

the conclusion of this unit, readers should be able to:

.Discuss the implications of communication
professional's role in the provision of
and education services for yoiingsters

conditions and their families.

competence for the
coordinated health
with handicapping

2. Identify and discuss the barriers to effective communication
with clients, their families, colleagues in health and edu-
cation, and others concerned with the delivery of health and
education services to youngsters with handicapping-condi-
tions.

3. Recognize and discuss the influence of others' perceptions
of the health professional's role in identification, refer-
ral, and advocacy initiatives for youngsters with disabili-
ties.

4. Discups the impact children and youth with handicapping
conditions can have' on all family relationehips and the
implications for communication interventions.

y-

5. Identify, promote, and implement appropriate, .supportive
communication strategies (verbal and nonverbal) when inter-7
acting with children and youth with handicapa, their fami-.
.lies, and'others concerned with the delivery of education
and.bealth-related services. . (

6. Identify and promote appropriate communication strategies to
identify and use'parents' knowledge and expertise in design-

,

ing the youngsters' education and related - health, program.



UNIT 3

Effective Communication: Process and Strategies for Health
Professionals

CAROLYN M. DEL POLITO

The previOus unit discussed the major barriers to. the delivery

of effective services and the roles and responsibilities health pro-

fessionals must assume to help alleviate those barriers. Among the

necessary competencies identified, one area continually emerges: the

professional's Competence as a communicator., Public Law 94-142 and

the subsequent increasing demands for accountability, for cooperative

teaming approaches, and for humanistic, individualized health and edu-

cation programs for youngster's with handicapping conditions accent the

need for effective communication.

In identification, referral, coordination, and advocacy activi-

ties, the professional's ability to use effective communication

strategies--withclients and their families, as well as with peers,

supervisors, and ()tiler health and educatiodprofeasionals--is critical

to effectiVe
is

coordinated_ service delivery (Del Polito, 1982).

Further, it is not only what we_say, but how we say it which can have

a:tremendous impact on the youngster..'s perceptions of him,or herself,

as well as the parents' perceptions,of theiselves, their child, and

their service providers (Hamachek, 1971).

In the list of roles and responsibilities presented earlier in

Unit 2, experienced health professionals across the country emphasized

the importance of developing and using effective. communication

strategies, particularly in intrapersonal and interpersonal communica-

tion, small group processes, and confliCt resolution. Training in

persuasion and advocacy also were recommended. The specific communi-

cation skills identified for all service providers included:
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A. To ,communicate effectively with individuals who have
disabling conditions and their families; that is:

1. To present information clearly and listen
actively to individuals with disabilities and
their families;

2. To adapt messages ac,ording to the needs of
the individual with a disability and his/her
family;

3. To use appropriate problem-solving, assess-
ment, and observational techniques; including
effective verbal and nonverbal listening
behaviors-for identification and referral of
youngsters with special needs;

4. To adapt to the verbal and nonverbal cues
which indicateconcerns.or problems related to
the handicapping condition, whether expressed
by parents:, siblings,, or the youngster with a
disability;:and

5. To establish and maintain effective relation7.
ships which., exhibit sensitivity to, respect

for, and trust and cooperation wtth.ypungsters
and their families:

B. To'facilitate and effect apprOpriate interprofessional
communication; that is:

1. To evaluate the role of communication in the
service delivery process; and

4

2. To develop and maintain effective teaming,'

negotiating, and consulting skills in inter-,
actions withcolleagues, -supervisors,' parents,
as.well as with other professionals in health
and education 'who are concerned with meeting
the needs and rights of. all youngsters.

C. To facilitate and effect appropriate Inter-.and intra-
agency communication.

D. To facilitateand effeOt appropriate communication with
and among university/college training programsin allied
health, special education,. and' regular education.

E. To facilitate. and effect appiopria'tedOmMunication with.
and between various.. state and/or felleral. agencies and
governing bodies.

68
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As reflected in the above list,. a heal

tence as a communicator--whether in intrap

personal growth and development) interperson

work, consultation, negotiation, assessmen

contexts (e.g., informative or..persuasive presentations)--plays a.

significant role in the service delivery

h professional's compe-
rsonal contexts e.g.,

contexts (e.g., eam-

), or presen ional

These competencies emphasize the need for a cognitive or

knowledge basen communication: health professionals must understand

(a) the communication ffocess, .(b) th_ professional's role in that

process, and-(0-the-iMplications of ppropriate COMEdnication_hp_hs°I
viors for the provision of health and education services. Similarly7-----

the competencies stress the need for an affective base: a sensitivity

to the verbal and nonverbal cues which'occur in the service delivery

process. Finally, these competencies emphasize a behavioral Or

performance base: an ability to' implement and model, communication

behaviors which, are appropriate for the persons. and issues. involved

and,the context.of the situation.

This unit cannot. provide the health professional with answers to

all questions related to communication competence. The scope of this

publication is limited; it will provide, however, a framework- for

understanding the implications of communication' competence for the

professional's role in the provision of coordinated health and educa-

tion services.for youngsters with.. handicapping conditions and their

families by examining (a) the procets of communication; (b) barriers

to communication effectiveness; and (c) strategies for .enhancing,

communication effectiveness.

THE COMMUNICATION-PROCESS

Competence as a communicator is critical to providing appro-

priate services to youngster:4 with handicapping conditions and the:-

families, One's knowledge of the communication process, sensit.

to all verbal and nonverbal cues, and ability.to select and ;r, k

apprzopriate communication behaviors are central to provider-client

comt!TAication.

In studying the communication process during the'past thirty

years, communication scholars have moved from the. definit:ion of

Communication as the transmission of information (m -, -gage-centered) to

a definition which focuted-on -the transfer of.l. nation from one

person-to another (speaker-centered), and finally an understanding'

that communication must be defined in terms of the meaning the re-

ceiver attaches Lo the incoming stimuli (meaning-centered).

V

This meaning-centered ..approach focuses. on
communication as a

dynamic, on-going, circular process which is constaraiy changing

(Barnlund, 1971). This definition emphasizes the complexity of the

process, recognizivg communication is not limited to m4T1sage formu-

lation in speaking and message reception in listeninN, but rather

involves theaparticipants' total personalities in a tvansaction in

which messages are sent and received simultaneously.

60



-60-

Communication transactions are complicated by the "history of \
4periences each participant brings to the situation, including a 1

history of perceptions--of themselves,'of the other person, and of the \

other's perceptions of them. Within the health care arena, complica- '

tions multiply with the many persons providing services to an indivi-,
dual client: transactions occur between provider and client, provider
and parents, client and parents, and all other persons impacting the
service delivery system"(e.g.,,supervisors, siblings, aides, and other
health and education professionals). )

Thus, health care professionals who are concerned with humaniS-
tic,- coordinated services adapted to the unique needs of youngsters
with handicapping conditions must be able to select, adapt, and imple-
ment speaking and listening behaviors appropriate for the purpose, the
,listeners, and the context of the interaction.

Consider the case of,a brilht, young physical
therapist who was puzzled when she learned the well-
educated parents of a two-year-old client did not
fallow up on,her recommended referrals to other health
and education, professionals.' Perhiaps, if the physical
therapist had evaluated her communication behaviors
with the parents and child, the reasons for the
parents' inaction would have been/evident.

An evaluation of the tra/nsaction might have
revealed an inappropriate use /of vocabulary, organi-
zational approach, rate of speech, or clarifying or-

i

supporting data with the par nts. Perhaps her non-
verbal interactions with the child (e.g., seemingly.
rough handling with little ve bal interaction with the',

/Perhaps,child) lacked sensitivity. Perhaps, the therapist's
inability to perceive accurately or adapt to the
child's capabilities or the parents'. nonverbal reac-
tions, including their facial expressions, tension,
and inattentive behaviors, provoked the parents'

failure to follow-through on her recommendations.

The ability of even well-educated parents to comprehend a
professional's instructions or recommendations may be limited by the
context of the situation. Suppose, for example, these well-educated.
parents have taken their only child for a routine check-up before
leaving for a vacation when they unexpectedly receive a diagnosis of
their child's disabling condition. Not only are they unprepared for
such news in thii 'content, but they are likely to be unfamiliar with
the causes and prognosis of the condition, the health providers'
training and expertise in thr area, and the effects of the diagnosis
on their lives and the life of their child.

Examples of ineffective and insensitive communication strategies
abound in our clinics, hospitals, and classrooms. Increased interac-
tion among health and education professionals, parents, and youngsters

,/t



in the assessment of handicapping conditions, in the development-of
IEPs (individualized education programs), in due ,process procedures,

and for'other requirements of Public Law 94-142 have emphasized the

need for improved communication in the delivery of services.'

While there are no easy answers to ensure accurate message
interpretation by professionals or .clients, health care providers can

prepare to facilitate more appropriate, effective communication trans
actions with their clients and. colleagues. To do sothey must under
stand the communication process, and be prepared to select, impleMent,

and evaluate communication strategies appropriate for the receivers,

themselves, and the situation. Knowledge of communication. behavior
and strategies is insufficient; one also must be able..to demonstrate

that knowledge in a given situation. Only withsuch. communication
competence will health professionals be able to'better control the
meaning attached to the messages sent and received in their clinics,

hospitals, and classrooms.

To understand the communication processbetween two or more
persons (whether with a client, a small group of colleagues,-or with a

large audience in a public speaking or mass media situation), it'is

helpful to review the most basic, and-perhaps the purest form of com

munication: communication with one's self, as illustrated in the

intrapersonal, communication process.

Intrapersonal ComMunication

As noted in Figure 1, one of the most. critical elements in the

communication process is the individual'a:selectIvity in exposure,

attention, perception, .and retention of stimuli which bombard the

senses. The situational climate, which includes time;place, context,'

persons involved, and their motivations, pfovides'a wide array of

*stimuli from which the individual selects for interpretation. Stimuli

may be external (visual, aural, tactile, gustatory, or olfactory) or

internal (physical or psychological), as the following example illus

trates:

As Nancy walks down the street in the early morning on
her way to the clinic, she may.choose to.attend to

other people's smiles and the beauty and perfume of

the trees with their spring buds, or she may select to

attend to her empty stomach, other people's frowns,

and her meeting with her supervisor scheduled for

8:30. While physical attributes, such as hearing loss

or blindness, may limit the, acuity of Nancy's sensed,

nonetheless, the stimuli she selects to attend to.,

interpret; and respond to will' be'congruent with her
perceptions of- -and particularly her. acceptance of--

herself and her world.

One's perception-of self or self-concept., then, is central to

the communication process, whether it is communication with one's self

(
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Figure 1. The intrapersonal communication process.

Figure 1 illustrates the intrapersonal. communication process. An
individual's self-concept is at the heart of the process, since one's
self-concept determines the stimuli selected and the way in which the
stimuli will be decoded, evaluated, and integrated into the indivi-
dual's self-system. The self-concept also determines the message to
be transmitted and-how it will be sent. Asthe dotted lines'indicate,
the self-concept affects and is affected by one's experiential world

the information 'accumulated during one's lifetime, including
cultural experiences, knowledge, abilities, .beliefs, attitudes, and
feelings, as well as needs,- goals, and expectations for the future.
In turn, the person's experiential world affects the entire process of

intrapersonal communication. As Figure L-indicates,.?the process is
ongoing, circular, and operates as long as stimurrfrom the situa-
tional climate (time, place, and circumstances) or experiential world
bombard the individual. (Del Polito, 1977, page 3.)

O 2



in intrapetsonal communication or with others in interpersonal commu-
nication. An individual's evaluation of self physically, socially,
and intellectually will influence how he /she perceives others, accepts
others, and therefore, how he/she chooses to commMunicate with them.

Thus, in the earlier example, the young physical therapist
selected only those stimuli which reinforced her perception of herself
as an effective practitioner. She selectively attended to and decoded
only those verbal and nonverbal cues which she could integrate with,
her past experience and. interpret as approval for a job well-done.

She selectively sought out and interpreted the parents' facial:expres-
sions, head nods, andquestions as evidence of their understanding and
acceptanc& of the information she presented. Behaviors which did not

support her perceptions, such as tension, blank.stares, and inatten-
tive behavior, were-not attended to,' and thus not perceived as rele-.

vant in the interpretation of the communication transaction.

Meaning 'attributed to communication with'oneself (in intraper-
sonal communication) and with Others (in interpersonal communication),

therefore, is dependent upon subjective perceptions, which, in turn,
are based upon individual experiential worlds. Consider .an IEP
meeting in,which the communication trantaction.is compounded by four
or five different. health and education professionals, simultaneously
interpreting the physical therapist's message, each ftom a unique per-

spective. Each practitioner will select and interpret the others'

cues from an 'experiential world which includes different cultural
experiences', knowledge, mental and physical: abilities, beliefs, atti-
tudes, and feelings, as well as different individual needs, goals, and

expectations for the IEP meeting outcome and the youngster's, future

(Del Polito, 1977).

In many instances, communication is restricted to verbal direc-r

tions, with limited nonverbal facial and hand gestures. Communication

transactions, however, may include a variety of verbal and nonverbal

communication .codes. ,Nonverbal codes may include facial and eye
expressions, inflection, touching behaviors and sign language, while

verbal codes may include spoken language in the form ofscript, typed,

or Braille symbols. Yet whatever code of communication we employ,_
wlhatever situation we communicate in, the process remains relatively

the' same. The meaning of the communication will be determined by the
receiver's perception of the message based on his/her experiences,
knowledge, beliefs, needs, and expectations in relationship to the

purpose, the /sender, and the situation.

Role of Self in the Communication Process

Basic to one's perceptions, acceptance, and understanding of

others are the perceptions, acceptance, And understanding of one's

self. Understanding self-concept theory. and the critical role it
assumes in the communication process, then, is basic to improving com-

,

munication competence--in terms of the professional's perception of
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v.

self, the impact of that self-perception (self-concept) on the commu-
nication transactions with clients and others in the service delivery
process, and, more consequentially, on the young clienIts

,

perceptions

of themselves.

In an examination of self-concept theory, lour basic proposi-
tions emerge which reinforce the importance of understanding the rela-
tionship of self-concept to communication in our transactions with
others: !

1. Self-concept, one's total perceptual appraisal of

oneself -- physically, socially, academically, \and

psychologically, guides and directs behavior, and,
thus, our communication with others.

2. An individual's self-concept-'can be modified or
changed in certain social interactions.

3. Although there are a variety of ways self-concept
develops (e.g., societal labeling of dominant

behavior patterns and .social comparisons), self-

concept develops pritharily through interactions

(communication) with others.

4. The more influential interactions are those in-
volving significant others-7those persons who
provide rewards and punishments and who reinforce
the 'individual's perception of him/herself (Del

Polito, 1973).

For many youngsters with handicapping conditions, health profes-

sionals provide feedback to the youngsters regarding their abilities

through both verbal and nonverbal interactions--whether through eye-

contact, a smile or a frown, a pat on the back, or through a sharp

negative verbal response to a practiced activity. Through the health

professional's communication behavior (intentional or nonintentional),

therefore, the' young client continually and selectively. perceives
evaluation. data about him or herself. Consequently, if perceived by

the youngster as credible and personable, the health professional can

become a significant person in the develOpment, maintenance, and,

hopefully, enhancement of the youngst is self-concept (Del Polito,-

1977).

A youngster's perceptions of self and his/her feelings of self-

esteem--feelings of ableness, worthiness, and confidence--therefore,

are determined in many instances-by the health professional through,
his/her communication transactions with the youngster, particularly if

transactions are frequent/and -- long -term. It ia,not uncommon for able-

bodied health professionals with limited personal experiences with

disabilities to interpret the youngster's verbal and nonverbal beha-

viors as inappropriate and, therefore, perceive the ydungster as less

credible and less competent than he/she actually is
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As discussed in the ntroduction, whether or not the child, is
labelled "handicapped," a stigma or differentness attributed to any
child places that youngster in a severe social disadvantage. This is
true particularly when the differentness interferes with the young-
ster's communication style (e.g.,. speech impairment, cerebral palsy,
hearing impairment, visual impairment, learning disability). If, as
contended earlier, the health professional focuses on the "different-
ness"--the h ndicap--and not the youngster as a whole person, the

)1youngster wi maintain negative- self-perceptione, further affecting
his/her ability to communicate and "to assume virtually any positive
social persona" or-"normal social functions" (Gliedman.and Roth, p.
23). The youngster's positive or negative feelings; of self-esteeM,.

. similarly will affect his/her feelings about otherd generally,. as. well
as determine his/her responses to treatment programs:.

Likewise, 'just as clients look to the health professional's
verbal and nonverbal cues for approval and for validation of them.,
selves as worthy, competent individuals, so too do health profession-
als,vas adults, continually evaluate themselVes in terms of societal .
criteria, comparisons with others, and the verbal and nonverbal feed-
back received from others--particularly persons perceived as credible
and concerned, including supervisors, colleagues,; and clients.' Thus,
perceptions of self as a health care provider and as a communicator
rank extretely high in determining interaction patterns and behaviors
with clients, with their parents, and with colleagues. CoMpetence as
a health professional, then, is influenced by one's concept of self as
a communicator which is determined by one's perceptions of societal
rules or norms for effective communication interaction behavior; as
well as comparisons of one's communication style with others' styles.

Because a health professional's competence as a communicator can
have a 'significant impact / on the 'development of a client's self-
concept, affecting his/her future academic, career, and social
success, health care proViders need to reinforce self-concept enhance7
ment behavior and activities with their young clients. In so doing,
professionals must realize that an enhanced self7concept is not.an
inflated view of oneaelf, but rather a realisti6 perception of one's
strengths and weaknesses, and an acceptance of that perception. One

method usedito enhance youngsters' self-concepts is to discuss self -
concept theory/With them so that they understand hdw and why they
perceive themdelves and their abilities as they do. -(For a more
detailed review of self - concept theory, see Gergen, The Concept of
Self, 1971),

A pecon approach recommended to enhance_ youngsters' perceptions
of themeel deals with. the professional's style ofAmteraction with

the yOun s rs and their families. Supportive, humanistic behaviors
which 'communicate understanding and acceptance-:-will impact the young-
stets.' and their families'' perception and acceptance of themselves,:
one_another and their service providers, funther influencing their
Overall behaviors with others. Criticalto this approach, however, is
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the professional's ability to evaluate realistically his/her competen-

cies as both communicator_and care provider, accept both strengths and

weaknesses, and work to improve those competencies. Specific atrate-

gies for assessing and enhancing comMupication competence are presen-.

ted later in this unit. First, howeTer, it is helpful to understand

some of the impediments to effective communication which can occur in

any.situation.-

RARRTRRS TO COMMUNICATION EFFECTIVENESS
-a

Within any situational environment; there are numerous oppor-

tunities for messages be misinterpreted or selectively' filtered.

Barriers in the communication process, commonly known as "noise,"

occur throughout the process and ,refer to. anything which interferes

with accurate message- interpretation. While music.practice in the

occupational therapy room next door may interfere with a client',s

hearing and understanding instructions, so too will an 'upset stomach,

reliving last night's:date, or.an anxious on-looking parent. Within

health and educational environinents where a variety of professionals'

must coordinate their activities and services for individual cliefits,

the noise can become-maddening, resulting in segmented, inefficient,

and costly delivery of services.

There are numerous noise variables which can affect the messages

a health care professional selects to attend to and interpret. Inclu-

ded among those identified by Hurt, Scott, and McCroskey (1978) are:

physical or sensory limitations; attention spans; learned habits;

expectations;, anxieties and conflicts; social and physiological needs;

attiWes, beliefs, and values; and message elements, such as organi-

zation and language use (pp. 73-80). Thus, an overly hot oricold

room, the sound of passing trains, physical mannerisms of the communi-

cator, unfamiliar vocabulary, mumbled articulation, hunger, yester-

day's fight with a best friend, or a new snowfall could be classified

as -noise" if selectively attended to' and, consequently, interferes

with the intended message.

While one might-assume sensory limitations such as a hearing

loss or a learning disability would create the greatest barriers in

communicating with persons with handicapping conditions, in practice,

the greatest difficulties are caused by the "attitudes, beliefs, and

values," along:with the -expectations" and "learned habits" of attrib-

uting stereotypiCal or similar characteristics to unfamiliar persons,

objects, or concepts (Hurt, Scatt, and McCroskey, 1978, p. 73-80). 1.

Of particular significance is the way society senerally, per-

ceives and "defines" a handicapping condition., As discussed in the

I./Introduction, most Americans'have
similar'attitudes toward all persons

with disabling conditions regardless of the person's specific impair-

ment. Further, even.though
"more'than'fifty percent of the people in
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the United States publically express positive attitudes toward disa-

bled persons, most people perceive handicapped persons as in some way

different and inferior" to able-bodied individuals (Yuken, 1981, pp.

32-3).

Unfortunately, the same perjOrative attitudes, beliefs, and

values and the accompanying myths and Stereotypes held by society as a

whole are reflected in the experiential worlds of providers and

clients. These attitudes Are evidenced in "interpersonal relation-
ships, in media presentations, 'in language, and inthe organized
structure of health and. education policies" (Del Polito, 1982, pp. 3-

4). -The resulting discrimination, handicappism, has been equated with

the discrimination of racial, ethnic, and other minority groups--a

form of noise causing the greatest barrier to accurate message inter-

pretation.
1

Libelled by their disability, persons with handicapping condi-

tions tend to be treated differently and expected to behave differ-

... entlY as well. The "differentness" or stigmal attributed to persons

with .disabilities presents social, psychological, and: communication

problems for those with impairments.

In reporting major research findings related to

the nonverbal, communication patterns of children with

learning disabilities, 1Lieb-Brilhart (1982) supports

this contention. Peers, strangers, as well as parents

and, teachers were found to perceive the social behav-

.idi of learning disabled youngsters negatively and, in

the case of teachers, react differently to youngsters

with, learning disabilities than to their non-disabled

peers (Del Polito, 1982, p. 4-5).

In fact, as noted in'the introducdOn to this book; attitudes of

health and education professionals working with persons who have han-

dicapping conditions'tend,t6 be more discriminatory than'other persons

not,so involved. More serious charges are levied against health pro-

fessionals who tend tb perceive the youngster only in relation to the

disability--the blindness, the stuttering vocal sounds, the braced

legs--not as a whole person.

Thus, each of the noise variables discussed so far (e.g., atten-

tion span, language use,senso7y limitations, attitudes, etc.), can

become a barrier to effective communication, affecting the indivi-

dual's selective exposure, perception, attention, and retention of

messages, and can promote stereotypical responses. 'Each of these

"noise" variables, then, can lead to other, more commonly-recogniied

,,behavioral listening problems,.such as:
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o viewing the topic as uninteresting;
e criticizing the speaker's delivery instead of the

message content;
o listening only for facts;

o tolerating or failing to adjust to distractions;

and
listening only to what is .easy to understand
(Barker, 1971).

A critical "listening" impediment, however, triggered, by these con-

ditions, is what Gibb (1961) has termed, "defensive listening."
o

Rather than attending to the message, ,as intended. by the speaker

the listener may become frustrated, argumentative, 'or may "tune out

the speaker completely. Defensive listening is aroused when the
receiver perceives or anticipates threat. According toGibb (1961),
rather than listening to understand, the receiver focuses on how he/

she may dominate, impress, win, or escape threat or punishment.

Defensive listening may occur any time the listener selectively
perceives evaluation, control, hidden motivations, dogmatism, superi-

ority, or little concern for him/herself as a person.

For example, a young client with 'cerebral palsy may perceive

comments about his appearance to.0e his occupational therapist's way

of exhibiting her, superiority and righteousness; when, in fact, the

therapist genuinely wanted to compliment the youngster for his taste

in ties. Whether intentional or not, therefore, communication

behaviors which are interpreted by' the listener-.0 "controlling" can

create a defensive listening posture (facial, 6stural, and verbal

cues) which, in turn, raises the level of defensiveness in the origi-

nal. com4nicator. The more defensive one becomeskthe less accurate

are subSequent perceptions. of the speaker's actual 'messages and,

therefore, the less effective the communication. -For health profes-

sionals, it is important to .recognize defensive listening behaviors

which may surface among clients, colleagUes, or themselves because of

past experiencses, or anxieties about the. 'current situation. A

supportive, yet realistic environment can enhance the participants'

feelings of comfort and confidence. Specific strategies will be

discussed in the next section.

The health professional's verbal and nonverbal reactions to and

communication with the "different" youngster, therefore, indeed may

provoke. substantial noise in the communication transaction. The sub-

sequent effect on the youngster's self-concept, communication compe-

tence, academic achievement, and future career success, then, are

within the influence-of the health professional and hiS/her competence'

as a commmunicator. As prospective models for their clients and

colleagues, health professionals need to examine their own attitudes,

valueS, beliefs, expectations, and learned habits and the influence

these variables have on their interactions with all .clients--



irrespettive of their race, sex, ethnic or cultural background, or

handicapping condition. Similarly, professionals in the health care

system, should be prepared to. 'engage colleagues and clients in

.discussions regarding the-/impact of their experiential worlds and
.A

self-concepts on their attitudes and behaviors toward themselves and

others, regardless of their individual differences.

In summary, there are three major communication axioms which

often:are disregarded and consequently create many of the barriers

identified in this section:,

1. Communication is transactional. Communication is

a complex, circular process with participants who

are constantly changing.

2. One cannot NOT communicate. As human beings we
continually project nonverbal cues. Even while
sleeping or staring blankly into space, we com-
municate messages to ourselves and others.

3. Meanings are in people; not in words. As repeated

throughout this unititAs not what is said, or

how it As said, but rather the receiver's inter-

pretation of the message cues, with _the' receiver's

interpretation necessarily limited by his/her

experiential world.
\\I_

° The next section will examine and recommend. strategies for

alleviating many Barriers to effective communication and will provide

suggestions for enhancing. the professional's competence as a communi-.

cator. Obviciusly, this unit can only outline the needed competencies.

Too, health educators and practitioners can riot, and should not,

assume. responsibility for all communication trainlIng. Rather, with

the assistance of this unit, health educators and practitioners can

consult with colleagues in communication, psychology, and/or counsel-

ing programs in their higher education institutions to design training

programs most appropriate for health care .specialists', needs and

responsibilities.

ENHANCING COMMUNICATIVE EFFECTIVENESS

To help alleviate some of the barriers previously discussed and

to improve communication effectiveness with clients, colleaguei, and

supervisors, health professionals can develop and improve. their

competencies as communicators. As .defined earlier, communication

competence involves selecting, adapting, and implementing Communica-

tion behaviors appropriate for the purpose, audience, and context of

the situation.

79



In n important review of research: related, to communication
competenc a report of the Speech Communication Association (SCA)
.(Allen and Brown, 1076) outlined a functional or pragmatic approach
for improviqg communication competence, identifying five dominant uses
of language or communication flunctionsI which instruction should empha-
size:

1. Controlling: Communi
participant's dominant
behavior; for example
offering, suggesting,
warning, prohibiting,
bargaining, rejecting,
and arguing.

cation acts in which the
function is

persuading,
permitting,,
contractin

aCknowledging

to control
commanding,

threatening,
refUsing,

justifying,

2. "Expressing Feelings: Communication acts which
express and respond to feelings and attitudes,
such as exclaiming, expressing a state or an
attitude, taunting, commiserating, tale-telling,
blaming, disagreeing, and rejecting.

3.; Informing: Communication acts in which the
participant offers or seeks information; foeexam-
ple, stating information, questioning, answering,
justifying, naming, pointing out.an object, demon-
strating, explaining, and acknowledging.

4. Bit ualizing: Communication acts which serve
g imaril to maintain social relationships and to
-facilitate/social interaction, such as greeting,
taking leave, participating in verbal games (pat-
a-cake), reciting, taking turns in conversation,
participating in culturally appropriate speech
modes (for example, teasing, shocking, punning,
praying, playing the dozens), and demonstrating
culturally-appropriate dinenities.

5. Imagining: Communication acts which cast the
participants into iiaginary situations and include
creative behaviors such as role playing, fanta-
sizing, speculating, dramatizing, theorizing, and
storytelling.

The, SCA report emphasized the interactive nature of each of
these functions for both the sender and receiver. In a controlling or
persuasion context, an ...%dividdal may- assume both the role of con-
troller and the one being controlled. Thus, while the nutritionist in
a community hospital may recommend and wish to 'persuade the physician
of a c4ent's need for- solid'foods, the physician may reject the

nutritionist's point of view and retain control over the situation.

so
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If we are being controlled, we need to be able to

recognize the other's intention and its appropriate-

ness to the particular context. 'We 'must also have a

repertoire of behaviors that can confirm for the other

that.we recognize that intent and assent to it (Allen

.and Brown, 1976, p. 250).
1

Focusing on the five communication functionsprovidesta frame-

work for improving communication competence, as well as.aLrelevant

approach for enhancing one's- effectiveness in all forms of communica-

tion: reading, writing, speaking, and listening. A program designed

to improve one's persuasion or control strategies in a face -to-face

interpersonal situation, for example, also would improve one's skills

in writing to a congressional leader regarding one's perspective'on an

issue, as well.as 'in presenting one's recommendations . before an IEP

Committee. Similarly, ad one improves his/her ability to "persuade"

others, skillS' in .recognizing 'Others' ,persuasion or controlling-

strategies are_enhanced. By ut,i izing the five functions of comiuni-

cation'and the recommendations or enhancing communication competence

_which follow, personalized impr vement programs can be designed. by the

health professional in collab ration with colleagues from appropriate
%departments/programs on coll ge campuses-

1

Three skills which ar basic to any improvement program.designed

to enhance communicatio effectiveness are: social sensitivity,

active listening, and h nest communication (Del Polito, 1973; 1977;

1983). These' three supportive communication/skills are critical to

the health professional's' ability to understand self and.others, to

obtain and utilize feedback from others, and most importantly, to

adapt and implement appropriate strategies for each of the communica-1

tion functions in any communication context. .Contexts, may include

interactions with one other person, with small'groups of persons, in

team or problem-solving sessions, or with large groups in lecture,

discussion, and/or mediated presentations. The following paragraphs

describe these skills; a sample exercise is provided in Appendix 3A.

Social sensitivity refers to one's ability to empathize with the

other person: to see, feel, and hear with the other person; to step

into the other. person's shoes and seethe world from his/her perspec-

tive; and to understand the feelings, thoughtS, needs, and goals of

the otheriperson. .
Maximum understanding through social sensitivity

occurs when the listener:

1. Understands the speaker's perceptual world, in-

cluding the speaker's attitudes, values, beliefs,

knowledge, culture, social system,. paitt experi-

ences, and future expectations;

2. Understands his/her own perceptual world and

selectivity processes;

3. Understands the content communicated--what is

said; and
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4. Understands the feelings communicated--how the

message is said.

To empathize with and become sensitive to, the other person, one
must listen actively. Active listening demands total cOmmitment.to,
the communication interaction'. Active listening implies waiting until .

the other person completes his/her statement to understand the situa-
tion as seenl)p-the speaker. It suggests no evaluation, judgment,
agreement, or disagreement.. For example, the health professional, as
active listener, conveys acceptance of 'the client, 'alongwith,accep-
tance of his/her ideas, attitudes, and valuee. To confirm an under-
standing and acceptance of the client dUring active listening, the

professional should communicate "attention", during the interaction
both nonverbally through attentive posture; head nods, eyeTcontact,.
facial expressions, and verbally through vocalizations which indicate
interest in the client's comments. In additiOn,'through'pariph asing,
supportive comments, and nonverbal' reactions, the healthpr fe sional
reflects- his/her understanding of the client!eideas, c cern , and

,feelings:. Providing feedback in the form of reflective- esponsele aids .
in reducing client defensiveness And-in keeping all,hannels of Commu-
nication open. (See Appendix 3A for a reflectiveiesponse. exercise.)

.
In addition, communication which,lb epOntaneous and honest also

redUces defensiveness. Honest communication doee not mean indiscimi-
nate frankness; rather it iplies.Tevealing some of one's nor4411y.
hidden self to others, through expOsSiOns.of ideasfeelings0and
attitudes. A health-professional's ability and willingness to be Open
with others, whether with clients, parents, or c ileaguee, willen-
courage others-to trust them and to communicate penny-and_honeStly
with them, and with all others with whom they ante act.

Since honest communication is facilitated'
health professionals should be prepared. to recog ize and facilitate
appropriate disclosure behavior. Specifically, th y should understand
that disclosures should be (a) appropriate to the s tuation and tolthe
relationship, and (b) .presented only in settings',, of good willland
'trust. Because there is risk involved in the sharing.process,1 an
atmosphere of warmth and trust must be deVeloped to encourage .informa-
tion snaring. (e.g.; sharing attitudes, concerns; interests, percep-

:likes and dislikes, fears, hopes, and anxieties). -Health
professionals must recognize that each participant controls .when,
what; how much, and to whom to disclose. Again, information about:the
Self should be 'disclosed in contexts appropriate to both the'situation,
and the relationship. Thus, through sensitiIity, active listening,
and honest communication, the experiential worlds of ea Ch part an

in the communication transaction expands,Ancreasingthe likelinbd-
understanding, acceptance, and more effective COmmunicatiOn.-----

y self-disclosure,

Gibb (1961), in providingisuggestione to .help'alleviateidefen-
sive listening behaviors, reiterates the need for sensitive, active,
and honest communication. More specifiCally, he recommends Supportive /

communication behaViors which include the following:

8 "
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1. A problem - solving orientation,. in which profes-
sional and cl ent (and/or parents) Collaborate on
seeking so ions to pnAlems;-

...

2. Genuine requests for iv,formation, rather than

implying that others neeci to change their

behaviors;

3. Spontaneity -- honest z.ld straight forvird communi-

cation;. and

4. Empathy and equality7-7-wIllingnoto-ahare_fee17-__
ings and exhibit trust and 1.'spect for others,

placing little importan on diftle.::ences in abili-,

ties or expertise..

Similar characteristics and conditions were identified by pa-

tients as necessary for humanized health'care, In addition to being

treated as unique and irreplaceable human beings, inherently worthy of

the caregiver's concern, patient: want to be able to exercise control

and share in the decisions affecting their care. Further, they desire

interactions with health care providafs who exhibit empathy,and warmth

in a reciprocal and non - patronizing 's:elatlonship with them (Howard and

Strauss, 1975).

Table 1 outlines a basic approch'for solving problems together

with one or more persons, allowin.L. all concerned parties to partici-

pate in the decisions which affec them. This problem-solving

'process, therefore, can and should be used not only with clients and.

their families, but with any anei all others (health, education, and

social services professionals) involved in deCisions affecting the

youngster's diagnosis and treatment program: Often, the demands of

the health. care and educational systems appe:tr to press the carp pro-

viders for immediate decisions, identified by McCullough (1982) as

reflective_urgency. The need, however, is for reflective thinking

which requires an open-minded, equal hearing to all points of view.

Thoroughness, accuracy,_ considered judgment, lively imagination,

sensitivity to the feelings of .others, and patience--all should be

part of the decision-making process.
;7

Once a solution/decision is selected, the decision-

maker needs to be able to articulate and defend,4.the

reasoned arguments to others within the system, be

they the patient/client, the family of the client,

other care pioviders, or third-party payers (Del

Polito, 1983, p.8).
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Table 1

THE PROBLEM-SOLVING PROCESS

1. Awareness of the Problem

a. Significance and immediacy of the problem

b. Effects on individuals involved
c. Broader implications for.the group
d. Need_for_decision_or_action_ . _

2. Definition of the Problem

a. Proble:4 clearly stated I

b. Terms clearly defined

3. Exploration of the Problem

a. Nature and extent of the problem

b. Causes of the problem
c. Effects of the problem
d. Main issues
e. Possible limitations

4\. 'Criteria for Solution

a. Criteria identified and adopted for evaluating
possible solutions

b. Criteria = Limitations which are placed on the

solUtion (e.g., funds, employer'solicy,
professional obligations)

5. Suggestions of Possible Solutions

a. Brainstorming all possible solutions

b. Possible solutions should reflect Opughtful,

realistic, and representative proposals for

decision or action

6. Exploration of the Possible Solutions

a. Implications of each possible solution

19'. Best solution Meets most of the 'criteria

identified

7. Solution Implementation

a. Focus on strategies to put solution into

effect?
b. To implement solution, the problem-solving

process is repeated.



Strategies for improving one's skills in the problem-solving

process as well as in all other aspects of communication are provided

in the design of the improvement program described below.

Improvement Program

Communication behaviors within and across all functions of

communication ( controlling, informing,s-expressing feelings, rituali-

zing, and imagining) can be improved.--RecoMmendations from the Speech

LCommunication Association's (SCA) on developing communication

competence (Allen and Brown, 1976) are integrated with Del Polito's
(1976) recommendations for eaancing self-concept as a communicator,

providing the following methodology for improying the communication

competencies of hz.1.11th professionals. Similarly, this approach can

and should be incorporated by service providers for use with their

4 -4 -4 4,-4- , - 1', A - e-

1. Conduct realistic, objective evaluations 'of

communication behaviors. Accurate,* objective

feedback which considers knowledge and abilities

in communication as well as content expertise
shouldbe sought from competent sources (a)- to

understand one's true strengths and weaknesses,

(b) to accept those strengths and weaknesses, and

(c) to modify behaviors to achieve desired compe-

tence. With the assistance' of expert .communica-

tors (perhaps through-alliances with departments/

schools of communication/speech), current reper-
toires of communication acts (across functions) of

the health professional can be inventoried and

assessed.

The communication repertoire of a health profes-
sional-will:Anclude theatrategieS selected for

such communication acts as: presenting'informa-
tion, active listening, leading and facilitating

group discussions, asking and responding to ques-

tions, presenting and defending arguments, and

resolving technical and ethical conflicts.

Appropriate communication Strategies or approaches

selected for each of these acts will vary depend-

ing on the person(s) with whom the health profes-

sional interacts, (e.g., parent, child,,colleague,

supervisor) and the .context of the situation

(e.g., business or social). Understanding the
communication process, the context of the inter-

action, and the audience should guide the profes-

sional in making appropriate strategy decisions.



As skills and abilities within the health proles-
sional's.repertoire are assessed, personal goals
then can be designed to expand the repertoire
where desired.)

2. Establish realistic communication goals. Recog-
nizing the extent of one's repertoire and the
skills yet to be developed, with the assistance of
a' communication'expert, the health professional
should identifY an area which he/she wishes to
improve and design goals which are 'meaningful,
challenging, attainable, and clearly defined.

To maximize success in expanding one's repertoire
in a particular Communication mode (for example,
asking questions, \giving instructions, or leading
small group discussions) the strategies selected
should be planned, practiced,. and evaluated across
content areas. Time should be/designated for
practicing communication skills--with peers,, supe
riors,_qlients,- and their families,

Feedback obtained from an instructor and col-
leagues can be most helpful if provided in an
atmosphere of trust and in a spirit of assisting
the "performer" to improve technical expertise and
communication competence. In addition, using

videotaped playbacks of pres'entations /interactions
in conjunction with audience feedback proves to be
an excellent tool for'alloWing the communicator, to
observe the productof planned strategies and to
make decisions for modifying future behaviors.
Again, consultation with colleagues in communica-
tion shoul be sought for assessing both (the
effective' ss of the communication behaviorsland
the stra-egies selected.

3. Concentrate on improving communication competen-
cies, not perfection. Striving for perfection
increases the opportunities for the communicator
to experience failure for 'not achieving the

"perfection" goal. It is critical, therefore, for
health professionals to focus on strategieswhich,
W)uld help .them to improve, not to become
"perfect." This does not.. suggest avoiding failure
at all.costs, but rather, to learn from mistakes,
and to concentrate on modifying behaviors to'

improve the communication transaction. Developing
communication competence is an on-going process.
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4'. Identify, ccept, and promote .:c,"onal communica-

tion etre "Positi Etc _ avaluation in the

form of verbal reinforc, .:,z)" is positively

related to an enhanced sr ,Ioncept (Del Polito,

1977). Once identified, strengths should be

accepted and praised. While self-praise often is
equated with the negative behaviors of bragging
and boasting, unless health care providers can
accept themselves and their strengths in their

various roles--as communicators, health 'profes-

.aionals, siblingai dancers ,--friends,--writers,1
etc.--the less likely they will be to accept
others and their strengths. Without self:-

acceptance, one's. understanding. of the other
person is limited, thus diminishing the opportu-
nities for truly effective communication. Often,

too, when professipnals negate their true accom-
plishments in communication, they do not learn
fom those accomplishments.or,expand their reper-
toires in the skill. areas.

5. Accept and promote others' strengths and assist
others to accept and praise themselves. This last
recommendation repeats the need to assist -others
in recognizing and accepting themselves -as per-
soda"and as communicators. Praise, in. all cases,

.must be accurate, honest and appropriate, and
focused on specific behaviors in the context of
the situation.

These recommendations emphasize the need to evaluate continually
the effectiveness of the strategies employed in each communication

tr.psaction, whether in a telepaone conversation nith a' parent, a
lecture presented for the fifteenth time and third yeaf in a row, an
IEP conference, or interactions with a client for diagnosis, assess7
ment, or program implem_Ecthosie communication ilansactions

for which pre-planning can occur, a conscious effort in the design of

the communication is recommended; particularly for the health profes-

sional in training.

Selecting appropriate strategies and Oiscussing them in a

written personal log or,with colleagues can focus the professional's

attention on the rationale for all details of the communication act',

and can be incorporated into daily activities witJin and outside the'

work .environment. The'questionswhich follow can be applied to any

communication event. Basically, the health professional's concern
should focus on the receiver--whether client, parent, or colleague,
and,adapting the message to his/her experiential world., All aspects

o,f the message--communicator style, organization, supporting data,

iionverbal cues, et cetera--should be adapted to the.receiver(s), and

appropriate for the purpose and context of the situation (Del Polito,

1977).



Recommended Strategy Questions:

1. What 'is the issue to be addressed? Why is it
.relevant for my presentation/interview/discussion?

2. What qualifications do I. have to present/discuss
this issue?

. How.should this message/presentation/interview/
discussion be organized? Why is this the best
organizational approach?

4. What main points should be'stressed? Why?

5. What types of information should be used to

support my position and best fulfill my purpose?
(Examples:- case studies, statistics, referenced

quotes, illustrations, etc.)

6. How should the issue be introduced? Why use this

particular approach?

7. How should the audience (of/One or more persons)

be involved? What strategies can be used to adapt

to their needs, interests, valuer;, and motiva-
tions?

8. How should the presentationPv7ervawiliscusion
be concluded? Why use this ccnIlusi?

A brief, topical outline can in in planning to insure- an

organized, clear ta5.1ge. as well as to u,Ap evaluate the approach.

Similarly, evalueting the communication event in written form

directs the heal Itot'J-ts,sionak's attention to what actually occurred.

-rn many cases, tit; transaction was' less than desired, one would
prefer to forget it, rather than focus on the specific strategies

which were and were not effective in accomplishing the desirld goal.

The suggested questions listed below should be answered following any

communication event.

Recommended Evaluation Quentionst:

1. How well was the ..gy plan followed?

2. Was the strategy effective?
3. What went wrong?
4. What went right?
5. .What personal goals should be emphasized in the

future?
6. What needs to.be done to improve the next similar

interaction and insure a more effective communica-

tion transaction?



In addition to the above recommendations, guidelines to enhance
the self-concepts of youngsters with handicapping conditions are in-

.cluded In Appendix 3B. These guidelines, based on relevant theoreti-
cal and experimental literature, should assist the health professional
in designing an effective communication environment' (Del Polito,
1973)., Further, Appendix 3C provides health protelaionals with tips
for interacting with youngsters who haVc special needs. Along with
general recommendations, specific suggestions are provided for a

variety of handicapping conditions,- including learning disabilities,
mild retardation, communication disorders, hearing impairments, visual,
impairments, and orthopedic _impairments. By incorporating these

strategies, health' professionals will enhance...their. clients' :'self-
concepts, which, in turn, will impact their behavior, their program-
matic. achievement, and their overall satisfaction with the. treatment
program.

Conclusion

, .4'

If youngsters--exceptional and nonexceptional alikeare to
achieve their full potential, considerable attention should be, given
to the professional's communication competence, in understanding the
communication process, and in implementing appropriate communication
strategies. While it has not been the purpose of this unit to detail
the specifics for conducting interviews or assessments, preseniing
treatment recommendations or lectures, leading discussions, or other
communication acts, basic principles for a. -variety of communication
activities have been identified. In addition, excellent texts have
been written on each of these topics; several are recommended in the
bibliography. Readers are urged, however, to consult with colleagues
in the communication, psychology,, and counseling departments at their
colleges and universities for ad,litional resources appropriate to

their specifiC needs.'

Fundamentally, effective comm7-.nication will facilitate account-
able, cooperative, and humanistic :.are-giving. The following guide-
lines, adapted from Hamachek (1971), summarize this unit well and
reinforce the importance of.enhancing self-concept and communication
competencies for professionals in all areas of health and education.

N

1. Understand that we communicate what we are, not
just.what we say. We communicate our cvn self-
concepts far more. often that we communicate infor-
mation.

2. Understand that anything we do or say could signi-
ficantly change an indiVidual's attitude, about
himself/herself for better or for worse. We must
understand the implications of our role as persons
who are important or "significant" to others if we
are to utilize that role prOperly.



3. Understand that individuals behave in terms of
what seems to'be true, which means many times
communication occurs, not according to what the
facts are, but according to how they are

perceived.

4. Be willing to deal with what a message means to
different people. In the truest.sen e of the
word, we. must be. willing to deal with the inter-
pretation of a subject as we aretoAeal with the
information about it.

5. Underatand...that we are not likely to _get results

simply by telling . someone he/she: is worthy.

Rather, we imply it through trust and the estab-
lishment of an atmosphere of mutual respect, One

-
goad way to start is to take time to listen to
what others have to say and to use their ,ideas
when possible.

6. Unders and that behavior which is distant, cold,

and re ecting is far less likely to enhance aelf-
,

concept or communication than behavior which is

warm, accepting, and discriminating.

7. Be willing to be flexible when communicating with

others.
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Developing Communication Competence in Children. Allen, R.R., and

4
Brown, K.L., (Eds.), 1979, National Textbook Co., Skokie, IL.

An excellent review of literature on the cognitive,
social, and communication development of children.,

Provides a, synthesis of data examining the development
of _communication competence, with useful impiicstions
for instruction and research.

Ethical Dimensions in the Health Professions. 1981, Purtilo, R.B. and
Cassel, C.K., W.B, Sapnders Company, Philadelphia, PA.

Examines the influence of ethics and ethical decision-
making in professional practice. Focuses on ethical
issues and dilemmas unique to individual health pro-
fessions.

Interpersonal Confl ct Resolution. 1975, Filley, A.C., Scott,
Foresman, Company, Glenview, IL.

The pro ess of conflict is analyzed and strategies are
provi d to change conflict situations between indivi-
duals rsmall group members into Problem-solving
situations. Effects of language, personal behavior,
attitude , and organization on the achievement of
communication outcomes are addressed. ' Emphasizes an
inegrativt decision-making method of problem solving
to resolv confiLcts.

Intrapersona Communication. 1977, Del Polito, C.M., Cummings Pub-
lishing Company, Menlo Park, CA.

A semi-programmed text detailing the intrapersonal
communication process and the role of self-concept in
the process. The book can be used by t' -ofessional
to design his or her own improvement pz n commu-
nication. ca

Social Intercourse: From Greeting to Goodbye. 1978, Knapp M., Allyn
and Bacon, Boston, MA.

Provides a_developmnetal Perspective of the) study of
interpersonal relationships, specifying communication
behaviora at each relationship/stage from the initiaT
tion. of a relationship to its termination. Contains
numerous examples and strategies.
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The'Disabled and their Parents: A Counseling Challenge. Buscaglia,

L., Charles B. Slack, Inc., Thorofare, NJ, 1975.

A strong, well-documented appeal to teachers, physi-

cians, psychologists--all people in the Wping-pro-
fessions. Focuses on the deepi'largely-unmet need of

disabled people and their parents for help in dealing

with their feelings as they cope realistically with

disabilities. An outstanding contribution.

The Unspoken Dialogue: An Introduction to Nonverbal Communication.

1978, Burgoon, J.K., and Saine, T. Houghton Mifflin Co., Boston,

MA,.

A detailed review.?of n11 areas of nonverbal communi-

cation with numerous exercises and additional. read-

ings. Focuses on the functional nature of nonverbal

behavior in all areas of communication, including

information transfer, persuasion, and decision-making.
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UNIT 4: IDENTIFICATION

PURPOSE AND OBJECTIVES

Purpose:'

To explore the"processes involved' in the screening, assessment,
planning,:and'review of educational and health-related services':

for children and youth with handicapping conditions.

Specific Objectives

At the conclusion of this unit, readers should be able to:

1. Identify th/indicators of the handicapping conditions

included in/Public Law 94-142:

/2

a. Visual impairments
b. Hearing impairments
c. 0,AhOpedic impairments
d./peech impairments 1

e. /kenial retardation
fa Severe emotional disturbances

?
g. Learning disabilities
h. Other ealth impairments

,2. Identify/and monitor "high-risk" childrep
profes 1/onal

3. Prom te accountable decision-making in the design of early

ide tification and intervention strategies for children and

/Youth exhibiting handicapping conditions.

4./biscuss the roles and responsibilities of all health and/

education professionals in coordinating identification and

/
screening procedures and non-discriminatory, multidiscipli-

nary assessments of youngsters with disabilities.

5. Recognize when -referrals for education and/or health ser-

vices are inadequate, poorly coordinated, and/or necessary,

and describe the presenting problem(s) or concerns(s) to the

appropriate referral agencies or qualified professional

sources.

consistent with

/

9
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UNIT 4

Identifying Childre and Youth with Handicapping Conditions
A uicie for. Health Professionals

ANTHONY S. BASH1R

The enactment of Public Law 94-142 has influenced and altered,

the rationale and methods for the identification, assessment, and edu-

cation of individuals with various kinds of handicapping conditions.

As-a resulti-qualified-individuals-from-eduCationr-medicine,-and-psy-
chology, as wellas professionals in related health care disciplines

now work in close cooperation with each /other in determining the

status and needs of individuals with handicapping conditions. Multi-

disciplinary teams are deemed essential (for assessment, planning,

treatment, and review of programs for-theselindividuals.

Public Law 94-142 decidely has influenced the practice of

health professionals. Traditionally, many of these professionals have

practiced principally within clinical-mediCal settings. The law and

its regulations, however, have motivated Changes in the context of

practice to include public and private education settings. Now health

professionals are engaged actively within educational settings either

directly or through contractual arrangements between agencies. .Their

roles and responsibilities for screening, identification, assessment,

and planning activities are coordinated through multidisciplinary team

efforts.' Goals of.treattent are formulated to.meet the needs of indi-

Viduals within the:schools.

As a result, new models of practice are needed. The role of the

health practitioner has changed regarding the identification of vari-

ous handicapping conditions, as well as in referral and advocacy

initiatives. To help prepare health professionals for their roles in

identifying youngsters with disabilities, this chapter will present

some of the requirements of federal law as they address issues related

to the use of high-risk criteria, screening systems, and definitions

of handcapping conditions.
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LEGAL REQUIREMENTS

As described in Unit'l, Public Law 94-142 guarantees ,that all

children between the ages of 3 and 21 who have handicapping conditions

will be identified and provided a-freeappropriate public education.

The' word "appropriate" is important. Without this assurance, access

to a meaningful education frequently would be hampered. An approp-,

riate education requires modifications to and adaptations of a young-

ster's education program. These-accomodations and services are based

on an assessment of the child',s strengths, abilities, and weaknesses.

The results of these assessments, along with data from other sources,

provide the basis for the youngster's individual educational programs.

ProcedureS-governing the identification and assessment of disa-

bilities in children are determined by both federal and state policy.

In Acme situations, identification and assessment are seRarated as two

procedures. For the purposes of this unit, however, assessment is

considered an integral part of the descriptive process necessary for

an appropriate delineation of the needs and related-service require-

ments of individuals with handicapping conditions and, their families.

In Public Law 94-142, evaluation refers to the procedures used

to determine whether a child has a handicapping condition and the
kirids of special interventions needed as a result. Three major

conditions are imposed on all evaluation procedures:

1. Evaluation must not be racially or culturally discrimi

natory. In recent years,' Blacks and other minorities
have been over-represented in some special education

classes. Arguments presented in courts have charged

that traditional, standardized intelligence tests were

not valid measurements of cognitive abilities when used

to assess individuals from minority groups. This was so

because the establishment of normative data were based

frequently on insufficient numbers of minorities in the

,standarization samples. Consequently, certain intelli-

gence tests did discriminate against individuals from

minority groups. The issues in as%essment are serious

and complex.

Most professionals use tests without an awareness of how

they were normed or developed. Conscientious 'profes-

sionals now must study the theoretical basis of tests,

the characteristics of the population used in the

standardization of the tests, and the methods used'for
establishing the norming data and the validity and reli-

ability of the tests.

No single test intrument can provide sufficient informa-

tion on which to base identification or diagnosis. An

understanding of the theoretical basis of a test scale



-89--

as well as its limitations and restraints on interpre-

tation will be essential for health professionals.

While not within the scope of this chapter, compendiums

of critical reviews. on various tests are available '(See

for example, Burrows, 1978).

2. Evaluations must be administered in the native

language or predominant mode' of communication unless it

is not feasible to do so. Interpreters must be proVided

forschildren whose native language is not' English and

for those individuals with' hearing impairments who use

sign or manual systems of communication. This require-

ment is not always easily met. In some cases, clinics

and schools have children from- more than 20 different

countries or native American tribes, some with several

dialects.. 'Every effort must be made- to find interpre-

ters lor these populations before a "not feasible"

decision is made.

For the health professional, advo4cy initiatives will

be necessary for the child who Is'a user of an augments-.

tive. communication system. This might be particularly

so for the child with severe cerebral palsy. Unable to

.speak:because of significant. neuromuscular involvement,

this person-may respond well to assessment when working

within an adaptive manner and through the use of an aug-

mentative system.

3. No single procedure shall be the sole criterion for

.determining an appropriate education. Children may not

be placed in special education classes or related ser7,

vice programs owthe basis of.a single test. Behavior

is complex and multidimensional. No single test is

capable'of providing sufficient information to describe

the diversity in behavior or explain its basis. Conse-

quently, those responsible for the assessment of indivi-

duals with handicaps will need-to rely on the use of a

number of measurement instruments in 'determining the

status of the individual. In essence, a multidiscipli-

nary team will need to address the behavioral and psy-

chological complexities of the youngster to determine

educational placement.

How do these'requ:krements apply to the health professional in

clinical settings?. 'Child eveluations conducted .in clinics and

hospitals may be used by schools in making decisions about the child's

education program. Schools frequently refer individuals to other

agencies for evaluations and determination of related-seui<e needs.

such as medical/neurological status, physical-and occupational therapy

needs, as well as vision, hearing, speech, and language status.. In

addition, health professionals may provide "independent evaluations"
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for parents under Public Law 94-142. An independent evaluation is one

conducted by a qualified examiner who is not employed by the public

schools. In some instances, an independent evaluation may be reques-

ted by the parent as a means. of achieving a second opinion. In these
_ .

instances, the health professional will need .to develop communication

strategies that will facilitate relations with the family and the edu-

cational system.

It is 'important, therefore, for health professionals to under-

stand federal as 'well as state and local policy. -Several areas of

state policy are critical: 1

e- DEFINITIONS. Va ations exist between federal and state

policies re ing the,types of disabilities included

under the erm "children with handicapping conditions"

or. "children with special needs."

O ELIGIBILITY CRITERIA. In, order to participate in

special education programs and receive related services,

children must meet the criteria established by their

states. For example, candidates for learning disabil,i-

ties_classes may have.to score below the tenth percen-

tile on a, certain test in one state and below the

fifteenth Percentile- in another. Some states require

general health screening for all disabilities, while

others specify general'health screening only if a need

is indicated.

REQU IRED PROCEDURES. Most states require a battery of

tests be administered prior toa determiriation of need

and the implementation of required services and/or

therapies. In some cases, states publish a list of

approved instruments and. specify the number of tests

which must be administered to verify a suspected disa-

bility.

QUALIFICATIONS OF EXAMINERS. Professionals must meet

state education agency certification requirements. When

qualifications are not met, the tests administered may

not be valid for'determination of special edbcation

placement purposes.

HIGH-RISK. APPROACHES

While identification in this unit applies to children and youth

of all ages, there is particular benefit in early identification and

intervention. Smith (1980) cites the psychological and prognostic

benefita to the child, to the family, and to society. In addition to

other implications of early identification, long-term economic issues

related to care form another basis for early identification. The
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first three or four year's of life is ,a period characterized, by rapid

growth and development. By,identifying a youngster's disability and

providing the child with services during this early phase of" life,

there is an increased liklihood of remediating or lessening the

effects of the handicap. Postponing intervention, on the other hand,

could have negative effects such as the. development of an emotional

disability or other secondary handicaps, increasing the costs for

rehaWitation. These benefits of early identification apply to

yoUneaters "at-risk" as well as to children with identified handi-

capping conditions (Smith, 1980, pp. 6-12).

Smith (1980)' defines "at-risk" children as:

Children whose medical or environmental circumstances

place them in danger of developing a handicapping

condition, and is used interchangeably with the term

"high-risk." MediCally ;.at-risk" children include

those who are premature, have a low birth weight, or

who possess-a medical condition which has been shown

to frequently result in a handicap if no...--tr'gted at

an early stage. Environmental condition's, which have

lbeen proven to increase the' probability of, creating

handicapping conditions, include poor nutrition, lack

of medical care, abuse or neglect, and economic disad-

vantage. These "at-risk" factors may be present prior

to or.after the birth of the child (p. 4)..

/

The historical presence of an antecedant risk factor alerts the

health professional that an individual is at-risk for subsequent medi-

cal or developmental disorders. A body of research exists that

addresses the consequences of different events occurring in the pre-

natal, natal, or neonatal period. The study of these various events

is reasonable because all professionals are involved actively in

dealing with prognostic problems and outcomes for individuals who are

at-risk. 'Similarly, all
professionals share in the responsibility for

prevention 'of catastrophic outcomqs Indeed, all the activities in

early intervention programs are ',.*rected toward enhancement or

amelioration of outcome behaviors.-1 It is important,. however, that

planning and treatment for developmental
disabilities be basedon an

understanding of the individual's needs and status. This cannot be

achieved when etiology or high-risk categories alone are relied on to

identify children at-risk.. These latter devices are only first steps

in the identification process.

Health professionals need to be aware of the conditions that may

indicate the youngster is at-risk of having a disability. The use of

high-risk indicators is commonly used professionals to identify the

possibility of developmental or medical problems. Such approaches are

seen in the work of Tjossem (1976) and Ramey, Trohannis and Holstler

(1982). The following three categories of risk 'factors are proposed:
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t.

1. Established Risk, including children whose disabilities

are related to medical disorders of known cause. and

documented expeCtations for developmental. problems;

e.g:, DOwns.Syndrome, congenital deafness, and/or blind-

ness;
4

2. Environmental Risk, including children whose life

experiences cause 'them to be at risk for disability if
intervention-finoi instituted; e.g., children with his-

tories of abuse, children with failure to thrive, and

chronically ill and hospitalized children; and

3. Biological Risk, including those children whose pre-

, natal, perinatal, neonatal, or early development suggest
biological insult that singularly or collectively in-

creases the chances for later developmental probleMs;

e.g., prematurity or. metabolic disease.

The use of high-risk indicators allow` for a first step in

(

'determining an individual is at-risk. They do not allow for predic-

tion about what aspets of developmental or medical status will be

delayed or disordered. Furthermore, they do not specify the means for

screening-or identifying those individuals who will need,services. In

mMilaon, some Children with histories of significant neonatal compli-

cations may do well in the course of their development, while other

individuals without significant Indicator's may.evidence later develop-

mental variations which will require extensive attention for'approp-

riate service

/ Another approach to the determination of risk for developmental

problems is the use of behavioral indices (Liebergott, et. al.; 1983).

Screening programs based.on this method.test for an array of behaviors

grouped into areas (4 performance, including sensory, intellectual,

communication, social, and motor abilities. The behaNAOrs assessed

seem to serve at least two purposes.

The first use of indices is the determination of the indivi-

dual's abilities in rertainareaSof ability on the basis of expecta-

tion for age level. One disadvantage of behavioral indices, however,

is that in most-screening instruments insufficient numbers oI items

are present at each age level-or-in_any one area of behavior to allow

for'a complete understanding of an individUallsTabilities. In addi-

tion, some items_ are subjective and rely on parent-clinician agreement

for scoring, for example, whether a child combines sounds or enjoys

making. noises.

The second use of screening tests is' to serve as a first level

"sieve," allowing the user to identify a child who will need to be

referred to other qualified professionals for further assessment and

diagnosis. Eventual'referral of a child suspected of having a disa-

bility will be necessary before a child is identified'as "handicapped"

under Public Law 94-142 and, therefore, eligible for the special

1
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, .
.

education and related services guaranteed:by the law. Such a referral

and evaluation are required even when the assessment is'Conducted:.for

health rather than for educatiOnal purposes.

Without a comprehensive assessment, plannihg for intervention

'cannot be achieved effectively. Screening.is merely the first step to

this determination, 4nd as such, is no replacement for a.codprehen-

sive, integrated assessment of the individual. The, elements of this

assessment must be ascertained by the direct and shared decision-

-making efforts of a multidisciplinary team who'work yin cooperation

with parents and within the requirements established by law.

Although variations exist In individual states, the identifica-

tion process Usually includes the following steps:

A.' Screening:

Initial assessment is conducted.

High-risk indicators are,identified.

B. Referral: Referral is made specific to a set of chief

complaints on concerns.

Consent for testing from parent or legal guardian is.,

received.

Decisions for assessments on the basis- of chief

complaint or concerns are determined.

C. Assessment:
, .

o Clinical-educational needs are determined.

Titional assessments are conducted as reqUired..

D.- Meeting of the Multidisciplinary EvaluatioU/IEP Team:

Assessment findings'aie shared.

o Findi re integrated.

o The presence or absence of a hanicapping condition_\

is determined.-

o---The--Individuafized Education/ Program (IEP) which

specifies,servi-ces-tO-be delivered it deVeloped by

parents and professionala (See /
/

E.. Individualized Education Program (IEP) is' Implemented:

-Serviies are delivered.
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'Hp goals and objectives are monitored.

Student progress is documented.

F. Annual Review:

The IEP team is reconvened.

Current clinical7educational needs are determined.

Appropriateness of the Individualized,Education Pro-
gram and placement is discussed.

.Appropriateness of the Individualized Education Pro-
\gram is reviewed and revised as necessary..

1

Reevaluation and assessments must be conducted every

threejears.

. Reevaluation:

If the child 1.8 first identified by,a health'Ior-hu an service

agency, a representative from that agency should otify the local-

director of special, education who will initiate an as sment of the

child to determine` the need for special classroom services. The

school district .should be notified, even if child is of toddler,

age, so planning for the child can begin in advance. Many school dis7

tricts have preschool programs for children with disabilities. Health

professionals must assume responsibility for facilitating the orderly

transfer of care to other public agencies. Unit 5 provides details.

for referral, coordination, and management activities.

IfIF'S IN SCRIKENING AND IDENTIFICATION

The purpose of screening and identification procedures is to

separate (a) those youngsters who demonstrate no disability; (b) those

who are at-risk and will -need systematic follow-up for eventual
determination of developmental status; and (c) those who demonstrate

clear disabilities and, therefore, need services.

Care must be taken in using screening instruments. Too often

the items included in current screening measurements assess discrete

skills that may not.be related to later developmental achievement.

Clinicians must not rely solely. on these early behaviors to predict

future status. Only tests based on longitudinally-derived information

about developmental differences among various groups of individuals

will allow resolution of the dilemma.

Other issues, including the need for early identification and

the use of high-risk approaches have been addressed previously. r-Thee

1 0
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issues and' limitations of screening, suggest an additional considera-.

tion for health practitioners:
CONFIDENTIALITY during the identifi-

cation process.' Controversy regarding the use of high-risk regis-

teries. and the ethical considerations surrounding classification of

youngsters with disabilities (discussed in the Introduction of this

book), as well as the possible discriminatory impact on-racial.or'

'cultural minority groups, attest to the need for extreme caution.

Early tests, based on.limited. data, can become life-long stigmas for a

child. Evaluation procedures therefore,,..muat be, perceived as a cn-

tinuing process,.not.sporadic, irrevocable/events. Caution is neces-

sary both for test administration and for the way test results are

interpreted and used.

DEFINITIONS OF HANDICAPPING CONDITIONS

Definitions Of handicapping conditions provide a basis for

identification, research, and funding efforts. oks discussed in the

Introduction, however, definitions often are used as labels, leading

to stereotypical and prejudicial attitudes towards persons with disa-,

bilities. Further, definitions attempt to be mutally exclusive. In/

reality, an individual may demonstrate. multiple disabilities, as when

such generic functions as inte lectual, affective, linguistic, and

motor skills are involved simul ously. ,Consequently, health Aro-

fessionals need to understand t erns of behaviors demonstrated

by groups of individuals, recognizing that all disability groups. are

heterogeneous, not homogeneous, in composition and that-- each indi-s.

vidual within a group is unique.

Because definitions are descriptions of collective behaviors;

they are of limited value.. Definitions do not"delineate the mechanism

involved In the assessment process or in the planning, design, and

implementation of appropriate services. They also do not address the

similarities or. differences between normal and altered develoPment.

Definitions seldom account for differences across subgroups of.disa-

bilities. In addition, definitions do not reveal how changes in

symptoms, behaviors, and eds occur over the life-time of an indivi-

dual with special needs. Be ause of the misinterpretations related to

definitions,. many. theoretical, research,, and service-related problems

occur and confound an understanding of the handicappirk condition and

the individual.with that condition (Bashir, et: al., 1983).

Recognizing both the need for definitions of disabling condi-

tions and the problems associated with definitions, the following

brief outline of handicapping conditions and identification issues is

offered. This list is intended as a preliminary' outline of concerns

that can be detailed further by health professionals fn their efforts

to develop a more complete understanding of the various conditions.

/
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IDENTIFICATION OF HANDICAPPING CONDITIONS

Handicapping conditions included in Public Law 94-142:

1. Hearing Impairments,' including Deafness

2----Mental Retardation.

3.. Orthopedic Impairments
4.. Serious Emotional Disturbances

5. Specific Leaining Disabilities
6. speech Impairments
7.; Visual_Impalrments, including Blindness

.8. .0ther health Impairments

A. Definition:

1. THE DEAF AND HEARING IMPAIRED

"Deaf" means a hearing impai
child'ti hearing is impaired i

through hearing, with witF

ing" means .a hearing Impairm
t:Ing which adversely affects
but which is not incidd6d un
Lions 300.5 (1) and (3)).

B. 'High -Risk Indicators:

anent which is so severe that the

i processing linguistic information

out amplification. "Hard of hear-

nt, whether permanent of fluctua-

a child's educational performance,

er deaf (Public Law 94-142 Regula-

Hearing loss can be congenital or acquired. Familial history is

important since hearing loss can have e-a genetic'basis. High-

risk indicators include:

Rubella
Anoria
Prematurity
Rh-incompatibility
Mumps

o Ototoxtc, Medications

_-

Meningitis
Encephalitis

o Congenital Anomalies
Cleft Palate

e Prolonged High Fever
History of Chronic Middle
Ear Disease

4
Behavioral Ind ces:

Inconsistent; awareness Or response to sound or speech

Social situational concerns: Withdrawn behavior, poor

attention;5and over-activity

Difficulty with localizing the source of sound,

Delay in the development of language and speeCh abili-

ties

ment in a one-to-one setting

Difficulty attending in group situations \rth improve-

ment

1 0 .)r
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C. Classification of Hearing Impairuents--Issues for Consideration:

o Types (conductive;/sensori-neural, mixed)

Degree.',

Age of onset.

A conductive hearing loss is caused by interference with the

normal transmission of sound through the outer and middle ear. Con-

ductiye hearing loss may be congenital in the case of microtia/atresia

(deformity of the outer ear) or ossicular malformation. More often,

conductive hearing loss is acquired, as in the case of wax blockage,,

tympanic membrane perforation, or middle ear,fluid. Conductive losses

Usually are correctable with medical intervention, but respond well to

amplification., A sensori-neura hearing'loss is caused by inner ear

or auditory nerve dysfunction. An individual with sensori-neural
hearing loss benefits from hear ng aid use to the extent that sound

discrimination is preserved. 111 ed hearing loss,is a combination of

sensori-neural and-conductive types.' Management strategies such as

those discussed above apply similarly to the care of a mixed hearing

loss. Some sensory-neural hearing- losses maybe progressive. Regard-7.

Jess, careful and routine otologic\and.audiological follow-pp of.indi-

viduals is essential.

.

D. AsSessment Issues:

AsiesSment should be conducted by a multidisciplinary team

and include, as appropriate \and as required, by State policy,

an otolarynOgOlgiat audiologist, teacher of the hearing

impaired, speedh-language pathologist, educational' ppeci&

list, Afid'a psychologist faMiliar with the unique problems

of individuals with hearing impairments..
\

Issues to ConsiderAn Planning_ Intervention:
\ g

Intervention should include accountable decision- making in

the design of programs and strategies. A consideration of.

the following is essential to the 'planning of effective-

intervention for youngsters with hearing,impairments.

Early identification and early\ prOgrams: Auditory

Approaches

Decision regarding oral or total communication
\

Amplification needs

Speech and language therapy needs

Implications for learning in school Program Options-

And Support Services
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Implications for psychological develnpment-

Implications for life planning, involving the family,

peers, and other health and ,education professionals,

including vocational and independent-living specialists.

2. MENTAL RETARDATION

Definition: 1

"Mentally Retarded" means significantly subaverage general

intellectual function; existing inncurrently with deficits in

adaptiVe behavior and manifested during the developmental

period!, which .adversely affects a child's educational perfor-

man,ne (Public Law 94-142 Regulations 300.5(4)).

. .

High Risk Indicators:

Mental retardation may be caused by genetic, metabolic,

environmental, and pre-natal or postnatafactors. Mental

retardation also can result as a consequencrof 'infectious

dieeases, centralonervnus system damage, txic causes, or,

unspecified culturaI7familial factors.

/
Behavioral Indices:

o Delayed acquisition of motor milestones

Delayed acquisition Of speech and language skills

o Inconsistent patterns in the development of attention

skills, eye-hand coordination, activities, and language

comprehension

Significant reduction in the comprehension and production of

language

Decreased,rate and effectiveness in academic learning

C. Classification of Mental Retardation Issue for Con314eration:

Range of severity

o Differential Aspects of'Deviant9r Functions,'.including:

Cognitive skills
Judgment and reasoning abilities

o Self-help skills
Motor abilities
Communication skills
Socialization skills

o Academic learning abilities
Family-environment interaction

(11

Vocational abilities
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segment Issues: .%)

Assessment, areas include psychological, medical, com-

municative-,senaory, 'motor, education, developmental,

and.socio-adaptive behavior

Use of non-discriminatory methods and instruments

Evidence of\ three criteria: significant intellectual

impairment, manifestation during the developmental

period, and impaired adaptive behavior

Issues to Consider in Planning Intervention:

Educational program needs

Leatt restrictive environment

Independent living arrangements.

Vocational training needs

Family needs

Medical needs

0

ORTHOPEDIC IMPAIRMENTS

A. Definition:

-"Orthopedically impaired' means a severe orthopedic'impairment

which adversely affeCts a child's educational performance.' The

term includes,impairMent-Caused by congenital anamoly (e.g.,

club foot, absence of some body part,, etc.), impairment caused -

ty disease (e.g., poliomyelitis, bone tuberculosis, etc.), and

impairments:from. other causes (e.g., fractures or burns which

cause contractures, amputatib'n, cerebral palsy, .etc.) (Public

LaW 94-142 Regulation 300.5 (6)):'--

B. High Risk Indicators:

Orthopedid "impaitMents, .recognized. as neuromuscular' or

musCuloskeletal'impairMents, Mayresult row congenital or

acquired causes.

Behavioraljndices:

Delay, in developmental milestones for rolling, sitting,

or standing and walking activities.

Lack of independence in self-care activities to include

locomotion, activities of daily living (eating, dress-

ing, bathing).
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Loss of muscle activity or increased motor activity
(spasticity, paralysis, athetosis).

e . ,.Decreased arc of motion in joints.

Loss of or abnormal configuration of limb or body part.

7/-
Classification COnsiderationi:

o Type of impairment

o Site,of involvement

e Age of onset

e Sensory, motor, or sensorimotor disturbance (sensory:

lack of sensation palsy; sensorimotor: C-6 quadri-

plegic)

s. Available Voluntary movement

Involuntary movement

Available Arc of motion

Presence or absence of independent functional activities

Assessment Issues:

There is a need to identify clearly the differences among

the disabilities described' under the collective term

"orthopedically impaired." The areas of functioning such as

sensory, intellectual, motor, emotional, and developmental

growth are involved differently. For example, a child with

clubfoot and a child, with a s gnificant non-progressive

central nervous system disorde resulting from cerebral

palsy will require different as essment techniques and pro-

cedures.

'The determination of need must be made by a multidiscipli-

nary team in which integration of medical and developmental

history and status, psychological and socio-adaptive be-

and educational assessments occur as appropriate.

Those individuals providing assessments should be chosen on

the basis of professional training and experiences with
individuals evidencing a diverse range of orthopedic condi-

tions. The typical orthopedic assessment team consists of a

physical therapiSt, occupational therapist, developmental

therapist, psychologist, educator, and social worker.

E. Issues to Consider in Planning Intervention:

Early Intervention Programs: Determine specific needs

11 0
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Integrative, holistic approaches% for all orthopedic

problems which' involve .parents along with 'health and

education professionals as "primary" therapists

Accommodation needs:

Physical needs, orthotic and prosthetic appliances

o Motor planning, training, and facilitation

o Adaptive equipment and adaptation of equipment

Environmental needs, e.g., feeding, grooming, bowel and

bladder training

Architectural accommodations

Augmentative communication systems needs

Curricular needs and provider models

Social-vocational needs and appropriate planning

Planning for disruptions in educational process due to

need for medical/surgical intervention

Family assistance

Extended health or physical care needs.

4. SERIOUS EMOTIONAL DISTURBANCES

"Seriously emotionally disturbed" means a condition exhibiting

one or more of the following characteristics over a long period

of Mime and to a marked degree: an inability to learn which

cannot be explained by intellectual, sensory, or health factors;

and inability' to build or maintain satisfactory 'interpersonal

/relationships with peers.and teachers; inapproporiate types/of

behaviors or-feelings under normal circumstances; a generallor

pervasive mood of unhappiness or depression;' or a tendancy to

develop physical symptomsior fears associated with personal or

school problems. The term includes children who are schizo-

phrenic. The term does not include children who are socially

maladjusted but not emotionally disturbed (Public'Law 94-142

Regulation 300.5 (8)).,

B. High Risk Indicators:,

The etiology of emotional disturbances can be genetic, bio-

chemical, or environmental/interactional.
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Behavioral Indices:

The inability to relate or enter into reciprocal activi-

ties

The deterioration of family relationships

The inability to establish peer relationships or the

deterioration of peer_relationships

Inappropriate or bizarre content of communication

Behavioral disruption, e.g., significant aggressive

behavior, disruption in sleep patterns,' regression in.

bowel and/or bladder control; significant changes in

feeding behavior

o Irrational or exaggerated fears

Periods of unexplained sadness, crying, withdrawal, or

lethargy

Periods of "ritualistic" behaviors, e.g., rocking, wash-,

ing hands excessively, echolalia

o Inability to tolerate change or alteration of routines

Excessive use of substances such as drugs or alcohol

Unexplained physical complaints

C. Classification of Emotional DisturbancesIssues for

Consideration:

Severity: As a function\of perceived social and inter-

personal deviancy and loss of functional independence

Types: Ranging from chronic anxiety, depression, agres

sion, schizophernia and autism

\i(

Age of onset

D. Assessment Issues:

Establish current' levels of functioning; e.g., cogni-

tive, emotional, academic,and social functional levels

Evaluate the factors that interfere with the person's

resolution of conflict

Determine the appropriate milieu for theindividual'thai

will facilitate emotional and cognitive growth
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o Areas of assessment may include: medical, psycho-

logical, socio-adaptive behavior, and educational,

development.

Issues-to Consider in Planning Intervention:

Mileau, setting; residential setting; other service

models.

Psychiatric/Psychological Therapy

o Needs of the family

.Related health needs

Educational Placement Options

Special therapy needs; (e.g.; occupational therapy,

physical therapy, speech-language pathology)

5. SPECIFIC LEARNING DISABILITIES

Definition:

"Specific Learning Disabilities" means disorders in one or

more of the basic psychological processes involved in under -

standing or in using language, spoken or written, which may

manifest itself in an imperfect ability to listen, think,

speak, read, write, spell or to.,do mathematical calcula-

tions. The term includes such conditions as perceptual

handicaps, brain injury, minimal brain dysfunction,---dys-

lexia, and developmental aphasia. The term does not include

Children who have learning problems which are primarily the

result of visual, hearing, or. , motor handicaps, of mental

retardation, or of environmental, cultural, or economic

disadvantages (Public Law 94-142 Regulations 300.5 (9)).

3. High Risk Indicators:

Learning disabilities: can be cogenital or result from ana-

tomical differences of the central nervous system (CNS), .

neuromaturational- delay.; neurochemical/metabolic imbalance,

severe nutritional deficiency, trauma to Ke central nervous

system, or other acquired causes.

Behavioral IndicesInclude a History of the Following

Characteristics:

Inattention, distractibility; impulsivity

Hyperactivity

11.3
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HYpoactivity problems with eye-hand coordination

Problems in orientation, and laterality

Presence of language disorders

Perseveration.

Perceptual motor difficulties

o Motor imbalance'

e Problems in self-regulation and social interaction

C. Classification of Learning Disabilities: Issues for Considera-

tio6

Type of presenting disability:

Disorders of listening
Disorders of-oral expression.
Disorders of written expression
Deficits in acquiring basic reading skills

Deficits in reading comprehension
Deficits in conceptual fundtioning and meaning

Deficits in mathematical calculation

Severity of presenting disability

D. Assessment Issues:

The goal,pf assessment is the determination of strength and

weakness patterns and learning styles as they relate to the

individual's learning disability. Assessment should be con-

ducted by a multidisciplinary team to determine the type of,

learning disability, describe the educational and related

service needs, and facilitate planning and intervention.

Team members may include an audiologist, speech7language

pathologist, reading specialist, psychologist, occupational

therapist, social worker, and the regular classroom teacher:

E. 'Issues to Consider in Planning Intervention:

The type of educational program; e.g., regular class

with additional services, the use of the resource room,-

or substantially separate program

4.

to The educational training and experience of educators and

related service providers with individuals with learning

disabilities ss._

The coordination of related-service needs to the

education of the individual with learning disabilities
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Psychological and counseling needs

Pre-Vocational and vocational planning

Family needs

6. SPEECH IMPAIRED

A. Definition:
, \

"Speech Impaired" means a communication disorder, such as.

stuttering, impaired articulation, a language impairment, or

a voice impairment, which adversely affectd a child's educa-

tional performanCe (Public Law 94-142 Regulation 300.5'

(1Q)).

B. High Risk Indicators:

Speech impairments " may . result from structural causes,

central or peripheral nervous systems disorders, mis-

learning; or a sensory, cognitive, emotional, or acquired

basis (e.g:, strokeknduced).

Behavioral Indices:.

Rearing'aMpairments

Significant history of chronic middle ear disease in the

first' two years of life_ /-

Structural disorders of the oral cavity, such L cleft

lip and palate

o Neurological disease or disorders

'Lack of two-word phrases by 2 years, 6 Months

Lack of comprehension of name, 'body parts and common

objects by 2 years
. c-.N

Lack of sentences by 3.years

C. Classification of Speech ImpairmentsIssues for Consideration:

. Types of Disorders.

1. Resonance Disorders: Deficits arising from a dis-I

ruption in normal' oronasal sound. balance and AnostI

commonly heard as hypernasality or.. hyPonadality/.1

Resonance,disorders are frequently 'present in theI

speech of individuals with palatal deformity; e.g.,:

cleft lip/palate.
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2. Voice Disorders: Deviations in the quality, pitch,

or loudness of the voice. The basis of these

deficits may be physiological and/or psychological

in nature-

Fluency/Rhythm Disorders: .Disruptions in the

natural llow of connected speech. 'The most common

form of the disorder is stuttering.

4. Articulation Disorders: Problems in apeecb aound

'Production, such as substitution of one phoneme for

another, distortion.of phonemes, and Omissions or

.additions of phonemes. Significant disruption in

speech production is seen in some children with

cerebral palsy and may necessitate consideration for

or use of an augmentative communication system.

5. Language-Disorders:, Disruptions, in the person's.

ability to comprehend and /or use spoken, written,

read language. These individuals evidence. problems

in the use of language for purposes ,of social. dia-

logue; in addition, the majority of these indivi-

duals will evidence academic learning.problems.

Severity

o Age of onset

Assessment Issues:

Assessment of speech impairments should be conducted by a

speech-language pathologist and audiologist. A measure of

speech production, an examination of the oral peripheral

mechanism, and a measure of language understanding, pro-

duction, and use should be included at a minimuM., A. hearing

screening is essential.' Medical/neurological, psycholo-

gical, and related-health services also may be required.

Referral toother specialists shoUldlbe made, when indicated

on the basis of history, examination data, and other- pre-

senting complaints or Conditions.

E. Issues.to Consider in Planning Intervention:

Early intervention programs

s Pre-school and school -based speech improvemedt/language

\ classes

is \ Psychological/Counseling support systems

o Family support systems

1.6
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o . Medical-surgical intervention

o ° Frequency and duration of speech language therapies

-.Audiological assessments and, management

Consultation with teachers/

Educational implications'; impact of language

disorders on learning to/read and write

7. VISUAL IMPAIRMENTS

A. Definition:/
"Visually Handicapped'/ means a visual impairment which,

after correctionadversely affects, a child's educational

-performance. The term includes both partially- seeing and

blind children (Public Law 94-142 Regulation 300.5 (11)). .

B. High Risk Indicators:

"Visual impairments" may result ,from infections, injuries,

excessive oxygen neonatally, tumors, rubella, or other

prenatal and immediate .post -natal conditions, or may occur

in conjunction with other developmental disabilities. Two

categories of behavioral indices occur:

1. Appearance of the Eyes:.

o Swollen or red-rimmed-eyelids

o /Crusts near the lashes

4 Frequent sties

o Unusual discharge from the eyes or along the lids

Eyes appear to wander when child tries to focus

Pupils of the eyes are of different sizes°

Eyes that involuntarily move constantly

Drooping eyelids (ptosis)

. Visual Behavior:

Complaints of aches or pains in the eyes, excessive

'headaches, dizziness or nausea after close eye work
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Squinting, blinking, frowning, facial distortions,

constant rubbing of the eyes or attempting to brush

away a' blur; tilting of the head when seeing;
clOsing or covering one eye when looking or reading

Undue sensitivity to light

o Holds reading material too close-or too far away;

frequently changes the distance of reading material.

from near to far

o Head thrust forward or body tense when viewing,

distant object

Inattentiveness during reading; cannot read Tor long

.
periods without tiring; reads more poorly as time/

Span increases

Tendencies toward reversals of letters and words or

confusion of letters and numbers and similar shapes

o Poor spacing in writing

C. Classification of Visual Impairments Issues for Consideration:

Site of lesion

o Type of disorder: visual acuity, visual field limita-

tion, progressive eye disease (e.g., glaucoma), physical

condition which may lead to gradual vision loss "(e.g.,

diabetes),.and binocular vision.problems.

o , Severity of disorder"

General level of functioning

Age of onset

D. Assessment Issues:

Assessment of visual impairments should include medical

(including ophthalmological), educational, and psychological

evaluation. A family health history may indicate'apoten-

tial for visual handicaps; for example; -prenatal maternal

disease. Tests should _include visual acuity, physidal ap-

pearance of the eyes, -muscle imbalancecand.color vision.

Degree of dependence in exploring and dealing with the envi-

ronment, compensatory methods of diadrimination (auditory

and tactile), attention span, and blindisms (rocking or

shaking of the head), as well as emotional and social adap-

tation status should also be noted.

1 18



E.

-109-

Issued to Consider in Planning Intervention:

o Medical management, need for surgery or glasses

o Type of educational setting

Ambulation and parapetic training needs

Use of special equipment; i.e.., records, typewriters,

brail imprinters, talking book machines

o Mobility issues; home environment, transportation

Pre-vocational and vocational aspects

o Personal and social intervention needs

8. OTHER HEALTH IMPAIRMENTS

A. Definition:

"Other Health Impaired" means limited strength, vitality or

alertness, due to chronic or acute health problems such as a

heart condition, tuberculosis, rheumatic fever, nephritis,

asthma, sickle cell anemia, hemophillia, epilepsy, lead

poisoning, leukemia, or diabetes,.which adversely affects a

child's educational performance.; The term, also includes

children with autism (Public Law 94-142 Regulation 300.5

(7)).

B. High Risk Indicators:
O

Health impairments are considered handicapping conditions

under. Public Law-94-1424f, as a result, the. child requires

speCial education and related services.. The causes of

_health impairments are too varied to list and.may. be con-

geniEdI-or-acquired,Behavioral indices may-include any of

the indicators listed. for', other-disabilities.
.

C. Classification of Health Impairments --Issues for Consideration:

Type"'of impairment

Specification of functional limitations in

sensory, motorOntellectual, emotional, stamina,

independence, or other areas -

Severity

Ye,
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Age of onset

Presenting symptoms, e.g., frequent malseizures

D. Assessment Issues:

Assessment must be multidisciplinary. and multifactored

including appTzopriate medical, education, socio-adaptive

behavior, and psychologigal components as necessary.

E. Issues to Consider in Planning Intervention:

An approach which integrates the unique and differing ways

various, diseases affect a child's life and consequently

his/her availability as a learner must be used. Frequently,

there is a need to review a child's status as the disease

changes and causes changing consequences in life. The im-

pact'of chronic illness and acute episodes must be managed

realistically in all aspectd- of the child's life with
family, school, and social relations. Clearly, the emo-

tional consequences on learning and self-regard must be

attended to. Particular attention should be given to the.'

need for:

Alternative settings: hospitals, rehabilitation cen-

ters, home-bound instruction

Adjustments in scheduling to accommodate medical inter-

ventions or loss of stamina

Need :for life support or other special equipment

Related service needs

Preparation of educational personnel for .managing3the

child and providing assistan e to peers in clarifying

the child's condition and nee s

CONCLUS ON

When health7pftdeSSionai-iiit-fact with clients in-their profes-

sional capacities, they deal with nly- one aspect of the individual's.

life. Dieticians look at:the/person'a nutritional' needs; dental

4
hygienists view the peison's dental health; and so on. necessary

as. these roles are, the result can be like the peeso h]o is blind.

/deptTibirig an elephant by only experiencing the elephant's trunk. For

this reason, health professionals and educators., collaborate in

conducting screening and assessments- oillanditapping conditions in'

children. The following recommendationsi froni---the Boston Conference

on Screening (MEIR, 1976Wserve to summarize this unit and to prOvide

a framework for an effective identification program for children with

disabilities.
..

dive

/ .

/
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1. Tests and systems for screening and identification are

-useful-primarily in the referral of individuals for

multidisciplinary assessment and formulation of appro-

priateintervention and follow-up strategies.

2. All screening programs need to respect the rights of

individuals and their faMilies. A clear statement of

.What the results are, how they will be clarified,.and

the course of assessment need to be specified. This

recommendation increases the roles and responsibilities

of health professionals to (a) understand the roles of

other professiOnals-in-health care; (b) develop intra7

and interprofessional cooperative relationships; (c)

formulate appropriate referrals; and (d) provide appro-

priate advocacy for persons in their care.
rJ

3. All scrgening programs should be seen'as continuous

processes that .survey functions throughout the young-

ster's development. Thiris critical to ascertain the

possible presence of .eariier missed conditions, to

account for the emergence of *new" problems as a'func-'

tion of age and functional'learning demands, and.to

allow for the removal of the individual' from risk cate-

gories when problems are resolved.

4. Screening without appropriate follow-up and intervention

is futile.

5. The poor predictive validity ofiecreening instruments in

some domains-7fot example, intellectual or communicative

abilities--warrants their careful use.

6. At all points in the identification process, acoordi-

nator or coordinating agency should exist to ensure an

integration, of 'ecreeniing, referral,' assessment, and

service delivery activities.

7. Agencies should provide'.- time for-staff' to update their

knowledge and skills regarding identification methods,

instruments, and legal requirements ..via inservice or

continuing education programs.

8. Systems for data coordination need to'be developed to

integrate all the information needed to determine the

individual's status and needs at every step in the

process- -from screening to service delivery. ,

9. Screening and identification systems serving. rural and

itinerant pcipulations need to,be improVed and expanded.
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UNIT 5: REFERRAL, COORDINATION AHD MANAGEMENT OF SERVICES

_ PURPOSE AND OBJECTIVES

Purpose:

To explore appropriate .strategies for referral, coordination,

and management of health,. education, and related services for

youngsters-with- disabilities.

Specific Objectives:

At the conclusion of this unit, readers should beable to:

1. Identify-referral sources within, their particular health

agency or facility.

2. Identify local,. state, regional, and national resources for

services for children-And youth with handicapping conditions

and their families.

3. Identify and use existing networks of community, parent, and

disabled consumer groups to assist 'and support parents and

siblings of handicapped children and youth.

4: Use procedures for -making referrals for appropriate educa-

tional and healthrrelated services, consistent with profes-

sional roles: I

5. Facilitate and promote cooperation with other health- related

and education professionals iri;-providing "services to.child-

ren and youth with disabilities.

6. Identify, use, and promote the use of effective follow=up

and case management 'strategies to facilitate children and

Youth receiving appropriate services.

7.. Facilitate the. parents' active involvement throughout the

referral process in such a way as to make the best use of

their knowledge and expertise.
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Coordinating Services for Youngsters with Disabilities: A

Parent's Perspective
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-

In the preceding unit, indicators of handicapping conditions

were presented to assist.health professionals in identifying children.

With unique education and related service needs. Once need:El are iden-

tified, someone- must be responsible for linking the child with the

services required, often from several agencies. Practitioners in the

related health professions may be called upon to assist parents in

locating a variety of services or may have'dircAct responsibility for

identifying and coordinating such services themselves. Knowing what

to do and where to go next Is critical to both the child and his/her

'parents. How and where to:refer parents for services for ,their:

children, how to cooperate in coordination ofservices, and the

importance of identifying someone to manage the service needs of the

child with disabilities/take careful consideration and planning.

My role as Amy's mother and case manager fot her

service needs over the past 18 years has provided me

with many insights into the delivery of services.

Amy's need for specialized services were identified at

birth when she was diagnosed as having Down's Syn-

drome. Through-the years our family has weaved in and

out of many services and has had contact with numerous

health and. education professionals, includinipsYcho-

logists, nurses, social workers, occupational and

physical therapists, adaptIVe physical education per-

sonnel, X-ray and laboratory technicians, and others.

These experiences-haVe produced both good and'bad

effects. Luckily, through.continued communication

betweenmyself,'.Amy, her two sisters, and her:father,

we have been able to "weather the storm." In addi-

tion,./I have worked both as volunteer and paid

126



professional advocate to assist other parents, profes-
sionals, and the general public in understanding the
rights and needs of persons with disabilities.

Much has been said about the need for money to develop
services and to train professionals to deliver these

.services. But if the child and/or family is never
referred for those services, then the services do not
need to exist.

Decisions regarding referral procedures will be determined, for

the most part, by the roles, relationships, and professional responsi-

bilities ascribed to by each of the health and education professions.

Despite these differences, knowing what services exist in one's commu

nity and.how to access them are vitally important roles for all health

care and education prOviders, whether or not they interact directly or

consistently-with youngsters who have disabilities.- Without the

Additional 'effort required for coordinating ana managing such ser-
yices,/the professional may be creating more problems for the family
than he/she solves. Juggling to keep appointments with a variety of
=specialists, often at some distance from,the family's'home, finding

time to carry out the recommendations of each profesSional, finding

resources 'with which to pay for treatments, in addition to the daily.
-routine of living and sending the child to school can frustrate and

:exhaust the most stalwart parent.

These are'but a few of the difficulties parents must overcome to

obtain comprehensive care for their child. Other barriers include the

lack of awareness.of handiCapping conditions and discrepancies in role
definition and delineation among some care providers, causing wasted

resources and inappropriate_carez.____Dwindlingresourcesprofessional,
competition; and the lack of interagency coordination result in yet

more service deliyery inadequacies. In. addition, many services simply"

are not available to be coordinated. When this occurs (:the health

professional must manipulate systems or parts of existingresources

creatively to develop meaningful services for. a pa'rticular child._

Collaboration and cooperaion 'between and among professionals in

health and in regular and special education are essential to overcome

these barriers.

This unit will help the health professional address these

critical issues by presenting suggestions for referral, coordination,
and management of services for children and youth, with disabilities.

Specifically, the reader will learn a parent's perspective on identi-

fying and evaluating potential services and referral agencies,.match-

ing the child's needs, with appropriate services,- using effective
referral procedures, and coordinating and managing. the delivery of

services"; Appendix .5A provides a list of federal programs and

national organizations. cOncerned with persons with' handicapping

Conditions. These resurces will assist practitioners in identifying
locally-available services for youngsters with disabilities-and ,their

families. -
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IDENTIFYING AND EVALUATING S RVICES AND AGENCIES

'A good first step in learning the.referral process is to

understand the process used for referrals in one's own'egency and/or

organization. It will be important for the health care prOvider to

identify the person in the agency who is the referral contadt\and to

gain an understanding of how referrals come into and\go:OUt2of the

agency. The procedures and forms to be completed should.be,reviewed

apd information relating to the agency's responsibiliand pro-

cedures for follow-4_ services should be identified prior to.client

contact.

Making a Resource. File,

Once. theereferral process within one's own agency is understood,.

the health professional is ready to look at the resources available_

from the local community, neighboring communities, or state..-

There are many.ways to begin identifying available resources.

At the local level, -questioning knowledgeable people in the 'school

system, social services agency, United Way office (if available),

and health department, or looking throUgh the yellow pages in the

phone book,. should proVide helpful information about local services

for persons with disabilities. The state agencies responsible for

public education and/or social services should be contacted for

information about services not available locally.

As a new person in a community, :.I have found a call to

the :local or state agencies mentioned above yields

additional local and state resources'. The more con-

tacts one makes, the-more resources one can identify

to provide assistance for specific concerns. It takes

time, however, to develop contacts and establish work-

ing relationships. Time is often a major barrier to

providing or obtaining services for persons with

handicapping conditions, with parents and care pro-

viders becoming frustrated in the process.

Once services are identified, it is helpful to organize theth for

easy access when trying to match clients' needs:with appropriate

services. One initial method is to separate the services into.two

"groups:
specialized'services and general services, using a list or

card file system for recording all the services available in each

community.
.

\

Specialized services are those designed specifically for persons

-- with disabilities: and their families. As .a result of Publid Law

94 -14,2 (discussed in Unit 1), the lodal school sytitem should be first

on the liSt Of specialized-services.
'Educational and related health

diagnoStic testing is provided by the public schools for all children
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suspected of having a handicapping condition. Depending on state law

and the disability, assessments may be available from birth to 21. If

a child is found to have a handicapping condition, the 'school will

provide many, if not all, of the services the child needs. Special

educators and related health professionals employed in schools should

be helpful in locating other specialized services in the community.

The following is a pditial list- of potential specialized

services. These programs may not exist in-every community, particu-

larly in ruralareSs, and they may be known by other names in some

communities. :'They.are listed here to give. the health professional

some perspective of the. broad array of available resources. Addi-

tional information on thege services is contained in Appendix 5A which

is an annotated list of available federal programs of interest to

persons with disabilities and their families. These federal programs

are offered threoligh.itodal health and-human service-Agencies-and show d

be included when developing the resource file. Local phone, numbers

for the agencies listed below usually can be found in the Yellow Pages
, .

of the telephone directory.

Specialized Service

1. Regular and Special Education
programs and related health
services.

2.,Scieening Clinics for'hearing
.(and vision.

3: Specialized Clinics for speech-,
-language services, physical
therapy, occupational therapy,
and services for persons with

cerebral palsy, hemophilia,
cystic fibrosis and other

disabilities.

4. !pecial Day. Programs offer a
variety of social, daily living,
and pre-work skills training.

'5. Parent Support Groups for parents
of children with handicapping
conditions.

Where to Get More Information

Local school Superintendent's'
office.

Local health department;
school nurse; or Crippled
Children's agency.

Local health department; also
see listing of disability
Organizations listed in.

Appendix 5R.

State or local education
agency; vocational/technical
center; office of.vocational .

rehabilitation; or organiza-
tic:ma listed in Appendix 53.

Contact one of the organiza-
tions listed in Appendix 5B
under the specific disability
of the child involved.

6. Sibling Support Groups for brothers Usually organized under the

and sisters of individuals with auspices of a parent. group

disabilities. such as the Association for
Retarded Citizens (ARC) or

other organizations. See,

Appendix 5B.
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7. Genetic Testing-and Counseling
for individual's at risk of hgv,ing

or transmitting genetic disorders.
. _

Hobe Training Programs for young-
sters with disabilities and'their

families.

9. Specialized Recreation and Leisure

Activities. These range from

holiday parties to-regular-day
activities and summer cnmp

experiences.

10. Vocational or Work-readiness:-
Centers for youth and adults

with disabilities.

11. Counseling services for persons
with disabilities and their
families..

12. Respite Care which may include

short-term child care, emergency
services, and vacation planning

assistance.

13. Out-of-HOMe Living Arrangements

may include boarding homes for
childrer(attenaing special schools,

foster care, group homes, half-Way

housesi specialiZed nursing homes,

and state'inStitutions,

14. Information/and Referral Services

to assist i.Identifying available"
-.resources a d information on how

to-access/Oem.

15. Financial Assistance to indivi-

dualS with
/

,disabilities and

Local health department

Local schools offer homer

bound instruction for
`children nable'to attend

classes; contact.. community

social s rvices agencies to

assist fpmilles to care for

and adjust to-children
with disabilities.

I.Commun ty Action Agency if
one.elciatsi local Department

--of-Parks-and- _-Recreation;_or_-
organiza ions listed in
AppendiX 5 .

Local vocational rehabilita-'
tion office; school district

vocational ucation director;

or organize ions-listed in

Communitypental health
center; rippled Children's
Services or school district
psycholo 1 / services

department.

)
Local socia se vice agency.

/

Local education agency;
department of social ser- .

vices; mental health, or
mental retardation agency.

Usually-a function within
each agency and organization.

Two national infokmation
services are listed in
Appendix 5B.

Local-social security office

for Old Age, Survivors, and
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their families to help meet
basic needs.

16. Transportation PrOgr
persons with handicap ing
conditions may includ safe

and appropriate mass transit,
air transportation f r indi-

viduals, and funds or acquisi-
tion and improveme4 of
transportation vehicles,
equipment, and facilities.
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Insurance (OASDI)
and 'S pplemental Sedurity
Income (SSI) programs.

Airlines will provide infor-
mation on reduced air fares
and other assistance to per-
'sons with disabilities and

their attendants; contact
the state.or local department
of transportation for other
information.

General resources are those available to all members of society,

.not _only to those with handicapping conditiona;---

hears of a healtih club or social organization denying membership to

persons with disabilities. It is unlawful to discriminate on the

basis of a handicap; therefore; persons with disabilities have the
right. tepartiOpate in programs and activities available to the

general public. 1 Through/ their knowledge of general services,...the

health care professional/Can assist parents in obtaining support and

respite services from. the community at large, and increase the quality

of life for youngsters with disabilities. The following are examples
/

of general community resources.

General Services I Where to Get Information

1. Medical Care unrelated to'a Yellow pages of the telephone

disability from physicians, diiectory.

dentists, and other /medical
professionals.

' 2: Day Care for working parerits;
nursery schoolb.

'3. Children's educational, social,
recreational, and/or religious

programs.

4. Single Parent Groups offer
support, information, and
social activities.

5. Support for Children in single
parent families.

6.'Famlly Planning Assistance.

Yellow pages; classified
advertisements.

YMCA; YWCA; Boy Scouts; Girl
ScoUts; 4-H Clubs; churches
and synagogues.

Yellow pages; Churches and
synagogues; Parents Without
Partners (PWP).

Big Brother/Big.Siater
Program:

/ Public Health Department;
Community health clinics;
Women's Health Clinics;
Family Planning Organi-
zations.

1:31
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7. Child Abuse Prevention and

Treatment. Handicapping
conditions have been both
consequence of and a suspected

contributing factor in child'

abuse and neglect cases.

8. Food-and Income Assistance

programs such as food stamps,

homemaker services,.the WIC

program (supplemental food

program for women; infants,

and children) aid to families

with dependent.children.

9.Fundraising, social and service

activities.

10. Advocacy and Legal assistance.,

a

Local human service/agency;

health-department;ter
Parents' Anonymous/.

/,/

Jl

Local food Stamp office;

health department; local

public assistaCe (welfare)

agency.

.

Social and-Traternal-oreani---
ations such as Lions; Elks;

Shriners; Moose Lodge;. Junior

League; BUSiness and Profes-

sional Wo en's Clubs;

il
Jaycees; ,daycettes; and the

Veterans/of Foreign Wars.

Public interest law firms;

League/of Women Voters;
stateProtection and AdvoCacystate/Protection

(listed in Unit 6).
ft

//

Agency services are appraised initially to determine their

suitability for inclusion in the resourcel' file and potential for

meeting the needs of youngsters with disabilities. They also are

evaluated over time to insure-referrals and service are handled

expeditiously and effectively. The initial evaluation .generally

occurs via a telephone interview or mailed questionnaire? at which

time the following information 'is collected for each entry in the

resource file.

Agency Name
o Address
o Phone Number

Contact Person
o Office Hours

Description of Services.

o Client Eligibility Criteria

4) Referral Procedure
o Fees/Costs-

As the resource-file is developed and agencies are further assessed,

additional information which will be helpful for parents of children

with disabilities should be included: Is it best to contact this

agency early in the morning or late afternoon? Does one agency work

with. some disabilities'betterthan other agencies? What should the

parents bring with them fOr.their first visit (e.g., birth,certifi-

cate, insurance card)? Is one contact person more sensitive to

families of children with\ disabilities than another person at that
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agency? The card file of local resources also should contain infor-
mation regarding the re erral process. Identify the forms, letters,

and background informat On required. What are the agency's follow-up

policies -and procedure ? How much time will it take to receive the

service following,a referral?

MATCHING THE CHILD AND THE SERVICE

Once the Child's needs' are assessed (discussed in Unit 4) and
the available, resources known, the next step is, to match die- two

together. In addition to knowledge of the child and community
resources, -this step requires good judgment, sensitivity, tact,

patience, and persistence.
--------

1

Not all agencies work well together. Some, though Appropriate
--services are available, refuse to serve children who can not pay'for

their services. Sometimes the child must meet very narrow eligibility

_criteria. It is not unusual for;agenciesto retest children referred
Ito them whOse_test scores are in the borderline range and to deny Ser-

vices if a child scores a few points -higher on the retest. Some

_
= children-with multiple disabilities will not be.ligible for services

from an agency equipped- to serve only one.-of the child's needs. A
frequent example is a child with psycho- social problems in addition to

another disability. One agency may treat this child as.though the
emotional problems were primary and-not within .the Scope:of its
services, rather than' coordinate services with another agency that
would handle the.psycho-social needs. Professionals must know the
challenges that await them if they are to .facilitate the delivery of.

appropriate services to children with handicapping conditions'.
_ -

The. general and specialized resources listed earlier contain
suggestions, such as local or state funding sources, which May-help in

creating new services to meet .the unique needs of a particular child.
This is necessary particularly when no match can be.made between the
child anC.currently, available services. In addition, for rare
handiCapping conditions, services are regionalized and) parents may

need to travel out of state to:obtain treatment for their child.
, .

Unfortunately, no quick formula or easy solution for notching
children and services exists: The best preparation for this step is

to find out as much as possible .about one's community and state
services and to carefully review the child's'dtagnostic records before
attempting to make a referral. Carefully summarizing the reasons for
the referral will. help the intake worker at the referral agency deter-

mine if indeed a match is made.



Working with the parents through a systematic problem-soliiing

process should help in making referral decisioni. Thus, the needs of

the youngster must be clearly. identified and defined, resources

systeMaticallyXeviewed and analyzed, and criteria determilad for the

best solution. Comparisono are made for costs, eligibility require-

ments, distance from home, and so on, until a proper fit is assured.

Sometimes a. phone call to verify some detail can savepardnts a wasted

trip.

The following case study illustrates the process of matching the

child'aneeds with appropriate services. In this example, the child,

Mary, is eight years old and has mild cerebral palsy. She is moder--

atelyretarded, Moderately overweight, and has-controlled-seizures and

asthma.
tends

-education class. Mary's parents are devoted to her but after eight

years of constant searching for medical, social, and educational

services and maintaining their daughter on a limited income, they

both feel frustrated and exhausted by their efforts. .The service

needs identified by the care providei and with Mary's parents are

listed below with the agencies'most likely td'meet the needs.

Services.. Seeded

Family Support Program

Weight Control

Case Manager to Coordinate
Scho(p. and Social Services,

Respite Care

Dental Carelc,for Seizure Victims

Training in Walking, Sitting,
!Motor Skills

Once service needs and potential referrals have been identified,

'
the health professional, .in concert with the parents, should determine

a course of action and identify the next steps, including timelines

Refer to

Association for Retarded
Citizens .

.1/)

Dietitian/Health Dept.

Medical Assistant/Pafent/
Special Education Teacher

24 Hour Residentiil
Program/Mental Health Agency/

Title XV Social Services
Agency

Dental Hygienist

PT, OT/Crippled Children't
Services

/
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and the person(s) responsible for implementing each action. In Mary's

case, parents and professionals. should continue the problem-solving'

process in deciding Whether the parents or a professional should

initiate the referrals required, conduct the necessary follow-up, and

monitor services as Mary's care manager.

The following section discusses types of referral and responsi-

bilities of each party in the referral process.

USING REFERRAL PROCEDURES

Types of Referral,:

As noted earlier, the roles, relationships, and professional

responsibilities of the health care provider Will determine general

referral activities: and procedures. Further decisions will concern

the type of referral provideddirect or indirect. With the indirect

referral process, information on available services is provided to the

parents. and the responsibility falls on the parents"shoulders to make

the referral contact and folloW through.. Discussing the:types of ser-

vices available in the community with parents is one example of an

indirect referral.' The .parents would then be responsible for seeking

out the telephone number and address of the service they are inter-

ested in and for making their own contact. Providing the parents with

the name and telephone number of a specific service also would be con-

sidered an indirect referral. The parents then would take the respon-

sibility for contacting the. referral source and for following up when

necessary. . -

Indirect referral is-used primarily for First,

when theparents have assumed the case coordination or management of

their child's services, they may only want ideas of available

resources for services in their community. The parents then select

the resource theY'wish to call. The other reason for indirect

referral is if the health professional is relating'to the family as a

neighbor or friend_and does not want to get too involved in the

process. Sometimes indirect referral information is provided to let

the parent know that services are available andthat they, the

parents, are not alone in seeking services for the child.

The 'direct referral is a process in which both the parent and

the health professional take responsibility for the referral contact

and follow -up. Methods of% referral include telephone, written

requests, and personal contacts.

. ,

One methOd of direct referral is when die health professional

makes a telephone referral on behalf of the patents who have a child

with a disability.\:This call may be made to an agency or organization

providing either -a general service or a specialized service and may be

directed to a personaifriend ortrusted colleague of the health pro.:

fessional. With this approach,_ the health care provider generally
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makes the first appointment for the parents. A direct referral also

may take the form of a written letter or standardized form. After

receiving a written referral, the referral agency can then either

contact the health professional or the parents to make the first

appointment:, A written referral also may follow a telephone contact

to satisfy agency policy, to provide additional data, or to fulfill

the request o the referral contact.

Whether the child is referred by telephone or letter,.; it is

important to provide a description of the referral reason so that no

time is lost in \delivering services. Results of tests, observed

behavior, and professional concerns should be shared during the refer-

ral process. - - - -- Name-, address-,and phone 'number -- .should -be-
included - -so

the referral agent can contact the. health professional for further

information. A sample referral form may be.found in Appendix 5C.

.Also; it is, important.to determine the information needed fro

the parents and child. How is the referral agency use thi

information? How useful will the information be to the service need

of the .child or the'parent? For instance, the health care provide

ahould not_ask about the sex life of the parents prior to the'child'

birth unless. the relationship of how that information. is relevantto

the child's present service needs can' be illustrated. Respect the

parents' right to privacy.

The last point. to remember in.providing information about

youngsters. with handicapping conditions is confidentiality. Remember.

to obtain the parents' permission' to share information about their,

Store test data and other. information in a safe place and do'

not. release it to anyone. without the parents' permission. (See

Appendix 5D for a sample releasefotth.),

Now that the decision is made to refer the parent And/or.the

child, there are other considerations which must be decided: Who is

going to take the child to the referral agency - -the parent alone, the

health professional alone, or both the parent and professional? .Does

the parent have transportation available? Is there a need for baby -

sitters for other-children in the family? Should the referral agency

meet the family in the family's home,.in the referral agency's office,.

or 'in the office of the health professional who is making the refer-

ral? 'Should both parents, if, available, 'be presentat the first

appointment with the referral agency? What' dO the parents need to

bring,with them for the first' appointment? Are there special instruc-

tions the.thild 'must follow prior. to the referral visit (sUch as

abstaining from solid food for.several,hours, bringing a urine sathple,

current medications or special adaptive devices)?

A
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, Points to Remember:
-

When making referrals, do remember to:

Provide reason(s) for referral;

o Include all relevant data;

D Respect parents' right to privacy;

4). Maintain confidentiality-of records; and

Help parents prepare for the appoihtment.

PARENTS' ROLE

Just as in the identification and assessment phases, parents

should be involved throughout the referral and coordination of service

processes. Health professionals-who 'work with parents in defining the

youngster's needs help,insure both comprehensive solutions and collab-

oration in--the remediation -stages. The health professional should

help parents understand what, services their children may need, where

these services. are available, -and how parents,/bay obtain these ser-

vices fortheir children. One aspect of the health profestional's

responsibility in helping the parent understand the process is to

"listen" to what the parents say. As. -noted in-Unit'3, through active

listening, the health care proVidey.,:can dererMine whether parents shave

understood the ,explanation of,,thejservice(s) needed or whether the

parents--require.more inf xmation or support concerning the referral

process.

-isIt not- easy -for parents to be told they have a child with

special edUcational, medical, or social needs. It takes time for

parents to absorb this information, understand what it means .for. their

child, and thbn make the best decision for their child. Unit 3. on

'Communication provides general strategies for interacting with clients

and their families. There are, however, some additional helpful hints

to remember when working with parents during the referral and manage-

ment of services for their child.

Emphasis should be placed on discovering the

child's accomplishments and -the parent's suc-

cessful strategies, not only on identifying unmet

needs. When interacting with parents, therefore,

it is preferable for the professional to ask ques=.

tions and listen-carefully in a problem solving
approach rather than simply to give directions or

sontions to parents. Parents have valuable data

which can be used in addressing their
needs and should be considered part df the team

with-the professional. Through collahoration with

professionals in a problem-solving approach,

parents increase their self-confidence and accept

themselves as part of the.solution instead of of

as part of the probleM, enhancing their abilities

to function as their child's own case managers.
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A parent may refuse another referral agency recom-

mended. by the health professional because of a

.-:_-_.,...previous-bad_e.xperience_with-a -ze-earx.al,...,agency.
The professional needs to understand the history

of the situation--needd to understand the parents'

previous experiences--before attempting a new

referral which may be the parents' tenth such re-
ferral in as many months.

Also, the professional,Should be-alert to the

parent who is "shopping around" from referral to
referral trying to find" a."cure" for their child.

Instead of another profesgional's diagnosis or

treatment,' this parent may need a parent-to-parent

referral. Another parent may be able.to "get
through,.",wheteas.the. health or other professional

may have failed.

And lastly, a health care provider must remember

that he/she sees the child for a limited period of

time, while the parent had responsibility for the

child for the entire twenty-four hour day. _The

behavior or potential problem perceived during the

`short visit spent with the child and/or parent may

be caused by something that'-happened earlier in

the day and may not be a true reflection of the

child's co ition or needs. Aldo, in unfamiliar

surroundin a child may act or react quite dif-

ferently th when in familiar surroundings such

as his/her home.

FOLLOW UP ON REFERRAL

Followingup on a referral is as important as making the

referral itself. Follow-up takes different forms._ One way is for

parents to assume the responsibility for contacting the professional

after the referral. The parents may want -to thank the health profes-

sional for guiding the family in the best direction for their child or

to express-it.heir negative reaction to the referral.staff oft service

recommended. Sometimes parents will seek clarification and/or under-

standing aiWhat they heard from the referral source or they may just

want' to talk about t leir child and his/her service needs. 'Maybe the

parents wane another referral source.

If parents'do,not take the responsibility for providing feedback

regarding their experiences, then the referrer should assume the re-

sponsibility for' follow-up. The health care provider should first

check with the referral agency to determine if additional information

is needed and to determine the referral outcome from the agency's

point of view.
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Next, the referrer should contact,one or both_parents. If the

parents dLi not keep the appointment, discuss what can be done to

assist_them in Teseheduling,;,Theremay have been legitimate reasons

why the appointment waimissed.----ASSia.-theriareii-siii-gOiliiie"
the--

issues to ensure the child receives the services he/she needs. If the

parents kept the appointment with the .referral agency, discuss with

them their reactions, additional concerns, and further, assistance

needed.

Professionals who make frequent referrals may find it helpful to

maintain an agency referral follow-up log to help monitor service de-

livery and effectiveness. The most helpful logs contain the following

information:

client's name to service and'date requested

e' referral agency e date of- initial contact

contact person 'date of service delivery

o referral method (phone or' e comments on quality of

letter) the service

A two-step referral and follow-up_log can be found in, Appendix 5E. A

quick glance at'such a log will reveal delays in service delivery, as

well as aid in case management and agency evaluation. When delays are

noted, a phone call is in order .to determine the catof-the delay

and to assist, if possible, with any problem uncovered.

To obtain the date the initial. contact or intake appointment

occured, the date service'delivery began, and comments on the quality

or effectiveness of services, health practitioners need to check back

with.-referral contacts and parents,_.Including an agency response form

--at--the--t-imeofrefer-rniean--savethosemaking
rPfer r 81 s from

repeatedly' calling agencies to follow-up on a referral (See Appendix

5F). If the response form is not returned within two weeks, a second

referral, or trouble-shooting call, may be required to achieve

results:. _Monitoring referrals. in this way often reduces delays in

service delivery to an acceptable. minimum.

COORDINATION AND MANAGEMENT OF SERVICES

Just as in the referral process, health practitioners must work

closely with parents through a systematic problem-solving process in

coordinating the child's case. In order for the delivery system to

work on behalf of children with disabilities and their parents, there

alto must be coordination of services among the health and education

rofessionals. One persqn must assume the role of case manager to

in ure each service is and continues to be appropriate for the child's

needs and that additional services are added as needed.

The professional providing physical therapy, for example, also

should understand how such interventions affect someone else's role,

whether it be the "special education teacher, speech-language patho-

logist, dietitian, occupational therapist, or regular education
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teacher. Consider the child's confusion when learning to identify

common household objects when he-teacher uses the term "couch" to

identify an object, the speech- language patholp st uses the word
diian"fPr7theSA.ieobj-e-c't-',TaifdTtliTe-:-p-a-Fdiit-S7tiSe-Tthe--wPrd 'SPIN:-

This confusion can be corrected 'easily.by coordination and communi-i

cation among providers, parents, and the child _

Many parents have assumed the role of manager for their child's
--

service needs. This may /be the moat` desi/ rahle.and appropriate role

for the parent. Howeve", this does not/let the health or educational"

professional off the hook from assuming/any responsibility for coordi71

nation. Team work is/needed throughoUt the child's growth and devel7

opment to assure the child's needs are-met appropriately. I

I

I

To assist in this coordination, our family used a
"traveling" notebook. /Amy carried a note book to

school so that her teacher, language specialist,

physical therapist; /adaptive physical education

teacher, and I could all write notes on relevant

activities concerning Amy. Each person could read the

others' comments and this assisted all involved and

saved time by not having to repeat the same activities

or concerns.

Another aspect of coordination relates to setting, realistic

expectations for the child. and the family. 'Without coordination among.

health and education professionals, activities prescribed may be

working at cross. purposes. Even more'unrealistic is expecting the

parent to "program" their child for more hours than the day allows in

order to meet the requirements of numerous professionals. This

--haTliens-more frequently, than_healthe-provisters
following example from my own experience illustrates this point.

When Amy was fifteen and in a Milwaukee Brace for.

scioliosis, the physical therapist- designed a-program

which required three sessions of forty-five minutes

each.. This was concurrent with the teacher's program

-design of two hours a day, plus the mobility and

speech teachers' design of another two hours, All of

this was in addition to Amy's eight-hour school day.

As Amy's case coordinator, I called a meeting to dis-

cuss the demands placed on Amy and her family and
reorganized her program, so we could have some time

just to be a family. Many of the teachers' programs

on time and money identification were worked into the

regular routine of the day, rather than providing
specific set-aside times to work on these. concepts..

Similarly, Amy's program for improving. number'and'

counting concepts were included duringthe exercises

designated by the physical therapist.



Many parents have assumed the role of coordinator or manager on

behalf of_their child because they (the parents) Are the only ones who

know all the professionals relating to the child. This frequently

happens if the medical, related health,.and edhcation professionals

are located in different facilities or towns as in the case of some

rural areas.

Many factors may be involved in deciding which health profes-

sional can or should take the role of case coordinator for the child,

when parents are unable or unwilling to' manage services for their

youngsters. The amount of time required to be coordinator is cer-

tainly a determining factor.' Other considerations may be mileage and

location of professionals and parents (such as -in'rural communities),

or .support or lack of support by some professionals on the team. All

prOfetsionals, whether or not they assume a case management function

should tare-Etie-iii-p-no
er6-111:fra-findairr011-iih-aTt-011ier dervices the.

child receives and determining what coordination would be appropriate

;_under the circumstances.

.

_.

Professionals and parents working together on behalf of a child

with disabilities have been described.as the "glue" that really makes

the system work. This alwii.ys is easier to write on paper than it is

to put into practice. Most people believeein coordination until some-

one wants to coordinate' th .\ Professionalism,- turf issues, person

alities, and reimbursement of cies all seem!to be excuses which pre -.

vent services from being.coo dinated and provided in the best possible

way for the child and/or the\family._
.

\

SUMMARY AND CONCLUSION,

This unit has highlighted the referral process with helpful

hints along the.way. The role of parents has been discussed with'key

questions to consider in this area. The issues of follow-up to

referral have been 'explored. Not surprisingly, the real key to

referral-, coordination, and management ofservices for children with

disabilities and their faMilies is COMMUNICATION-with the child, with

the family, and with the child's other health-and.education service

-providers.

One thing I learned from working with professionals

over the years is that we all are able to learn from

each other, if we all learh to listen and communicate.

The one complaint I hear most from other parents,
family memberd, and persons with handicapping condi-

tions-id-that--the professional didn't listen; didn't

appear to hear what parents wanted for their children.

-Health. professionals play a vital role in the referral and

coordination of services to youngsters with disabilities: Their

caring. and khowledge can help make this a better world for these

youngsters and their families.
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ADDITIONAL READINGS

Cheek List of Income Tax Deductibles for Medical Expenses. 1980.

United Cerebral Palsy Association; Inc. Pamphlet.- Free..

A helpful resource to share with parents.

Monograph No. 4 - The Need for Collaboration Between Educational and

Health Services in Programming For Young Handicapped Children.

1977, Margaret Jones, M.D. and T. Berry Brazelton, M.D. United

Cerebral Palsy Associations, Inc. 42 pp. Price $1.25.

Reviews the findings of a Itudy_of a

infant centers loCiied in -the East, Midwest and -Far

Wein.

Psychological Consultation: Helping Teachers Meet Special Needs.

Clyde A. Parker, Editor. 1975. The Council for Exceptional

Children. 270 pp. Price $10.00, members $8.50.

Services and practices which help special and regular

teachers, rprincipals, and support professionals work

together-irOnainstreaming exceptional children.

Rural Resources. 1980. United Cerebral Palsy Associations, Inc., 15

pp. Free.

A listing of rural organizations and'agencies across

the nation of interest to persons with developmental

disabilities.

_Special Education and 'Pediatrics: A New Relationship. .A special

issue of Exceptional Children. Jan. 1982. The: Council for

Exceptional. Children. 96 pp.. Price $5.00, members $4.25.

A 'collection of articles discussing the role of the,.

pediatrician in collaborating with edUcation anerela-

ted service providers.

Guide to Community Awarenes and Interagency Cooperation. 1981,

Jacquelyn 0. Jones, KathleenPetisii Carol.S. Hagen, and Amy L.

Toole. Board of Cooperative-Educational Services. 119 pp.

Free.

This guide explains methods for helping professionals

understand a community's "character" and develop a

tailor-made awareness program. It also explains'the

transdisciplinary team approach to providing a range

of- services and methods that can be used to encourage

attitudes of sharing and teamwork.
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- -UNIT-bi--ADVOCACY-

PURPOSE AND OBJECTIVES

Purpose:

To clarify the advocacy needs of children and youth with handi-

capping conditions and the diverde'roles health professionals

may assume in the advocacy process.

Specific Obi ectibves:

At the conclusion of this unit,'readers should Wable to:

I. Identify and promote the advocacy needs of children and

youth with handicaps.

4/
2. Discuss the concept of "advocacy and promote an advocacy

role for' professionals in health.

3. Describe the different models of Advocacy and ,their approp-

riate use by health professionals.

.4. Identify existing or potential coalitions and independent

groups with whom to effectively adVocate on behalf of

children and'youth with disabilities.

5. Identify and 'utilize, resources for effective advocacy

appropriately.

6. Identify barriers to and solutions.fOr effective advoCacy..



°

Effective Advocacy: Roles and Strategies for Health
Professionals

ETHAN B. ELLIS

Most children are expected to grow into independent adults who

are able to survive, even flourish, in the_competitive world of

contemporary American society. Over the centuries, the family,

school, church, and other social institutions have evolved as-

mechaniSmsto provide the support, protection; and education those

children need to accomplish the growth expected of them.

Until recently, society had quite different expectations of

- children-"with disabilities.- If they lived at all, and their

disabilities were severe, they were expected to be perpetually

dependent on\their families or to subsist in residential facilities

where their basic needs were barely attended to. Those who were blind

or deaf were expected to live in their own subcultures on the fringes

of society and to interact with that larger society in very limited

ways. 'The meager social resources devoted to those children reflected

and reinforced society's meager expectations of them.

Even less focused expectations were formulated for children with

'less severe, or. hidden disabilities. These children were.expected to

compete with their peers. Why they failed at school or at work,. the

reasons for:their failure were seldom noticed. On the. rare occasions

when they succeeded sensationally, society .applauded their success as

an exception.

During the last four decades, some of us have shifted our

expectations of children. with- = disabilities markaly: . Aavances'in

medicine, health' care, and education have enabled many more of such

children to 'become productive adults. 'Our changing, views on the

rights of other.minority .groups have' made us..rethink_our attitudes

toward persons with disabilities. -



As a result, we have begun to build ew social institutions and

mo&LEy...,:.old_ones_to.-provide-theser-youngs ter thepro tectioni-.-suppo

and .education they need to become. independen adults who can function

effectively 4n our competitive society. e created these changes

in our social institutions self-consciously hrough litigation and

legislation. Lawmakers and courts have estab ished the rightA of

these children to 'a free and appropriate educat on. Discrimination

against them on the basis; of-their. disabilities h s been .prohibited.

Some of the...physical:barriers blocking their acc ss' to and travel

Within the. larger society have been removed." Prog ams in education

and human-services designed to-support and protect these children have

been created.

These new social institutions which establish the rights of

children with disabilities to appropriate education and which provide

them with that education ,have been imposed rather abruptly on the

older social institutions' through which this society.educatee its

children .who are not disabled. While the social institutions of
-regular-education-htve evolved overtime and-out of a long tradition,

the newer ones requiring that children with disabilities be educated

were developed externally by. judges, lawyers, and legislators.. In

many instances, this has led to conflict. Some of those who know,

support, and owe theirlivelihood to the existing institutions have.

resisted the changes necessary to accomodate children with

disabilities. They have also resisted the intrusion of the special

educator and allied healthprofessionai.

As a result,. the health care professional and special_educator__,

have had tobecote advocates for programs which promote the ability of

youngsters with handidaPping conditions to becothe independent adults..

To do. so effectively, service -providers must acknowledge the ability

of these children. SOMe reexamination of what is believed about .

children with disabilities' may be required, for those'beliefs will

determine how healthand education professionals provide these

youngsters with services as well-as how they advocate on their behalf'.

This unit will. examine how the beliefsand attitudes of those
Who provide education and health care. to childfen with disabilities

affect those services and shape the children who receive them ps'well

as how thoseattitudes determine the advocacy roles profeIsionals

'assume. on:behalf of youngsters with disabilities.

ATTITUDES AND SERVICE DELIVERY

.What each of us accomplishes_ in life is determined to a great

extent by what we believe about ourselves and our abilities. These

beliefs,'in turn, are determined largely by those around us, parti-

cularly those who, play significant roles in our lives.

.
As previously discussed in the Unit on Communication, children

with disabilities begin life at. a disadvantage': Not only do their

disabilities objectively limit their accomplishments in some areas,
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but those disabilities encourage others to view them as being

---inc-apable--1-n-a1l;-areas------This -view-of---otters-about-the-11-mtted-

abilities of yoUngsters with handicaps often limits. their

accomplishments' more severely than dd the physical or mental

limitation? of the disabilities themselves.

Ed cators and health care professiOnals who serve youngsters.

with dis4ilities play a, critical role in determining what they think

about thel6elves and -their ability to become independent, productive

adults.. They work with those children as they attempt to overcome' the

effects of those disabilities and develop lifestyles which will accom-

modate them. While parents and peers also play'a part, the percep-

tions and attitudes of teachers, clinicians, and'therapists can make

the difference in whether the child with' a disability: views

him/herself as a success or as a failure. This view often becomes a

self- fulfilling prophecy.

Even more critically, the professional's view of.the child with

a disability determines how he or she serves that child and.the

benefits that child gets from that service. Within reasonable limits,

the teacher who 1/4,1,cives that the child can :learn produces learning

children; the spc: f.&,-;guage pathologist who believes 'that the child

--can talk produces a salicing,..child. When thus encouraged, the child'

who talks and learns when others thought, he could not, gOes on to

accomplish other wonders'thought impossible.'

We know little about this magic circle in which belief

illuminates teaching and'healthcare so that they in-turn beget,self7

belief and accpmplishment.in youngsters,with'handicapping conditions.

Whiie.me don't' knowenough about why or how it works,, we do know that

it works-. We also know that it has produced thousands of adults with

disabilities that exceeded our earlier expectations of them and helped

us to increase our expectations of those whO came after them. .(Unit 3

discusses some strategies that do increase the. opportunities for.-the

magic circle to work in.the,deliverY of services).

This magic circle of belief not only illuminates the delivery of

service, it also illuminateat:and expands the role that profeSsionals

assume as 'advocates' for youn sters with disabilities. If a tegcher

believes that 'a child can 1 arn, he or she is energized to remove

obstacles which block the hild from a productive life. If the

physical therapist.believes.that a child'can walk or learn to

manipulate its environment to its .own ends, fie/she'becomes impatient

With-the barriers nociety puts'An the 'way of that child as he/she

seeks a. greater degree pfindepehdence.

That belief and that impatiende generate the" energy of which'

creative, effective advocacy is born.. Such advocacy may 'take many

formn,,dictated by the' particular needs of child,or group of.

children, by the skills ofthe professional, and... by the resources at

his or her disposal,. Some are obvious, some less so.

1 7
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__r
,- --- -.:THBACKALTII-CARE-PlitiWESSIONAL-ANDAIDUCATOR-AS-ADVOCATES------7.---

4
.

. The following' situations illustrate how the healthAnofepsional

and educator can act" as" advocates for children. with'Olsailities.

They suggest ways in which professionals 'can expand their ownladvocacy

activities.
.

_ -,

.

0 0 0

As an occupational therapist at a rehabilitation center, Maggie'

evaluates children with neurological impairments. As an expert

witness, she frequently gives evidence supporting the need for-related

services in due process hearings which are held to resolve disputes

between parents and school districts on such matters. She often

addresses parent groups an new developments in thetreatment of neuro-

logical disorders in children. Wheh the parents of her young clients

encounter difficulty in coping with their children's disabilities, she

encourages them to join parent support groups and arranges for, a mem-

ber to take them to their first meeting:

jiaggie is an advocate for children with disabilities when she

acts as an expert witness on their behalf. She expands that advocacy

role as a lecturer and referral source for parent self-help groups.

Susan is -a dental technician with a large dental group practice.

Her sister's son has. multiple disabilities -which hat; made her aware of

the need for specialized dental equipment for such children. She

persuaded her dental group to 'purchase :Such equipment. The practice

is now recognized as the major satire-6-6f dental care for children with

disabilities in her community. ;Because of this expertise, they have
contracts" to provide dental care to the disabled clients of several

rehabilitation facilities and health care agencies. Susan's employers

have asked her to screen all'the patients in their general practice-

who haye disabilities to determine if they are aware of. the community

services available to them.

'Susan's advocaCy On behalf of her sister's son has led her.

employers to become an important link in the network of services to

persons with disabilities in her community. It also has increased'

their business considerably.

Bob -teaches a-class of children with moderate mentaliretarda-

tion. He also is president of his district's teachers' association

and active, in their state organization. When it-appeared that the.

federal regulationaTiiiplementing.the Education for All Handicapped

Children Act might be weakened, he persuaded the state teachers

association to Support legislation whidh strengthened the state's.

' special education statute.



Maryanne.is a lab technician at a pediatric hospital. Many of

its patients attended a private school for children with severe, low

incidence disabilities. -Maryanne also is active in county politics

and hosts teas for candidates during the elections for county super-

visors. When the private.school had to close because of financial

problems, she took. an .interest and invited.several of the parents to

discuss their' children's future with three of the candidates who were

later'elected. Within the year, the county,built-and began to operate

an expanded day school for children with severe, low-incidence

disabtlities.

CHARACTERISTICS OF EFFECTIVE ADVOCACY
r.

These examples illustrate several characteristics of effective

edvocecy as practiced by health care professionals and educators on

behalf. of children w ih disabilities. A closer look,will, reveal

issues related to one's profeasionalism--both technical and ethical

COMpetende as a professional.

One may advocatelon behalf of individual children as "Maggie. does

when she givea'aupportive' testimony at special,educatiOn hearings.

.,One may also advdcate On'behcall. ofa group of children with disabili-

ties. -That gro0 varies in size according ,to the level at which

decisions are madevwhich affect those children. Susan potentially

improyed the entire: service delivery system for persons with

disabilities in" her community. Maryanne's .'-.advocacy guaranteed

services to a narrow range ofchildren throughout her county and Bob's

aCtions improved:the edutational opporiunities of youngsters with

handicapping conditions across his state.
.

A wide variety of skills come into play iweffective advocaci.

Some skills are job-related, others are not. 'Maggie Amesher Profes-

sional: skills 'as an expert witness and lecturer and:when she makes

referrals to.parent groups. Maryanne's job brought her in contact

with the,children:who needed a. new school but the political skills

which made 'the new school happen .were not part of herjob'descriPtion.

Bob's familiarity with the OdUcational needi of: children with

disabilities is rooted in his professional training and experience,and

he combined it effectively with his position and power in. the

teachers' association:

"Effective' advocacy 5
4ten. requires '`:marshalling variety of

resources to deal with a problem. We all have or_know-of.resources

within our networks that can be.brought; to bear on the problem at

,hand. :The creativity Involved in effective advocacy. is.to recognize

what these resources are end how and when to, use them,.

The way in which'm particular problem is resolYed depends,on the

resources available: Take away Maryanne's political. contacts and the

J. 4 9
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children in her county would have been educated by their local dis-

tricts-or sent out of the county to residential placements. Her

skills resulted in a different solution and one which the parents

liked better: That may be why they sought her out. Take away Bob's

position in the teachers' association and the special education laws

in his state might have been'strengthened by, the lobbying of parents

of children with disabilities-or through litigation., Bob used his

position to make the best'of several solutions happen.

Finally, each of these advocates went beyond the limits of their

profesSions as traditionally, defined to advocate on behalf of

youngsters with handicapping conditions. This suggests 'that those

traditional definitions are expanding to include advocacyadvocacy_
which is necessary if children with disabilities are to live more

'independently in our society.

Professionals in health;and education function in a variety of

contexts, relationships, and institutional structures. At times, they

may face ethical dilemmas in. their roles as advocates. Each situation

will evoke different ethical dilemmas, with'each demanding decisions

which are often in conflict with one another. The ability of the-

'professional to provide competent, yet personalized,, humane care,

therefore; requires not, only technical expertise, but also a clear
understanding of one's professional, ethical, and moral responsibili-

ties to clients and other care proyiders.

Albert Schweitzer defined ethics as 'the name we give to our
concern for good-behavior. We feel an-obligatidn-tb considelThot only

our own personal well-being, but -also that of others and of human

society aria whole" (American:Viewpoint, 1980). Viewed in this light,

ethical behavior and advoCacy go hand_ in hand. The challenge fore

professionals is, to-develop 'appropriate advocacy behaviors in the

context of such. dilemMas; including ethiCal,judgment, .knowledge of

one's rights and responsibilities, accountable and systematic

decision-making,,and a sensitive and caring interpersonal style.

As 'advocates for youngsters with disabilities and. their

families, professionals should be guided by several basic principles.

The, principles and resources' which follow apply for all forms of-
effective advocacy--for all advocates,' whether in health care or

education. .

PRINCIPLES OF EFFECTIVE ADVOCACY

-Advocacy is' a very 'pragmatic business; despite its very kin-

cipled go. Is. In fact, its first rule is that problems and.resdurces.

determine ablutions. Despite that pragmatism, there .are some basic'

prificiplea which have. proven effective over time. They include the

..following:: . .
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Find out how decisions are made within the system

and who Makes then.

In some decision-making systems, the procesg is

simple and straightforward and the decision-makers

are easily identified.. In_most, however, there .

are informal processes which are not apparent or

accessible to the public. This is particularly .

true of political decisions but it also is true of

educational and health care decisions. It is a

popular cliche that many school board budgets are

finalized on the golf_cpurse. It is equally true

that-the Individualized- Education Programs (IEPs)

in a particular school disirict may be shaped by a

dominant member .of the Child study' team exerting

influence beyond his/her area of expertise. If

you want to influence such decisions on behalf of

youngsters with disabilities, find out who makes

them and how they are made.

Know as- much as you can about decision -hers and

what makes them tick.

This is a corollary of the first principle, but a

very important one. Many positive decisips for

youngsters with handicapping conditions have been

made by public figures who were very private about

the members of their families who had

disabilities. Many other such decisions have leen

made as political trade-offs or to please an actor

not apparently on, the scene. For example, an in-

fluential .state senator once persuaded a governor

to force two cabinet officers to reach an agree-

ment by threatening to hold up an appropriations

bill. He did so when the woman who hosted his

campaign, breakfasts learned that the lack of

agreement was blocking the establishment of day,

care centers throughout the'state. Her advocacy

caused $39 million-to flow.

Treat each advocacy effort as a unique event.

-Because Johnny and Jimmy are both fifth gradeis

with learning disabilities, it does not follow

that they need the same reading program or that

their teacher will be equally interested in the

progress of both. Because two school districts

voted down the budget for special education, it

does not follow that the same strategy 'will get

that budget restored. One district may succumb.to

a public outcry from the parents of children with

disabilities; in another, parents and other advo-

cates may have to elect their own candidates to

the school board.



-144-

4. Don't assume that anybody knows anything, but

never treat then as if they don't.

.Public officials have to make decisions on many

issues and they cannot be informed ,on all of them.

One of the'simplest ways to influence their deci-

sions is to provide them with information which is

,both reliable and favorable Ito your cause. Do it

gracefully and responsibly nd they will come to

rely on your opinion as we as on your informa-

tion. ff

5. Involve the child with a disability. and his or her

parents in the decisions for which you advocate.

The youngster and the family have to live with the

consequences of the decisions made; you don't.
They have a right to know what youare advocating.

on their behalf and what impact the outcomes may

have on.their lives. They also play a part in, .
achieving the-objective you both agree to; if they

don't understand the objectives or have doubts

about them, they will play that role less effec-

tively.

6. Parents have a right to be wrong . . . within-very

broad limits.

Another corollary and a very difficult one:

parents have a total picture of their child which-

: is more comprehensive than any single professional

. has of_the child.. This often leads'to disputes
between parent and advocate over what is'best for

that child. The advocate brings information and

analysis to. the .advocacy. situation; the parent

brings knowledge Of and feelings about the child.

If agreement cannot be reached' after differences

are explored and shared fully, it is often best to.

be guided by the parents and use the situation as

one in which they learn to become more effective

advocates for the child.

On rare Occasions, patents may be so wrong that

what they propose will be obviously and actively

harmful to their child. In those cases, the advo-

cate may have to oppose them. That is a critical

and heart-rending decision because it threatens to

'destroy their capacity and confidence in adVocat-

ing for their child in other situations. It is

wise not to make such a decision without consult-

ing a colleague who is wiser.and more detached
from the situation than you are.
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7. snow your liaits.

If the child you are advocating for needs a lawyer.

or other professional advocate, see that the

parents get one; don't try to be one. Don't let

t
your role as an advocate conflict with your role

as a professional. If that happens on your job,

identify an outside advocate for the child. If it

happens repeatedly, back up to determine if some

of the other'principles you have learned here can

be applied to change the situation.

RESOURCES FOR EFFECTIVE ADVOCACY

The advocate for-children with' disabilities must draw upon a

variety of resources depending on the problem being confronted-and the

strategy employed to deal with it. This section' identifies some of

those more common resource needs. It also describes ways of meeting

them.

Laws and Regulations - Federaliand State )

The rights of children with "disabilities are spelled out in a

variety of legal documents, federal and._, state statutes and the admin-

istrative regulations implementing them,'as well as the decisions of

the courts in the federal and state judicial systems. Some of these

legal documents require interpretation by competent attorneys; while

others are readily accessible to any citizen. The following reviews

where they can be found, how to use them, and where to get legal

assistance when their interpretation is beyond professional training.

County courthouses and libraris as well as most larger

municipal libraries have law libraries which contain printed copies of

all the federal and State statutes. They also have copies of the

codes or regulations promulgated by the federal and state agencies

responsible foi. administrating laws. While the statutes 'Amy require

legal interpretation, the administrative codes or regulations are

written so that nonlawyers can use them in 'their daily work. With a

little patience, the average citizen can master them. Most libraries'

have staff who can lead one to them-

The pivotal statute in the area of rights for children. with

disabilities is Public Law 94-142, the Education for ".All Handicapped

Children Act. (See Unit 1 for a discussion of the hiStory and provi-

siohs of this federal law.) Its provisions are spelled\ut in detail

in-regulations published in the Federal Register on August 23, 1977,

by the'U.S. Department of Health, Education and Welfare.* Despite

* Copies are $1.50 each and may be obtained from the Superinten-

dent of Documents, U.S. Government Printing Office, Washington, D.C.

20402.

1 Fi 3
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this detail, the regulations leave a number of options to the states.
Each state has exercised its-options through statutes and/or regula-

tions of its own. Therefore, the most complete description of special
education law as it functions locally can be found in the state admin-

istrative code. Copies of the state regulations should be available
in each local school district, which may be a less formidable place to

start looking than a law library.

The other major piece of federal legislation which established
basic rights for persons with disabilities is Section 504 of the

Rehabilitation. Act of 1973, as amended (also discussed in UnitA).
This sebtionibars discrimination against persons with disabilities by

any public or private agency receiving federal funds. section 504 was

implemented by more than sixty pages of regulations which were
published in the-Federal Register on May 4, 1977.* These, regulations

apply without mOdificationNin all of the states.and territories.
/ .

.1

In addition to these basic federal statutes, many states'have

passed laWs which establish additional rights' for persons with

disabilities within their bordera. Some of these statutes prohibit
discrimination against-persons with such areas as

zoning, voting' rights, transportation, guardianship and marriage,
while others require that newly constructed buildings be 'free of

architectural barriers. Therefore,- the advocate. must examine the

statutes/andregulations in these areas as they are written in his or

her state. .

Other Legal Information

While every advocateforchildren With disabilities needs some

basic knowledge of those children's legal rights, many do not have the

time or inclination to become serious students of the law., but rather,

need to know how it applies in specific situations. This information

can be gained in several.ways.

Every state.. has. a network f legal service or legal aid
societies which were set-up .to provide legal representation to persons

who cannot afford to pay for it. Many local legal service agencies

have .represented low-incoMe persons' with disabilities and have a

fairly extensive knowledge of disability law. A telephone call to
such an agency can often yield the answer to a specific legal question

or a referral to someone who has the answer.

.

Each state also has a'ProtectiOn and AdvOcacy System (P&A) for

persons with developmental disabilities. These P&As were mandated by

Congress in the federal developmental disabilities legislation of 1975

to-provide. legal and other advocacy services to that population. Most

are located in the state capitol, but many have local offices or toll

free telephone numbers for easy access. In addition to providing

answers to specific-legal questions, many P&As provide training in

*Copies are. $1.50 each and maybe obtained from the SUperinten-

dent of Documents, U.S. Government Printing Office, Washington, D.C.

-20402.
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disability law to consumers, parents, and other lay advocates of per-

sons with disabilities. Generally, this traini'ng will be.tailored to

the stated needs of a specific group; A list of the P&A's in each

state can be found at the end of this chapter in Appendix 6A;

.Because disability law varies in its details from state to

state, a number of'groups have published- handbooks which outline how

the law applies to, persons with disabilities in. their states. In some

states, this handbook as been published by the P&A; in others, it has

been published by a consumer or parents' group (listed-in Appendix

5B). A contact with either generally will turn up a lead to a copy.

Finally, many national advocacy groups have published-articles

or summaries which describe how.a particular piete of federal.legis-

lation affects the population for whom they advocate. The journals

and newsletters of these national 'organizations are also a major

resource for local advocatesoin keeping up with pending federal

legislation and judicial decisions which have national implications

for children with disabilities. Many.of theirpublications_are free

or relatively, inexpensive. A list of these, organizations appears in

Appendix 5A.

Recently, the focus of legislative advocacy for children with

disabilities has shifted from the federal to the state,level. As a

result, advocates have had to become familiar with the state's system

of decision-making. While this chapter can not provide specific

information about each state's law-making Process, there.dre'a- few

pieces of information which 'should be helpful;

Each state legislature has one or more public information

offices which supply. an incredible amount of detail to anyone who asks

them. That information includee, copies of all.legislation introduced,

who introduced it, and where-it is in the legislative process. These

offices are listed in the telephone directory of the state's capitol

"city. They ,often can be reached by toll-free numbers.

The major source of information in this system, of course, is

your local 'state legislator. He or she usually has adocal office,

staffed with persons anxious to answer questions and learn consti-

tuents' opinions. That's, how they get reelected.

Attorneys and Legal Services

Most children with disabilities are denied their rights because

parents or professionals are ignorant of the law. The knowledgeable

advocate can redress most grievances. Occasionally, however, legal

intervention is necessary': The P.L. 94-142 regulations require

schools to inform parents of any free or low.cost legal services, if

they request this information or initiate a due process hearing. _Two

sources of legal representation, P&As and legal aid societies, have



been mentioned already. Because each has limited resources, they both

identify other sources of legal assistance in their communities to

meet needs which they can not handle or to serve populations not
covered by their respective mandates. Therefore, bOth are excellent

places to start when seeking legal representation for a child with a

disability. /

In'some states and local communities, the private bar actively

encourages its members to provide free or low-cost counsel to those

who can not afford it. Such services can be located through P&As,
legal aid societies, and state and local bar associations. The latter

can also identify attorneys who specialize in disability law for' the

client with sufficient funds to pay regular legal fees.

Throughout the country, there are a number of public interest

law firms which provide legal information and representation to
various sectors of the disability community. While their funds. are

limited- and they tend to concentrate their resources on precedent-

setting cases, they are part of a larger legal network serving persons

with disabilities and, therefore, often can identify local legal

.resources. Several are listed in'Appendix 6B.

Advocacy Networks

The advocate who is seeking social change to benefit children

and youth with disabilities is in need of allies'who share similar

goals. Fortunately, this country;and each of its.states and their

local communities are crisscrossed. by networks of individuals and

organizations interested in systems advocacy on behalf of children and

youth with disabilities. The task for the new advocate is to identify

those networks and link. up with the ones. which share his or her speci-

fic interests. Like all networks, one strand eventually leads to all

others.' Here are a few ways into-the web.

Major disabilities which affect children. have served as the

focal point around which many of their parents organize to protect

those. children's rights, improve, services to them, and stimulate

research for the prevention or cure of-those disabilities. Organiza-

tions such as the national Association for Retarded Citizens (ARC) and

United Cerebral Palsy Association (UCPA) maintain government affairs

offices in Washington, D.C., staffed by competent lobbyists. Most of

these organizations have state offices, as well as local chapters

throughout the country. One of the major functions of the state

offices is to inform state legislators and administrators of the-needs

of children and youth with disabilities. Local chapters_often perform

the same function at their level and support the/state'and national

offices in- their efforts by involving parents'; in the legislative

process. ,IniEF strength of these organizations)varies frowstate to

state, but most states have several such groups, which are active in

systems-advocacy.
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In the last fifteen years, persons with disabilities have begun

to organize themselves for political action. Thousands of their

groups are-scattered throughout the country. Many are,-sffiliated with

a.particular disability, while others are organized across disability

lines. Some have joined together to form the American Coalition of

Citizens with Disabilities (ACCD) which represents their interests in

Washington, D.C. These groups often woirk closely with the state and

local parents' groups mentioned above. Often they are known to the

P&A in their state as well.

With the passage of Public Law 94-142, the local school district

has become the focus of many..services to children with disabilities

and in many districts the parents of these youngsters have formed

_local groups to improve services. Parent groups are usually known to

the special educators in those districts.

The number of organizations promoting, the rights of children

with disabilities is endless: Contact with one, followed by a. few

well-chosen questions, will usually link the inquiring advocate with

the group or resource he or she is looking for.

NV.

ADVOCACY ROLES AND MODELS

As the health professional and special educator become more

deeply involved in advocacy r children and youth with disabilities,

they discover they\are joining m y others who also advocate on behalf

.of children, yOuth, and adults th disabilities. It_ is important to

know what these other advocates do and what they call what they do.

TUrliSi follows is an attempt to map out a typology of advocacy for

children and youth with disabilities, to describe the various roles of

advocates, and to define some of the terminology which has grown up'in

the field of advocacy since the courts began to recognize the rights

of persons with disabilities. This closing section might be called

"Who Does What For Whom."

In trying to make the distinctions as sharp as possible,

advocacy roles and models will be examined from several antles.

Advocacy activities then will be classified in terms of whether they

serve individuals 'or groups, followed- by an examination of how

advocacy is accomplished (Individually or collectively). The unit

will close with a discussion of the persons commonly involved in the

various forms of advocacy and how their roles sometimes overlap.

This may involve some repetition. Hopefully, the repetition will make

the distinctions clearer.

Individual Advocacy or "case advocacy" is advocacy on behalf of

individuals with disabilities and includes:

Provision of generic or functional services
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Counseling and support--Citizen Advocacy and Peer

CounOeling

Coordination of generic services=--case management

Lay representation -- informal an-iiMaldue process
proceedings

Legal representation--for due process proceedings; litigation

Protective Servicesintervention against abuse and neglect

Collective Advocacy or "class, advocacy" is advocacy on behalf of

groups of persons with disabilities and may involve the following

activities:

Planning and administration of generic services

Mutual support

System's advocacy -- administrative coordination and rulemaking;

legislation

Standard setting and enforcement; licensure

'Class action litigation

In each category above, the types of advocacy have been arranged

along a continuum beginning with those,which are the least formal and

ending with those which employ the most formal proceedings and

enforcement measures. To some extent, the involvement of volunteer

versus professional advocates parallels this continuum with the volun-

teers being more heavily involved in the first-listed types in each

category and the,professionals'in those listed later. However, this.

distinction is frail enough to begin many arguments and-to resolve

very few, The following is a brief description of each of the activi-

ties listed and how they have earned their practitioners' claims for

inclusion under the umbrella term, advocacy.

INDIVIDUAL ADVOCACY

Provisions of Generic Services

FeW-of the services received by a person with' a disability are

delivered in a vacuum. Generally, the service providers are linked

together formally or informally and the service provided by one

impacts upon the way others, may- deliver theirs. EaCh develops a.

unique understanding of the person with a disability and his or her

needs. To the extent the individual service provider uses' that

understanding to improve the totality of services provided, he or she

is an advocate for the client. The dietician who sees a-patient
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hiving. difficulty with a knife or\forc and suggests an occupational

therapy evaluation is an advocate at the most basic level. The lab

technician whospots a barely perceptible limp which, on examination,

proves to be evidence of an undetected stroke is an advocate. \Both

have transcended their normal professional duties to obtain better

services for the persons under their care.\

Counseling and SupportCitizen AdvoZaey and Peer Counseling

Counseling in the generic sense of providing guidance an
psychological support can be adjunct to advocacy when it is used t

help the person with a disability or his or her parent(s) to clarify

goals and gather the strength to'pursue them. In varying degrees of

intensity,.counselors, friends, and other. professionals provide this

advocacy service.

In addition, there are two programs of support which have become

formalized enough to be recognized aasub.fields within advocacy. The

first, Citizen 'Advocacy, was developed to provide support to young

persOns.and adults with mental retardation so that they can 'live more

independently. Most Citizen Advocacy programs are sponsored by local

Associations for Retarded Citizens, but .an increasing number are being

-developed. to serve others with developmental and related disabilities,

either by volunteer agencies such as United Cerebral Palsy Associa-

tions or by the Developmental. Disabilities Protection and Advocacy
AI<

(P&A) Systems.

These programs generally employ volunteers on a one-to-one basis

who provide support and companionship to a pertion with a disability

called a protege. The volunteer may perform other services for the

protege ta improve the skills he or she needs to function more

independently. These may include tutoring or ieas formal training in

reading and language' arts, grooming and personal hygiene, money

management, shopping, and meal preparation. In some instances,, the

Citizen Advocate may intercede on the disabled person's behalf with

community institutions and social service agencies to increase their

understanding and acceptance of that person. In conflict situations,

the Citizen Advocate may speak on his or her behalf as a lay:advodate'

and some programs engage in systems advocicy to change the community

response to persons with disabilities as a group.-

The second, Peer Counseling, has grown out of the Independent

Living movement. In this program, persons with disabilities who have

succeeded in living independently share their skills and experiences

in a counseling relationship with others who have recently become

disabled and/or who are trying to achieve a greater degree of

independence. The sophistication of this program, like that of

Citizen Advocacy programs varies with the degree of training of the

helping person and the complexity of the problems of the person he or

she is helping. Some peer coanselOrs are paid and others are

volunteers depending on the philosophy and/or funding level of the

program in which they work.
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Coordination of Generic Services-7-Case Management

Some disabling conditions require complex interrelated services \

over an extended period of time. The person coordinating the deliVery

of these services for a particular disabled person has recently come

to be called a case manager. Usually, although not always, trained in

social work, this person is charged with negotiating his or hex
client's way through an often disjointed network of human service

agencies and insuring that/there disparate services are somehow
tailored to meet the, client's very individual needs. This is a very

specific advocacy role which has developed to serve persons with

developmental disabilities. To some extent these same skills are
used, generally over a shorter period of time,, by the vocational
rehabilitation counselor in coordinating the variety of services a
person with a disability needs to prepare for and obtain employment.

Lay RepresentationLay Advocacy

Many of the federal and state, programs providing-. services to

persons with disabilities have a variety of eligibility requirements.
The denial of service under them may be appealed through a variety of

due process proceedings. In addition, such proceedings may also be
used by disabled persons or their parents who are dissatisfied with

the services they are receiving from those programs. For example,

both the 'Social Security System which provides supplemental or

maintenance income to persons with disabilities and P.L. 94-142 which

.guarantees a 'free and appropriate education to youngsters with

handicapping conditions have such.due process proceedings outlined in

their implementing regulations.

In many cases, the first steps of such proceedings are designed

to be informal and encourage negotiation of differences before' the

position of each party hardens. Still, the service provider is
generally represented in those proceedings by professionals who are

,better versed in the services provided and the.laws and regulations

that govern.their provision than are the persons with disabilities who

receive them or their parents.'

As "a result, a number of groups have trained lay advocates to

represent or otherwise assist in such proceedings. These persons have

a specific knowledge of the statutes and regulations. in a particular

area of disability law and a familiarity with the professional
disciplines providing the services in question. 'Often they are

parents or' disabled persons themselves who have gone through the
proceacg'On their own behalf or that of their ,child. In some cases,

they are backed up by attorneys who provide guidance and /or step in

when the proceedings become so formal as to require a lawyer. Many of

the P&A Systems for persons with developmental disabilities have
provided the training for and served as backup to such groups which

they refer to as Advocacy Networks.
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Legal Representation),

When'auch prOceedings become formal or when the regulations

require it, the services of an attorney are needed to obtain the

appropriate' services for a person with a disability or eoyrotect his

or,her human and civil rights. The' Protection and Advocacy Systems

have been established by Congress-to provide,that service to persons

with developmental; disabilities. A-number of'states have expanded the

P&A mandate.tolnclUde persops with other disabilities. All have the

capacity to bring'!legal action, either directly or. through contact

with private attorneys/or legal service agencies. In some states,

legal service agencies have projects which specifically serve persons

with disabilitien some others, state or local ba associations

take the responsibility.:

Protective Services.

Advocacy and law' )enforcement in prOgisms which protect

classes of persons who particularly are vulnerable to abuse and

neglect. Begun to protect children, many such programs have'expanded

to cover the elderly, nursing home residents, and pesons with.mental

retardation. Generally, they are 'a function of, state govetnment.

Included as protective services are also those.agencieswhich provide

guardianship services for those persons who,' by reason of mental

incompetence or severe, physical incapacity, are 'unable to make

decisions for themselves. Like other protective services, some

guardianship programs are designed specifically to eeive persons with

disabilities. Other programs are set up to servelpersons with

disabilities if they belong to another protected class, such-es

children in foster care.

COLLECTIVE ADVOCACY

Planning of Generic Services

At the governeneal level; there are many services designed for

able- bodied persons\hich play an important part in a comprehensive

.service network for Persons with disabilities. Health care systems

and income maintenanceprograMs are but two examples. !Increasingly,

planner and administratO s of programs which.serve persons with disa-

bilit s have interceded. ith these larger prograMs to redesign their

se ces so that they will\be more'accessible and moreresponsive to

the particular needs which arise ftom those disabilities. This,

advocacy functionjs latgely carried out in the public and private

- sectors of the human services community and it employs the tools of

Iplanning and administration 'in gentle persuasion. If it were not so

sequestered and so gentle, it'would be classified as systems advocacy

(see below). Many do call it that.



-154-

Mutual Support

Historically, the eeriest advocates for persons with disabili-
ties were the national, state and local voluntary agencies and

-associations formed by parents to assist their children with specific
disabilities. While these groups now provide a wide range of services
and engage in a number of advocacy functions such as lobbying and
bringing'class action litigation, many still fulfill the purpose for
which they were, originally formed: to provide mutual support for
persons with disabilities and/or their parents. As responsibility for
services to persons with disabilities has shifted from the private to
the pUhlic sector, many of the earlier groups shifted their focus And
many. mew groups have formed. For example, when services were
pyImrily private,, parents banded together to form Associations for
Retarded Citizens and United Cerebral Palsy Associations. Now parent
groups tend to form across disability lines to address the problems of

special education in a particular school district or to lobby for
changes in state laws. As an adjunct to these purposes, parent groups
also serve as a source of information and support for new parents of
children with disabilities along with some of the more traditional
associations. Consumer groups of persons with disabilities perform
these information and mutual support functions for their members as
well.

Systems Advocacy

Systems advocacy, literally making changes in the system on
behalf of persons with disabilities, takes many forms. Systems
advocacy ranges from educating the public to changing attitudes toward
persons with disabilities to'lobbying for legislation to protect old

rights or establish new ones. All forms of systems advocacy require

the same-skills. The greatest number Of disparate advocacy functions
are subsumed under this definition.

Class Action Litigation

Class action litigation includes legal actians brought in the
name of,specific individuals on behalf Of a larger class of persons
adversely affected by similar circumstances and who will benefit by
the same or similar relief. Class actions often have the powerful
potential for redefining the rights of even'larger groups of persons
and, therefore, are seen as popular advocacy toolS. Recent experience
has shown them to be costly and time-consuming,to pursue and the
judgments resulting from, them difficult to enforce. Historically,

they have played a major role. in establishing the rights of persons
with disabilities.

Standard Setting and Licensure

The collective-form of -advocacy in protective services involves
the setting of standards for the facilities which provide services .to
persons with disabilities and the licensing of the, professionals who
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provide those services. The standard-setting process is a legislative

or administrative function of state or federal governments and is

often the target of systems advocates who seek to improve services to

persons: with disabilities. The enforcement of such standards is

generally a function of state government which often requires

monitoring by advocates to be effective.

ROLES IN ADVOCACY'

Identifying the "who" in whd does what'in advocacy is, perhaps,

the most slippery part of. the exercise since roles overlap consider-

ably. Generally, there are three types of people who engage in

adVocacy: (1) attorneys and associated professional advocates; (2)

health and human service professibnale; and (3) persons with

disabilities; their parents, relatives, and friends.

Lawyers obviously litigate and individual suits and class action

litigation is exclusively their advocacy territory. Less obviously,

they assist systems advocates by analyzing proposed legislation,

administrative regulations, and formal agreements between government

agencies for the provision or coordination of services. They also may

act as the trainers of lay advocates.

A relatively new professional advocate in the field is the

community organizer who assists consumers in designing and carrying

out more effective strategies for change. This professional works

almost exclusively in systems advocacy, though his or her efforts also

may improve -a group's capacity for information-sharing and mutual

support.

Health and human service professionals plan, coordinate, and

deliver services to persons with disabilities. They. provide

supportive counseling and may be involved in standard setting and

enforcement as .well as various aspects of protective services

depending on their profession. In addition, through their profes-

sional societies, they are active in lobbying for the general

improvement of conditions for persons with disabilities. Thus, they

are systems advocates as well. As the relative or friend of persons

with disabilities, they may assume additional advocacy roles.

Consumers -with disabilities, their relatives, friends, and

interested volunteers act as counselors, and provide mutual support.

They are lay advocates in due process proceedings. They take the lead

in systems advocacy and fill the largest number of roles in that area.

CONCLUSION

This article has attempted to emphasize the diverse roles health

and education professionals- may assume in the advocacy process. The

concept of advocacy, advocacy models and resources, barriers to and
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solutions/ for effective advOcacy have been presented. Due. to the

nature o# the health and education professions, advecacy is an inte-

gral, life-long role for health, care providers'and)educatnrs. It, is

hoped that this unit enables practitioners to use their skills and

contacts more effectively on behalf. of those with disabilities.
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SELECTED P.L. 94 -142 REGULATIONS AND THEIR IMPLICATIONS

FOR HEALTH PROFESSIONALS

REGULATION

300.2 Applicability to State, local,
and private anerwic;.
(b) Public agencies within the State.

The annual program plan is submitted by
the State educational agency on behalf
of the State as a whole. Therefore, the
provisions of this part apply to all politi-

cal subdivisions of the State that are In-
volved in the education of handicapped
children, These. would include: (1) The
State educational agency, (2) local edu-
cational agencies and intermediate eciti-
"ational units, (3) other State agencies
and schools (such as Departments of
Menlal Health and Welfare and State
schools for the deaf or blind), and (4)
State correctional facilitiel,

comment. The requZrements of this Part
are binding on each public agency thaL has
direct or delegated authority to provide spe-
cial education and related services in a State
that receives funds under Part B of the Act,
regardless of whether that agency 13 receiv-
ing funds under Part B.

300.12 Qualified.
As used in this part_the term

fled" means that a person has met State
educational agency approved or recog-
nized certification, licensing, registra-
tion. or other comparable requirerrients
which apply to the area in which he or
she is providing special education or re-
lated services.

300.13 'Related services.
(a) As used in this part, the term "re-__

lated services" means transportation and
such developmental, corrective, and other
supportive services as are required to
assist a handicapped child to benefit
from special education, and includes
speech pathdlogy and audiology, pscho-
logical services, physical and occupa-
tional therapy, recreation, early identifi-
cation and assessment of diSabilities in
children, counseling services, and medi-
cal services for diagnostic or, evaluation
purposes. The term also includes school
health services, social work services in
achools; and parent counseling and train-
ing.(b) The terms used in this definition
are defined as follows:

41) "Audiology" includes:
(1) Identification of children With

hearing loss:
(ii) Determination of the range. na-

ture, and degree of hearing loss, includ-
ing referral for medical or other Profes-
sional a.tti ,)- for the habilitation of
hearing ;

IMPLICATION

It is sometimes thought that P.L. 94-142 only

applies to education agencies. This section of
the regulation clarifies the role of other agen-

cies by which health-related professionals may

be employed. The State education agency,

however, is responsible for insuring that the

requirements of this law are carried out.

Allied or health-related professionals 'who

provide "related services" to youngsters_ with

handicaps must be authorized to do so by the

State education agency.

"Related Services" is the term used in this law

to describe the kinds of services usually pro-

vided by health professionals. They are called
"related services" if they are "required to

assist a handicapped- child to benefit from

special education." The law ,does not require

that services such as those listed be provided

otherwise. For example, physical therapy may be

provided for a child in a wheelchair who is en-

rolled in a regular "5th grade and does not need

special education. In this case, the physical

therapy would not be considered a -"related

service" and the child, although disabled, would

not be'considered "handicapped" for purposes of

this law. As discussed earlier, the purpose./of_

the law, is to insure that all children with
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, (111) Provision of hahilitative activities,
such as language habilitation, auditory
training, speech reading (Up-reading),
hearing evaluation, and speech conserva-
tion;

(iv) Creation and administration of
programs for prevention of hearing loss;

(v) Counseling and guidance of pupils.
parents, and teachers regarding hearing
loss; and

(vi) .Determination of the child's need
for group and individual amplification.
selecting and fitting an appropriate aid.
and evaluating the effectiveness of am-
plification.

(2) "Counseling services" means serv-
ices provided by qtlalified social workers,
psychologists, guidance counselors, or
other qualifiedpersonnel.

(3) "Early identification" means the
implementation of a formal plan for
identifying a disability as early as pos-
sible in a child's life.

(4) "Medical services" means services
provided by a licensed physician to de-
termine a child's medically related
handicapping condition which results in
the child's need for special education'and
related services.

(5) "Occupational therapy" includes:
(I) Improving, developing or restor-

ing functions impaired or lost through
Illness, injury, or deprivation;

(11) Improving ability to perform
tasks for independent functioning when
functions are Impaired or lost; and

(iii)- Preventing, through early inter-
vention, initial or further impairment or
loss of function.

(6) "Parent counseling and :training"
means assisting parents in understand-
ing the special needs of their child and
providing parents with information
about child development.

(7) "Physical therapy" means services
provided by a qualified physical thera-
pist.

(8) "Psychological services". Include:
(I) Administering psychological and

educational tests, and other assessment
procedures;

(1) ) Interpreting assessment results;
(iii) Obtaining, integrating, and inter-

pretifig information about child behavior
and conditions relating to learning.

(iv) Consulting with other staff mem-
bers in planning school programs to meet
the special needs of children as indicated
by psychological tests, interviews, and
behavioral evaluations; and

(v) Planning and managing a program
of psychological services, including psy-
chological counseling for children and
parents.

(9) "Recreation" includes: .

(1) Assessment of leisure function;
(ii) Therapeutic recreation services;
(iii) Recreation programs in schools

and community agencies; and
(iv) Leisure education.
(10) "School health services" means

services provided by a qualified school
nurse or other qualified person.

(11) "Social work services in schools"
include:

(I) Preparing a social or development-
al history on a handicapped. child;

(if) Group and individual counseling
with the child and family;

,(iii), Working with those Dri.,V;enis in

-handicaps have available to them a free approp

riate public, education which includes special

education and related services to meet their

unique needs. The child in this example, is

receiving an appropriate education and therapy

needs are not related to his/her educational

program.

Health professionals should be familiar with

this list of related services', although-it is

not exhaustive, parents
, so they can help info?

about them, be aware of some of- . te other

professionals with whom to-coordinate , and be

able to make referrals ,-,to other professionals or

agencies when appropriate.
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a child.: situation (home, school.
and community? that affect the child's
adjustment in r,chool: and

(iv) 1,4 b.,(\11& school and community
resources able the child to receive
maNimurn benefit from his or her educa-
tional program.

(12) "Speech pathology" includes:
(1) Identification of children with

speech or language disorders;
(11) Diagnosis and appraisal of spe-

cific speech or language disorders;
MD Referral for medical or other

professional attention necessary for the
habilitation of speech or language dis-
orders;

(1v) -Provisions of speech and lan-
guage services for the habilitation or
privention of communicative disorders;
and of Pa-(v) Counseli ng and
rents, chilpn, and teachers regarding
speech an anguage disorders.

(13) "Transportation" includes:
(1) l'iavel to and from school and be-

tween/schools.
(11)/ Travel in and around school

buildings, and
(iii) Specialized equipment (such as

special or adapted' buses, lifts, and
ramps), if required to provide special
transportation for a handicapped child.

Comment. With respect to related serv-
ices, the Senate RepOrt states:

The Committee bill provides a definition
of "related services,' making clear that all
such related-services maY not be required
for each individual child and that such
term 'Anciunes early identification and as-
sessment of handicapping conditions and
the provision of services to minimize the
effects of such conditions.
(Senate Report No. 94-168. P.12 (1975),)

The list of related services is not exhaustive
and may Include other developmental. cor-
rective, or supportive services (such as artis-
tic and cultural programs. and art, music,
and dance therapy if they are required, to
assist a. handicapped child to benefit/from
special education.

There are certain kinds of services which
might. be provided by persons from varying
professional backgrounds and With a variety
of operational titles, depending upon re-
quirements in individual States. For example,
counseling services might be provided by
social Workers, psyChologists, or guidance
counselors; and psychological testing might
be done by qualified psychological examiners.

*psychometrists, or psychologists, depending.
upon State standards.

Each related service defined under this part
may Include. appropriate administrative and
supervisdi activities that are necessary for
program planning, management, and evalua-
tion.
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300.14 Special education.
(a) (1) As used in this part, the term

"special education" means specially de-
signed instruction, at no cost to the par-
ent. to meet the unique needs of whandi-
capped child, including citssroom
Instruction, Instruction in physical edu-
cation, home instruction, and in 'lo-
tion in hospitals and institutions.

(2) The term includes speech pathol-
ogy, or any othee,related service, if the
service' consists of specially designed in-
struction, at no cost to the 'parents, to .

meet the unique needs of a handicapped
child, and is considered "special educa-
tion" rather than a "related service" un-
der State standards.

(3) The term also includes vocational
education if it consists of specially de-
signed instruction, at no cost to the par-
ents, to meet the unique needs of a
handicapped child.

300.126 Full educatiOnal opportunity,
goat facilities, personnel, and servl...
ices.

(a) General requirement. Each annual
program plan must include adescription
of the kind and number of facilities, per-
sonnel. and services necessary through-
out the State to meet the goal of pro-
viding full educational opportunity for
all handicapped children.

(2) The number of other additional
personnel needed. and 'the number cur-
rently employed in the State, including
school psychologists, school social work-
ers, occupational therapists, physical
therapists, hdrne-hospital teachers,
sPeech-language \pathologists. audiolo-
gists, teacher aides, vocational education
teachers, work study.coordinators, physi-
cal education teachers, therapeutic rec-
reation specialists, diagnostic personnel.
supervisors, and other instructional and
non-instructional staff.

(4) The number and kind of facilities
needed for handicapped children And the
number and kind currently ins -tfse in the
State, including regular classes serving
handicapped' children, self-contained
classes on a regular school campus, re-
source rooms, private special education
day schools, public special education day
schools, private special education resi-
dential schools, public special education
residential schools, hospital programs,
occupational therapy facilities, physical
therapy facilities,. public sheltered work-
shops, private sheltered workshops. and
other types of facilities.
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Paragraph 2 of this section explains
related services may be considered

education". State policies should be
for clarification as States usually
when a service is considered special
rather than a related service.

that some
"special

consulted
determine
education'

This section pertains to the' "State plan". Each

state must submit a detailed plan to the federal

government to receive its share of P.L. 94-142

funds. The plan is now required:every three (3)

years; data updates are submitted annually.

Personnel and facility needs gmust be thoroughly
documented. The excerpts included here pertain
to health and other related services persOnnel

and facilities.

1



300.134 ReSponsibility of State edu-
cational, agency for all educational
programs.

(a) Each annual program plan must
include information which shows that
the requirements in 300.,600 of Sub -
part F are met.

(b) The information finder paragraph
(a) of this section must include a copy
of each State statute, State regulation,
signed agreement between respective
agency officials. and any other document
that shows compEance with that para-
graph.

300.137 ProCedures for consultation.
AEach annual program plan rifust in-

clude an assurance that in carrying out
the requirement& of section 612 of the
Act, procedures are established for con-
sultation with individuals involved in or
concerned with the education of handi-
capped children, including' handicapped
individuals and parents of handicapped
children.

LOCAL EDUCATIONAL AGENCY
APPLICATIONSCONTENTS

300.220 Child identification.
Each application must include pro-

cedures which insure that all children re-
siding within the jurisdiction of the lo-
cal educational agency who are handi-
capped, regardless of the severity of their
handicap, and who are in need of special
education and related serinces are iden-
tified, located. and evaluated, including
a practical method of determining which
children are currently receiving needed

special education and related services
and which children are not currently re-
ceiving needed special education and re-
lated services

Comment. The local'educationnl agency !s

responsible for insuring that all handicapped
children -.vithin its jurisdiction are identi-
fled,-located, and evaluated. Including chil-
dren in all public and private agencies and
institutions within-that jurisdiction. Collec-
tion' and use of data are subject to the con-
fidentiality requirements In §§ Zen. 560-
300.576 of Subpart E.

The State plan must also contain copies of

"interagency agreements":. agreements between

the State education agency and other agencies

that provide special edUcation or related

services, spelling out the responsibilities of

each party. The State plan, including inter-

agency agreements, are. public 'documents.

Related health professionals interested in the

details of their agency's agreement should

contact the State education agency for the

location of the nearest State plan.

The regulations require the States to consult

with others.. in implementing the law. Health

professionals should be involved in this

procedure.

Each local edUcation agency must prepare and

submit to the State education agency a local

application for P.L. 94-142 funds. This

application, like the State plan, is a public

document. Copies are located in the administra-

tiire offices of every school district.

Health care professionals will be espee'ttally

interested in the child identification section

as this area is one of the major referral points

between education and health agencies.



300.223 Facilities, personnel, and
services.

Each application must provide a de-
scription of the kind and number of fa-
cilities, personnel, and services necessary
to meet the goal In 300.222._

300.224 Personnel development.
Each application must include proce-

dures for the implementation and use of
the comprehensive system of personnel
development established by the State ed-
ucational agency.

PUBLIC PARTICIPATION

300.280 Public hearings before
adopting an annual program plaNg

t a) Prior to its adoption of an
Program plan, the State educationa
agency shall:

(1) Make the plan available to the gen-
eral public,

(2) gold public hearings, and
(3) Provide an opportunity for com-

ment by the general public on the plan.

300.281 Notice.
(a) The State educational agency shall

provide notice to the general public of
the public hearings.

(b) The notice must be in sufficient
detail to inform the public about:

(1) The purpose and scope of the an-
nual program plan and its relation to
Part B of the Education of the Handl-.
capped Act.

(2) The availability of the annual pro-
gram plan,

t3). The -date, time, and location of`--
each public hearing,

(4) The procedures for submitting
written comments about the plan, and

(5) The timetable for.developing the
final plan and submitting it to the Com-
missioner for approval.

(c) The notice must. be published or
announced:

(1) In newspapers or other media, or
both, with circulation adequate to notify
the general public about the hearings. /
and (2) Enough in advance of the date
of the hearings to afford interested par-
ties throughout the State a ieasonable
opportunity to participate.

300.282 Opportunity to participm:
comment period.

ta) The State educational agency shall
conduct the public hearings at times and
places that afford interested parties
throughout the State a reasonable op-
portunity to participate.

(b) The plan must be available for
comment for a period of at least 30 days
followingt,the date of the notice under
300.2A.

As in the State plan, each local application

must document the personnel, facilities, and

services needed to serve its children with

handicaps, including related services.

The .comprehensive system of personnel develop
ment is described below. It is important for
health care professionals to know that the CSPD

is a part of every local application.
A

The next five (5) sections of the regulations

describe the State education agency procedures

to insure public participation in developing its

plan to educate all children with handicaps in

the State. Health care providers interested in
reviewing and commenting, on the plan should

contact the State education agency for specific

times and dates of public hearings.
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300.283 Review of public 4.omments
before adopting plan.

Before adopting its annual program
plan, the State educational agency shall:

la) Review and consider all public
comments, and

lb) Make any necessary modifications
in the plan.

300.284 Publication and mailability
of approved plan.

After the Commissioner approves an
annual program plan, the State educa-
tional agency shall give notice in news-
papers or other media, or both, that the
plan is approved. The notice must name
places throughout. the State where the
plan is available for access by any in-
terested person.

300.344 Partici Nuts in meetings.
(a) General. The public agency shall

insure that each meeting includes the
following participants:

(1) A- representative of the public
agency, other than the child's teacher,
who is qualified to provide, or supervise
the provision of, special education.

(2) The child's teacher.
(3) One or both of the child's parents,

subject to 300.345.

(4) The child, where appropriate.
(5) Other individuals at the discre-

tion of the parent or agency.
(b) Evaluation personnel. For a hand-

icapped child who has been evaluated
for the first time, the public agency shill
insure:

(1) That a member of the evaluation
team participates in the meeting; or

(2) That the- representative of the
public agency, the child's teacher, or
some other person is present at the
meeting, who is knowledgeable about the
evaluation procedures used with the
child and is familiar with the results 'of
the evaluation.
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This section refers to the meeting at which the

child's individualized education program (IEP)

is developed. Of particular importane,0 to

health care professionals is section (b). The

involvement of.health- related prOfessionals as

evaluators in 1E1' meetings has implications for

institutions of.higher education to develOp pror

grams where the communication, decision- making,

advocacy, and other skills needed in this pro-,

ceas are developed.



COMPREHENSIVE SYSTEM OF PERSONNEL
DEVELOPMENT

300.380 Scope of system.
Each annual program plan must in-

clude a description of programs and pro-
cedures for the development and imple-
mentation of a comprehensive system of
personnel development which includes:

(a) The inservice training of general
and special educational instructional, re-
lated services, and support personnel;

(b) Procedures to insure that all per,
sonnel necessary to carry out the pur-
poses of the Act are qualified (as de-
fined in 300.12 of Subpart A) and that
activities sufficient to carry out this per-
sonnel development plan are scheduled

300.381 Participation of other agen-
cies and institutions.

(a) The State educational agency must
insure that all public and private insti-
tutions of higher education, and other
agencies and organizations (including
representatives of handicapped, parent,
and other advocacy organizations)
in the State which have an. inter-
est in the preparation of personnel for
the education of handicapped children,
have an opportunity to participate fully
in the development, review, and annual
updating of the comprehensive system of
personnel development.

(b) The annual program plan must de-
scribe the nature and extent of participa-
tion under paragraph (a) of this section
and must describe responsibilities of the
State educational agency, local educa-
tional agencies, public and private insti-
tutions of higher education, and other
agencies

300.382 Inservice training.
(a) As used in this section, "inservice

training" means any training other
than that received by an Individual in
a full-time prograni which leads to a
degree ...

(f) Each annual program plan must:
(1) Describe the process used in deter-

mining the inservice training needs of
Personnel engaged in the education of
handicapped children;

(2) Identity- the areas in which train-
ing Is needed (such as individirilized ed-
ucation programs, non-dist...::,ninatory
testing, least restrictive environment,
procedural safeguards, and surrogate
parents);

(3) Specify the groups requiring
training (such as special teachers, regu-
lar teachers, administrators, psycholo-
gists, speech-language pathologists, au-
diologists, physical education teachers,
therapeutic recreation specialists, physi-
cal therapists, occupational therapists,
medical personnel, parents, volunteers.
hearing officers, and surrogate parents) ;
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These }4 (4) sections-describe' the personnel

developmat requirements ei)P.L. 94-142. These

provisiond-were written 'tninsure'that qualified

personnel would be available in sufficient

numbers to meet the education and related health

needs of children with handicaps. Four points

are crucial for health care professionals:

1. Related service providers must be included

in the needs assessment required by this

section, whether or not they are employed

by education agencies.

2. If training needs of related service

providers are identified, then inservice

training must be designed to meet those

needs.

3. Other agencies must have an opportunity to

participate in .planning and comprehensive

system of personnel development.

4. The State education agency may contract

with other agencies to deliver inservice

training.



J00.333 Personnel development plan.
Each annual program plan must: (a)

Include a personnel development plan
which provides a structure for person-
nel planning and focuses on preservice
and inservice education needs;

(b) Describe the results of the needs
assessment under 300.382(b) (1) with
respect to identifying needed areas of
training, and assigning priorities to
those areas: and

(c) Identify the target populations for
personnel development, including gel,
eral education and special education
instructional and administrative person-
nel, support personnel, and other per
sonnel such as paraprofessionals, par-
ents, surrogate parents, and voltinteei.

300.-500 Definition of
"evaluation."
As used in this part .

"Evaluation" means procedures used
In accordance with 300.530-300.534
to determine whether a child is handi- )
capped' and the nature and extent of
the special education and related Serv-
ices that the child needs. The term means
procedures used selectively with an in-
dividual child and does not include basic
tests administered to or procedures used
with all children in a school, grade, or
class.

PROTECTION IN EVALUATION PROCEDURES

300.530 General.
(a) Each State educational agency

shall insure that each public agency
e.itablishes and implements procedures
which meet the requirements of 300.
530-300.534.(b) Testing and evaluation materials
and procedures used for the purposes of
evaluation and placement of handi-
capped children must be selected and
administered so as not to be racially or
culturally discriminatory.

300.531 Preplaceme t evalu tiara
Before any action is taken with re-

spect to the initial placement of a handi-
capped child in a special education pro-
gram. a full and individual evaluation
of the child's educational needs must be
conducted in accordance with the re-
quirements of 300.532.

O

300.532 Evaluation procedures.
State and local educational agencies

shall insure, at a minimum, that:
(a) Tests and Other evaluation

materials:
(1) Are provided and administered in

the child's native language or other mode
of communication, unless it is clearly not
feasible to do so;
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Assessment of disabi
provided by health
to this definition
to determine' -w

handicapped for-
need of special
State educaio

es is a major service
providers. According

such assessment is intended
ether . the youngster -is
rposes of this law; i.e., in

ducation and related services.
agency eligibility criteria

must be used in making such assessments.

While t 'hese provisions describe the rights of
the person with a disability during the evalua-
tion process, they also describe the procedures
health care professionals who.. conduct evalua-
tions must follow. Hence, they are included in
this analysis. Section 300.530 prohibits dis-
crimination in assessment. Section 300.531
requires that an assessment be conducted ,prior
to placement or the delivery of services.
Section 300.532 sets forth very specific proce-
dures regarding the selection and administra-
tion of tests and. assessment instruments, and
the personnel involved in the assessment pro-
cess.



(2) Have been validated for the spe-
cific purpose for which they are used;
and

(3) Are administered by trained -per
sonnel in conformance with the instruc-
tions provided byft producer;

(b) Tests and other evaluation materi-
als include thnsetailored to assess spe-
cific areas of educational need and not
merely those which are designed to pro-,
vide a single general intelligence quo-
tient;

(c) Tests are selected and adminis-
tered so as best to ensure that when a
test is administered to a child with im-
paired sensory, manual, or speaking
skills. the , test results accurately re-
flect the child's aptitude/or achievement
level or whatever otheI factOrs the test
purports to measure, rather than reflect-.
ing the child's impa ted sensory, manual,
or speaking skills (except Acre those
skills are the fee rs which the test pur-
ports to measure) ;

(d) No single procedure is used as the
sole criterion f r determining an appro-
priate educational program for a child;
and

(e) The evaluation is made by a mul-
tidisciplinaryteam or group of persons,
including at least one teacher or other
specialist with knowledge in the area of
suspected disability.

(f) The child is assessed in all areas
related to the suspected disability, in-
cluding, where appropriate, health, vi-
sion, hearing, social and emotional
statust general intelligence, academic
performance, communicative status, and
motor abilities.

Comment. Children who have a speech im-
pairment as their primary handicap may not
need a eomplete battery of assessments (e.g..
psychological, physical, or adaptive be-
havior). However, a qualified speech-language
pathologist would (1) evaivate each speech
Impaired child using procedures that are ap-
propriate for the diagnosis and appraisal of
speech and lang-unge disorders, and (2) where
necessary, make referrals for additional as-
sessments needed to make an appropriate
placement decision.

300.533 Placement procedures.
(a) In interpreting evaluation data

and in making placement decisions, each
pUblic agency shall:

(1) Draw upon information from a va-
riety of sources, indite:no aptitude and
achievement tests, teacher recommenda-
tions, physical condition, social or cul-
tural background, and adaptive behavior;

(2) Insure that information obtained
from all of these sources is documented
and carefully considered;

(3) Insure that the placement decision
is made by a group of persons, including
persons knowledgeable about the child.
the meaning of the evaluation data, and
the placement options; and .

(4) Insure that the pia-cement dicil
eon Is made in conformity with the least
restrictive environment rules in ;300.
550-300.554.
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Section 300.533s-- describes the use of test

resultsfor making decisions about the stu-..

dent's educational-program and services to. be

provided.. These are important rules for Sll

health and other related services ;:,arsorinef to

knOw whether they conduct assessments or ,work

with parents of youngsters with disabilities in

other capacities.



(b) If a determination Is made that
a child is handicapped and needs special
education and related services, an indi-
vidualized education program must be
developed for the child -in accordance
with 300.340-300.349of Subpart C.

Comment. Paragraph (a) (1) Includes a
list of examples of sources that may be used
hj a. public agency In making placement de-
eisicna. The agency would not hare to use all
the sources In every Instance. The point of
the requirement Is to insure that more than
one source is used in Interpreting evaluation
data and In malting placement decisions. For
example, while all of the named sources would
have to be used for a-child whose suspected
disability Is mental retardation, they would
not be necessary for. certain, other handicap- .

ped children, such as a child who has a se-
vere, articulation disorder as his primary
handicap. For such a child, the speech-lan-
guage pathologist, In complying -with the
staoltieou :'ee requirement, might use (1) a
ptandardized test of articulation. and (2) ob-
servation Cf the child's articulation behavior

coeverteotional speech-.

300.534 Ret.Nation,
Each State and local educational

agency shall Insure:
(a) That each handicapped child's in-

dividualized education program ts rt-
viewed in accordance with g§ 121a.340
121a.349 of Subpart C, and

(b) That an evaluation of the child.
based, on procedures witch meet the re-
quirements under § 121a.532, is con-
ducted every three years or more fre-
quently if conditions warrant or if the
child's parent or teacher requests an
evaluation.

300.503 Independent cducational
evaluation.

(a) General. (1) The parents of a
handicapped child have the right Under
this part to obtain an independent. edu-
cational evaluation of the child, subject
to paragraphs (b) through (e) of this
section.

(2) Each public agency shall provide
to parents, on request., information about
where an independent educational era.-
Uation may be obtained.

(3) For the purposes of this part:
(i) "Independent educational cvalua-

tiok\:neans an evaluation conducted by
a qAlified examiner who is not em-
ployed by the public agency responsible
for the education of the child in question.

(ii) "Public expense" means that the
public agency either pays for the full
cost of the evaluation or insures that the
evaluation is otherwise provided at no
cost to the parent,. consistent with
300.301 of Subpart C.

(b) Parent right to evaluation at pub-
lic expense. A parent has the right to an
independent education.! lvaluation at
public expenSe if the p °.. t disagrees
with an evaluation obtained by the pub-
lic agency. nowever, the public agency
may initiate a hearing under 300.506
of this subpart to show that its evalua-
tion is appropriate. It the final decision
Is that the evaluation is appropriate, the
parent still has the right to an independ-
ent educational evaluation. but not at
public expense.

monitoring a client's progress, managing

ceiteloads, or scheduling appointments, health

providers should be aware of this require

ment to reassess the person with disabilities

at least every three (3) years.

Health professionals who provide evaluations

either as employees of agencies or as private

practitioners might want to contact the local,

education agency to be sure the agency is aware

of their services for the purpose of providing

information to parents about independent eval

uations as required in paragraph (2) of this

section.

Sometimes the school is required to pay for

independent evaluations; at other times they

are obtained at the parents' expense. The

circumstances under which independent evalu

ations may be obtained at public expense is

discussed in this section.
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(c) Parent initiated evaluations. If
the parent obtains an independent edu-
cational evaluation at private expense.
the results of the evaluation:

(1) Must be considered by the public
agency in any decision made with re-
spect to the provision of a free appropri-
ate public education to tl,e child, and

(2). 11:-..y be presented as evidence at a
hearing under this subpart reaarding
that child.

.,..( 1).._ReQuests_Jot,cralua4c04-4,iieor-
lug ofecers. If a hearing officer requests
an independent educational evaluation
as part of a hearing, the cost of the
evaluation must be at public expense.

(e) Avenel) criteria. Whenever an in-
dependent etaluation is at public ex-
pense, the criteria under which the eval-
uation is obtained. including the loca-
tion of the evaluation and the qualifica-
tions of the examiner, must be the same\
as the criteria which the public agency
uses when it initiates an evaluation.

S



-1/5-

Appendix 1B

STATE DIRECTORS
0 F

SPECIAL 'EDUCATION

Patricia McLaney
Exceptional Children & Youth
State Department of Education
868 State Office Building
Montgomery, AL 36130

William S. Mulnix
Special Education
State Department of Education
Pouch F
Alaska Office Building
Juneau, AK 99811

Jane French, Acting Director

Special Education
Department of Education

Pago Pago, AM. Samoa 96799

Diane Petersen
Division of Special'Education
State Department of Education

1535 W. Jefferson
Phoenix, AZ 85007

Polly Cooper
Special Education Section.
State Department of Education

Arch Ford Education Building

Little Rock, AR 72201

Louis Barber
Office of Special Education
State Department of Education
721 Capitol Mall, Room 614
Sacramento, CA 95814

Peter Fanning
Special Education Services
State Department of Education

201 E. Colfax
State Office Building

'Denver, CO 80203

Tom Gillung
Bureau of Pupil Personnel and

Special Education Services
State Department of Education
P.O. Box 2219
Hartford, CT 06115

Carl M. Haltom
Exceptional Children/
Special Prograins Division
Department of Public
Instruction

Townsend Building
Dover, DE 19901

Doris A. Woodson
Division of Special Education
Department of Education
10th & H Streets, N.W.
Washington, D.C. 20001

Wendy Cullar
Bureau of Education for
Exceptional Students
State Department of Education

319 Knott Building
TallahOsee, FL 32301

Arthur E. Bilyeu
Special Programs Division
State Department of Education
1966 Twin Towers East
205 Butler Street
Atlanta, GA 30334

Victoria Harper
Special Education
Department of Education
P.O. Box DE
Agana, Guam 96910



Miles S. Kawatachi
Special Needs Branch
State Department of Education
3430 Leahi Avenue
Honolulu, HI. 96815

.cluMartha Noffsinger
Special Education Section
State Department of Education
Len B. Jordan Building

---650-14,-Stai-Screet-
Boise, IA 33720

-Joseph Fisher
Specialized Educational Services
State Board of Education.
100 N. First Street
Springfield, IL 62777

41
Sara Cochran
Division of Spet:ial. Education

/Department of Public Instruction
LI 229 State House

Indianapolis, IN 46204

J. Frank Vance
Special Education Division
Department of Public Instruction
Grimes State Office Building
Des Moines, IA 50319

James E. Marshall
Special Education Division
State Department/6f Education
120,E. 10th Street
Topeka, KS 66612 ,

Billie R. Downing
BureaU of Education for
Exceptional Children
State Department,,of Education
Capitol Plaza' Tower, 8th Floor

Frankfort, KY 40601

Pat Cooper
Special Education Services
State Department of Education
Capitol Station, Box 44064
Baton Rouge, LA 70804

David Noble Stockford
Division of Special Education
State Department of Educational
and Cultural Services

State House Compl6X, Station 23
Augusta, ME 04333

Special Education Program
TTPI Department of Education
Office of High Commissioner.
Saipan, Mariana Islands
96950

Daniel H.'Nielson
Special Education Coordinator
Department of Education
Mariana Lower Base
Commonwealth of Northern
Mariana Islands, 96950 '

Martha Irvin
Division of Special Education
State Department of Education
200 'Ar. Baltimore Street

Baltimore, MD 21201

Roger Brown
Special Education Division
State' Department of Education
Quincy Center Plaza
1385 Hancock Street
Quincy, MA 02169

Edward Birch
Special Education Services
State Department of Education
.P.O. Box 30008
Lansing, MI 48902



Wayne Erickson
Special Education Section
State Department of Education
Capiol Squate Building
550 Cedar Street
Si. Pa91, MN 55101

Walter H. Moore "\.

Special. Education.Section
State Department of Education

.P.O. Box 771
Jackson, MS 39205

Dee, John
Division of Special Education
Department n_fElementary_and

Secondary EduCition._
P.O. Box 480
Jefferson City, MO 65101

Judith Johnson
Special Education Unit
Offic=e. of Public Instructiork4.

State Capitol
Helena, Mi 59601

Gary Sherman
Special Education
State Department of Education

Box 94987
301 Centennial Mall
Lincoln, NE 68509

Frank South
Division of Special Education
State Department of Education
400 WKing Stree/if
Carson City, NV 89701

Edward DeForest
Division of Special Education
State Department of Education
105 Loudon Road, Building 163

Concord, NU 03301
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Paul B. Winkler
Special Education and Pupil

iersonnel Services
State Department of Education
225 W. State.Street
Trenton, NJ" 08625

Elie S.Gutierrez
Division of-Si3ecial Education
State Department of Education
300 Don Gasper Avenue
Sarita Fe, NM 87503,

Lou Grumet
Office for Education of

Children with ,Handicaps
State Department of Education
Education. Building, Room 1073

Albany, NY 12234

Theodore R. Drain
Division for ExCeptional Children

Department of\Publi"c Instruction

Education Building/ .

114 E. Edenton Street
,-.____EA191 NC '27611 -

..,

r 4

Gary Gronberg
Special Education
DepartL:mt of Public Instuttion
'State Capitol
Bismarck, ND 58505

Frank E. New
Division of Special Educion
State Department of Education
933 High Street
Worthington, OH 43085

Jimmie L. V. Prickett
Special Education Section
State Department of Education
2500 N. Lincoln, Suite 263
Oklahoma City, OK 73105 .
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Patricia Ellis
Special Education Section
State Department of Education
700 Parkway' Plaza
Church Street
Salem, OR 97301

Gary Makuch.
Special, Education
State Department of Education
1-.0. Box 911 1.

Harrisburg, PA 17126

Adela Costa
Special Education Programs
for Handicapped Children

Department of Education
Box 759
Hato Rey, PR 00919

Charles Harrington
Division Special Educetio
State Peport of Education
Room 20g Rovr Wnliams.Building
22 'Hayes Stre
Providecr 02908

,,Robert S. Black
Office of Programs for the
Handicapped

State Department of Education
Room 309 Rutledg-Building
Columbia, SC. 292C

George R. Levin
Section for Special Education
Division of Elementary'and

Secondary Education
New State Office Building
Pierre, SD 57501

Wanda-.Moody
Education for the-,Handicapped
State Department Of Education
103 Cordell Hull BUtlding
Nashville,' TN 37219

3
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Donna Livingston
Department of Special Education
Texas Educaticin Agency
201 E. 11th Street
Austin, TX 78701

R. Elwood Pace
Special Education Programs
State Board of Education
250-E. 5th South
Salt Lake City, UT 84111

Jean S. Garvin
.Special Education and Pupil

Personnel Services
State Department of Education
120 State Street
Montpelier, VT 05602

Maureen Wynter
Division of Special Education
Department of Education
P.O. Box 1
Christensted, St. Croix
Virgin Islands, 00820

Grant Tubbs
Special Education Support

Services
State Department of Education
P.O. Box 6Q
Richmond, VA 23216

Greg Kirsch
Special Education Section
Department of Public Instruction
7510 Armstrong Street., 5.W.
Tumwater, WA 98504

William Capehart
Office of Special Education
State Department of Education
Building 6, Room B-346
Capitol Complex
Charleston, WV 25305



Victor Contrucci
Division for Handicapped Services
Department of Public Instruction
GEF IlL, 4th Floor, B 93
125 S. Webster
Madison, WI 53702

Gayle Lain
Program Serllices Unit
State Department of Education
Hathaway Building
Cheyenne, WY 82002

Charles Cordova
BIAS Department o_ the Interior
Department of Exceptional Children
Code 507, 18th & C Streets, N.W.
Washington, D.C. 20245
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Appendix 3A

THE REFLECTIVE RESPONSE
TECRNrQUE

Definition:

A response'by the listener in hich he /she verbalizes back to the

speaker the essential ideas and/fee 1 ings the speaker has experessed.

The listeneL .acts as a mfPror, reflecting back and supporting the .

speaker's message.

Objectives:

1. Listen not only for the words of the spe4ker, but for the feelings

-behind the words as well.

2. Try to_See and understand the world through the speaker's percep-

tions. --'--

3. Do not evaluate. Suspend your own value judgments, so as to

understand the speaker's thoughts and feelings as h? /she experi-

ences them.
.

4. "Check out" your under tanding by verbally arid nonverbally

reflecting back to the speaker the essential ideas and feelings

the speaker has expressed.

5. Encourage further verbalization; support the speaker's ideas and

feelings by providing additional information which you feel helps

clarify the' speaker's ideas and feelings.

6. The following phrases may help you get started with the reflective

response technique:

What you seem to be saying is. . .

I think you're saying . . .

. ,

7. When sharing your own personal perceptions, use the "I Rule."

Talk in terms of yourself, persOnalizing your conversation with

yourself. The following phrases may help:

I feel-. . .

It is my.opinion
I believe . .

To me it is .

For myself . .

I think
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Appendix 3B

SELF-CONCEPT ENHANCEMENT
AND COMMUNICATION

Health Provider Guideline's

1. Facilitate client-centered case management. Actively assisc

children and youth to see themselves as planning, purposing,

choosing individuals, responsible and accountable. Children cane

grow, flourish, and develop much more readily when the significant

person "projects and inherent trust and belief in their capacity

to become what they have potential to become" (Hamachek, 1971, p.

202).

Help children and youth identify their own particular needs,

iaterc!sts, and concerns; help maximize success. Not all children

will be motivated in the same way or interested in the same

things; health providers need to make success more available in

more different ways.'

3. Personalize your interactions. Be ,sincere, uncalculating, and

attuned'to youngsterq with disabilities as individuals.

4. Irovide'the youngster with flexible, yet definite goals for

success. When limits are clear, the individual. learns to rely on

his/her own judgments, and interpretations of events and_ conse-

quences. This is particularly, important for the highly anxious

child who requires a structured situation in which to operate.

S. Highlight the child's specific strengths; assets, and skills to

aid the individual in sorting out his/her own strengths and

weaknesses. The child needs to know his/her own capabilities in

order to gauge the probability of success.

6. Alleviate ambiguity, disrespect, and rejection in your inter-.-

actions with children aid youth. ,,

7.. Maintain an atmosphere of warmth and acceptance. The more posi- ///

tive the children's perceptions of your feelings to- ''P-.7n, the

more positive their self-image; the better their ac and

the more desirable their behavior.

8. Praise yourself. Recognize and acknowledge your own cs

in the presence of your clients. Your recognition own

strong points will provide an, impetus for your clienLt. *. praise

themselves.

1E7



Health Provider Guidelines
Page 2

9. Do not prejudge your clients. Be honest and accurate in your

evaluations, while avoiding comparisons. Your expectations for a

performance is a significant determinant of how the child actually

responds.
. _

10. Personalize evaluative comments, giving encouragement to clients.

Evaluation, whether verbal or nonverbal, which is personal, and'in

which the evaluator appears to take into consideration every

action, attends to subtleties in behavior, and modifies his/her

appraisal accordingly, should have a greater impact on the child's

self - concept.

11. Provide children with a continuous, long term exposure to a parti-

cular appraisal, From a credible and personal source, it should

have profound effects on self-concept.

12. Provide experiences for each client to receive acceptance from

peers whenever possible.

13. Provide experiences for clients to praise others. Persons with

high self-esteem show greater acceptance of others.

14-. Help children to evaluate themselves realistically. Evaluation

should be based on the child's comparison of his/her actual per-

4)rmance with his/her own personal standards, not on comparisons

with others.

15. Urge clients to concentrate on improvement, rather than perfec-

tion.

16. Provide experiences for children rand youth to praise themselve6,.

Self-accepting individuals tend to have higher self - Concepts.

Positive 'self - evaluation in the form of verbal affirmations is

positively related to self-concept.
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Appendix 3C

TIPS FORJHE HEALTH PROFESSIDNAL

INTERACTING WITH YOUNGSTERS WITH DISABILITIES

The following pages contain some tips which health'professionals may

find useful when they interact with a cLLild /youth with special deeds.

Suggestions on this pageare general, and apply to most children/youth

with handicapping conditions. Included in the following pages are

ideas intended for children/youth with specific, mild handicaps

(learning disabilities and mild retardation), communication disorders,

hearing impairments, visual impairments, and orthopedic impairments.

A. General Tips:

o Relate to the child, not just the child's label.

o :'-::lively try to understand how the child feels.

o Accept the child and see him/her as a learner.

Help the child feel accepted. Once the child feels

accepted, he/she will usually meet your expectations if

they are within his/her ability.

o Realize that your accei..
child's acceptance of seli

s a prerequisite to the

o Promote friendships between the exceptional child and

other children in the health -care facility.

Expect the child to meet established rules.

Realize that poor ,behavior may be caused by boredom or

an inability to respondbecause of the mode-of presenta-

tion. Ma ntain challenges and responsibilities.

o .Be consistent; make needed modifications gradually.

Include the child in conversations; do not shelter the

child with a handicap.

As with any. child, pr(3e sk.ceful,e;Teriences for

the yOungster with a dioab71n3 conlon

1/g
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3. Medical Considerations:

o Maintain open communication between the parents and

medical personnel. This can be very helpful in under-

standing the medical needs of a child.

o Know any medications taken by the .child, and any possi-

ble side effects that could affect behavior or perfor-

mance. For example, certain medications may cause
tiredness or frequent urination.

o Be aware of the physical stamina limitations imposed on

a child by a particular disabling condition. Such a

child's schedule might alternate between active, stress-

ful activities and more passive, relaxing tasks.

o Be aware that more physical energy is needed for the

child with a disability to belmobile,-whether that child

is using crutches, braces, or a wheelchair.

o Some children may be on a specific schedule for using

restroom facilities. Encourage them to meet their own

needs independently (as opposed to _being reminded'of

time schedules, etc.).

o If a child is known to have any form of epilepsy, be

aware of how to deal with possible seizures. The

child's parents, physician, nurse, or local epilepsy

foundation can be helpful sources of information.

Overall, the most important thing you can do during a

seizure is to remain calm, and to explain to others

present about the occurence in a matter-of-fact way.

Regular exercise and participation in active programs is

good for all children, including epilepsy, orthopedic

impairments.



TIPS FOR THE HEALTH PROFESSIONAL.

INTERACTING WITH CHILDREN/YOUTH F ITH MILD MENTAL RETARDATION.

A: Presenting Information:

O Focus on the child's strengths.

O Present information in small sequential steps.

o Use -several ..short learning periods; this

effective-than having one long period,

\

Present the same concepts using a variety-of wnt-c7_:,s1s

and approaches.

Help the child recognize how h

skills in daily life.

/she can use ",earned

o Use a multi-modality approach wh never possible,- includ-

'ing the use.of tactile and manip lative materials.

o Idclude real4criepractice,;, st dents learn better by

doing rather than by readinvor haring about something.

o Present tasks in a clear, concise manner to increase the

child's success potential

B. Other Considerations:

o Use concrete objects whenever

abstractions.

p ssible to illustrate

a Practice on realistic materials so skills are more

easily transferred. For example, real money is a more

effective teaching cool than play money.

o I Look for high-interest low7level miterials--appropriate

both to the child's learning level and his/her chronolo-

gical age.
L

O Some children may have difficulties with distractibil-

ity. Provide a small. cubicle, or Separate chair behind

A screen, to temporarily separate the child from the

activities of the surrounding area.



TIPS'FOR THE HEALTH PROFESSIONAL
WORKING WITH CHILDREN/YOUTH WHO HAVE LEARNING DISABILITIES

Children and youth with learning disabilities_ may have processing dif,

ficulties or mild sensory impairment. Those professionals who work

with these childrenMay find it' helpful to skim other/the other tips

sections for more helpful hint6.! /7

A. Presenting Information:

o Break tasks into short sequences/and present one at a

time.

o Give-verbal as well as written directions whenever

posSible.

o Present'only one (or f/Fwi items or questions at a time

during testing and praCtice periods.

o Include only that ate/ rial which is absolutely neces

sary.

Establish a few realistic goals.

o Keep child's area free froM all material except what

he/-:e currently is working with.

o Give the child a longer time than other children to

complete tasks. ,;

Alternate tasks that are difficult and those that are

more relaxing.'

Establish a specific schedule so the child)knows what to

expect; alternate quiet and active times; have short

periods of each.

o Keep work periods short; gradually' lengthen them as the

child begins to cope. Change activities before the
child's attention is gone; watch for early signs of

attention loss.

Make movemen t as purposeful as possible.

6 Make, certain the child understands directions of assign

ments, repeating important directions.

o Provide options for obtaining, and reporting,information

--tapes, interviews; reading; experiences, making some

.thing, etc.
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TIPS FOR THE HEALTH PROFESSIONAL
WORKING win CHILDREN/YOUTH WHO HAVE HEARING IMPAIRMENTS

A. Environmental Considerations:

Arrange the seating. so that the child can sit
and observe your face, as well as others in. the

Be aware .that gesturiniNand facial expersslons are im-

portant cues which help the hearing impaired child's
understanding.

near you
room.

Realize that the child needs to see your 6211 unob-
structed face to gain cues. Long hair or a mustache may
obstruct the ability to see your face and read lip for-

mations accurately. .

Allow the child to move around to see the speaker.

Have the child sit with his/her
light falls on your face or
must focus on.

Children/Youth with Hearing Aids:

beck to the light so the
on the material the child

If the child wears a hearing aid, consult with*a-parent,
teacher of the heiring impaired, or audiologist for spe-
cific information -on- -the operation of the aid. Unless

the.chila ckecks his/her hearing aid, it would be herp-
fill-for.you to. know how to check the aid to see if it

is working properly. Specifically:

. -Check to see if the aid is on.
2.\ Check connecting plug for firm connection.
3.\ Check_farfrayed wires.
4. \Have spare batteries and know how to change them.'

5. 'Check to ensure earmold is properly inserted.

A child with a hearing aid should be 4 ." 10 feet away

from the speaker. Remember to use a normal voice;
exaggerated speech distorts sounds and lip movements.
Speaking too slowly is as ineffective as speaking too
rapidly.

Be aware that aids amplify all sounds including

instructional and environmental sounds, such as feet

shuffling, paper crumpling, air conditioning, etc.

193
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B. Other Considerations:

Listening skills must be encouraged to help the child
maximize any residual hearing; encourage the use of any
hearing the child does have. An audiologist can help

here.

Listening is hard work; provide a variety'of activities
balancing those that require concentrated attention and
those that are more natural and thus relaxing for dud
child.

If a word has several meanings, explain them. Words
like pail.or plain, if lip read, look like pale and
plane--the child needs to know all meanings so compre-
hension is increased and confusion decreased.

C. Materials and Media Considerations:

Ss Use a lot of visuals--pictures, models, posters, manipu-
latives, etc., to supplement your verbal presentations;
the old adage, a picture is worth a 1,000 Words, is true
here,

WheU'using pictures and models be.,sure to hold them to
the side.of your face, not covering your face. Holding

them over your chest tends to make you want to look down;
and talk, thus obscuring your lips from the child's
view.

When presenting instructions, have -them available in
print as well as giving them verbally..

D. Presentation Considerations:

Organize your presentations into sequential steps. In-

dicate clearly when you move from step to step.

Ifeyou need to repeat something, try rephrasing it to
give more cues. ,Don't just repeat and repeat the same
thing.'

Periodically, summarize what has gone on before proceed-

ing. Ask .for confirmation' that concepts are understood

before going on.

Make transitions from one topic to another very obvious.
Use body movements, and visually hold up the object you

are about to discuss.
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TIPS FOR THE HEALTH PROFESSIONAL

WORKING WITH CHILDREN/YOUTH WHO HAVE VISUAL IMPAIRMENTS

Environmental Considerations:

Seat the childIn clear view of the person speaking.

o Seat the, child with his/her back to the light.

If the room arrangment is changed, inform the child and

let him/her explore where and how changes,were made.

Keep supplies In the same, predetermined place. This

will allow the child greater Independence in locating

the materials needed.

Be
i

sure the child knows about 'the location of any

brepkable, or potentially harmful objects.

Half-open or swinging doors can be potentially danger-

ous; have doorseither open or closed.

Tell the child when you-are leaving or entering the

room.

B. Other Considerations:

Most partially sighted children can learn to use their

residual sight; encourage the child to do so. Consult

with a vision specialist about this.

o Using residual 'sight may make the child tire easily, as

it is hard, ccncentrated work. Plan varied activities

so as net to fatigue the child with .one type of visual.

task.

o When written directions are given, read them aloud giv-

ing auditory information.

o Whenever possible, have information on tape--these can

be prepared by you, an aide, or a volunteer.

o Assist the child in developing active listening skills.

193
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C. Developing Social Skills:

Habits. such as rocking back and forth, head rolling, or
staring at bright lights may have developed because of a
need for self-stimulation. To'decrease' this behavior,

it may be helpful to keep the child involved in,iriter-
esting, manipulative-type tasks. Also, do not hesitate
to quietly -.remind the child of such habits.

D. Material Considerations:

. Use concrete objects and manfpulatives to give tactile
cues the child can learn.from.

Become familiar with materials such as large print books
-and.cassette tapes.available from the State library and

your Special Education Regional Resource Center (SERRC).
Also, pamphlets containing useful information ca be ob-

tained from your local Bureau of Services for. the Blind
(BSB).
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TIPS FOR THE HEALTH PROFESSIONAL
WORKING WITH CHILDREN/YOUTH WHO HAVE PHYSICAL

OR ORTHOPEDIC HANDICAPS

o Allow room for movement -- increase aisles to 60" and more

for turning corners.

\

Identify or help plan for strategically located ramps,

bathrooms, drinking fountains, and curb gradings to in-

crease the child's mobility in. and around your facility.

;;;--

Be sure there is adequate maneuvering' space next to a

door.

Provide ample space near a child's chair or table to
storq-erafahes ana any other adaptive equipment.

Dodrs should not require more than approximately 6-8

pounds of pressure to open (even ,less for smaller,

younger children using wheelchairs). If such doors are

a Problem for-the child, arrange for assistance.

Make materials available-on a level which is comfortable

for the child in a wheelchair to reach them.

B. Considerations for Children with Motor Coordination Problems:

1:71courage development of writing skills. Slow and ille-

gible writing should be understood as a motor control

problem rather than as an intellectual deficit.

Let the-child take an active role in demonstrating and

explaining'any adaptive equiPient he/she may use.

Understand that people who sit in wheelchairs for hours

at a time may develop problems with circulation -and/or

sores. To prevent this, they will shift their'weight

frequently. This is not fidgeting or restleness.

Provide adequate time to coMplete a task.

Be aware that some children may have difficulty in

speaking cleary. Your patience is needed here to
understanding and to become familiar with the child's

words.
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o If spastic or jerking moNiements are exhibited, under-

Stand that the. child is not acting out or "behaving

strangely" intentionally., These involuntary .Motions
cannot be controlled by the .child. Familiarity here

will help everyone involved .to feel more comfortable.

4
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Appendix 4 A

Chart of
Nor
Development:
Infancy
to six Yearg
of Age

The chart ofonormal development
on the next few pages pregents
children's achievements from infancy
to six years of age in five areas:

motor skills (gross and fine)
.0. coknitive skills

self-help skills
social skills
communication skills (under-

standing.language and speaking.
language).

In each skill area, the age at which each
milestone is reached on 'the average is
also presented. This information is use-
ful if you have a child in your class
who you suspect is seriously delayed in
one or more skill areas.

However, it is important to remem-
ber that these milestones are only.
average. From the moment of birth,
each child is a distinct individual, and
develops in his.or her unique manner.
No4wo children have ever reached all
the same developmental milestones at
the exact same ages. The examples
that follow show what we mean.

9

By nine months of ,age, Gi Lin had
spent much of her time scooting /
around on her hands and tUmmy,,71
making no effort to crawl-After about
a week.of pulling herself up on chairs
and table legs, she let go and started
to walk on her own. Gi Lin skipped
the crawling stage entirely and scarce-
ly said more than a few sounds until
she was 15 months old: But she

walked with ease and skill by 91/2
months.

Marcus learned to crawl on all
fours very early, and continued crawl-
in until he was nearly 18 months old,
when he started to walk. However, he
said single words and used two-word
phrases meaningfully before his first
birthday. A talking, crawling baby is (-
_quite a sight!

Molly worried her parents by
saying scarcely a word, although she
managed to make her needs known
with sounds and gestures. Shortly
after her second-birthday, Molly sud-
denly began talking in two- to four-
word phrases and sentences. She was
never aflain a quiet child.

All three children were healthy and
normal. By the time they were three
years old, there were no major differen-
ces among them in walking or talking.
They had simply developed in their
own ways and at their own rates.
Some children seem to concentrate on
one thing at a time learning to
crawl, to walk, or to talk. Other
children develop across areas at a
more even rate.

As you read the chart of normal
development, remember that children
don't read baby books. They don't
Imow* they're supposed to be able to
point out Daddy when they are a year
old, or copy a circle in their third year.
And even if they could read the baby
books, they probably wouldn't follow
them! Age-related development mile-
stones are obtained by averaging out
what many children do at various
ages. No child is "average" in all
areas. Each child is a unique person.

One final word of caution. As
children grow, their abilities are
shaped by the opportunities they have
for learning. For example, although
many five-year-olds can repeat songs
and rhymes, the child who has not
heard songs and rhymes many times
cannot be expected to repeat them. All
areas of development and learning are
influenced by children's experiences
as well as by the abilities they are born
with

From: Mainstreaming, Pre-sr:hoolers, Head Start Bureau.
19.9
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Chart of Normal Development

tie

0540 0,0

42;:otie 4,J

0* OS.

\{%,e'

0-12 Moths Sits without support. Reaches, grasps,

Crawls.
Pulls self to stand-
ing and stands
unaided.
Walks with aid.
Rolls a ball in
itation of adult.

puts object in mouth;
Picks things up with
thumb and one fin-
ger (pincer grasp).
Transfers object
from one hand to
other hand.
Drops and picks up
toy.

Responds to speech
by looking at
speaker.
Responds different-
ly to aspects of
speakers voice (for
example, friendly or
unfriendly, male or
female).
Turns to source of
sound.
Responds with ges-
ture to hi, bye -bye,
and.up, when these
words are accom-

, panied by appropri-
ate gesture.
Stops ongoing action
when told no (when
negative is accom-
panied by appropri-
ate gesture and
tone).

.s4'°e').
Nki

Nt-e;CN.

Makes crying and
non-crying sounds.
Repeats some vowel
and consonant
soundS (babbles)
when alone or when
spoken to.
Interacts with others
by 'vocalizing after
adult.
Communicates
mea ing through
into ation.
Atte pts to imitate
soun s.

12-24 Months Walks alone.
Walks backward.
Picks up toys from
floor without falling.
Pulls toy, pushes toy.
Seats self in child's
chair.
Walks up and down
stairs (hand-held),
Moves to music.

Builds tower of 3
small blocks.
Puts 4 rings on stick.
Places 5 pegs in peg-
board.
Turns pages 2 or 3 at
a time.
Scribbles.
Turns knobs.
Throws-small ball.
Paints with whole
arm movement,
shifts hands, makes
strokes.

Responds correctly
when asked where,
(when question is
accompanied by
gesture).
Understands prepo-
sitions on, in, and
under.
Follows request to --
bring flimiliar object
from an9ther 'room.
Undei/litiands simple
phrases:with key
words (for example;
Open the door, or
Get the ball).
FollOws a series of
2 simple but related
directions.

Says first mean-
ingful word.
Uses single words
plus a gesture to ask
for objects.
Says successive
single words to de-
scribe an event.
Refers to self by
name.

-Uses my or mine to
indicate possession.
Has vocabulary of
about 50 words for
important people,
common objects, and
the existence, non-
existence, and recur-
rence of objects and
events (for example,
more and all
gone).
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Follows moving
object with eyes.

Recognizes differen-
ces among peopie.
Responds to strar,-
gers by crying or
staring.
Responds to and
imitates facial
expressions of others.

Responds to very .

simple directions (for
example, raises arms
when someone says,
Come, and turns
head when asked,
Where is Daddy?).

Imitates gestures and
actions (for example,
shakes head no,
plays peek-a-boo,
waves bye-bye).

Puts small objects in
and out of container
with intention.

Feeds self cracker.
Holds cup with two
hands. Drinks with
assistance.
Holds out arms and
legs while being
dressed.

Smiles spontaneous-
ly.

Responds differently
to strangers than to
familiar people.

Pays attention to
own name.
Responds to no.
COpies simple
actions of others.

Imitates actions and
words of adults.
Responds to words or
commands with
appropriate action
(for example: Stop
that. Get down).
Is able to match two
similar objects.

Looks at storybook
pictures with an
adult, naming or
pointing to familiar
objects on request (for
example: What is
that? Point to the
baby).

Recognizes difference
between you and

Has very limited
attention span.
AcComplitiAes pri-
mary learning
through own explora-
tion.

Uses spoon, spilling
little.

Drinks from cup, one
hand, unassisted.
Chews food.

Removes shoes,
socks, pants, sweater.
Unzips large zipper.

Indicates toilet needs.

Recognizes self in
mirror or picture.
Refers to self by
name.

Plays by self.
Initiates own play.

Imitates adult
behaviors in play.
Helps put things
away.
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be;cr'
CP

,1,0s)

24-36 Months Runs forward well.
Jumps in place, two
feet together.
Stands on one foot,
with aid. .

Walks on tiptoe.
Kicks ball forward..

Strings 4 large
beads.
Turns pages singly.
Snips with scissors.
Holds, crayon with
thumb and fingers,
not fist.
Uses one hand con-
sistently in most
activities.
Imitates circular,
vertical, horizontal
strokes.
Paints with'some
wrist action. Makes
dots, lines, circular
strokes.
Rolls, pounds,
squeezes, and pulls

.cla y.

4,

Points to pictures of
common objects
when they are
named.
Can identify ob-
jects when told their
use.

Understands ques-
tions forms what
and where.
Understands nega-
tives no, not, can't,
and don't.
Enjoys listening to
simple storybooks
and requests ti em
again.

Joins vocabulary
words together in
two-word phrases.
Gives first and last
name.
Asks what and
where questions.
Makes negative
statements (for ex-
ample, Can't open
it).
Shows frustration at
not being under-
stood.

36-48 Months Runs around ob-
stacles.
Walks on a line:
Balances on one foot
for 5 to 10 seconds.
Hops on one foot.
Pushes, pulls, steers
wheeled toys.
Rides (that is, steers
and pedals) tricycle.
Uses slide without
assistance.
Jumps over 15 cm.
(6") high object,
landing on both feet
together. .

Throws ball over-
head.
Catches ball
bounced to him or
her.

Builds tower of 9
small blocks.
Drives nails and
pegs.
Copies circle.
Imitates cross.
Manipulates clay
materials (for exam-
ple, rolls balls,
snakes, cookies).

Begins to under-
stand sentences in-
volving time con-
cepts (for example,
We are going to the
zoo tomorrow).
Understands size
comparatives such
as big and bigger.
Understands rela-
tionships expresied
by if...then or
because sentences.
Carries out a series of
2 to 4 related
directions. .

Understands when
told, Let's pretend.

Talks in sentences
of three or more
words, .which take
the form agent-
action-object (I see
the ball) or agent-
action-location
(Daddy sit on
chair).
Tells about past ex-
periences.
Uses "s" on nouns
to indicate plurals.
Uses "ed" on verbs
to indicate past
tense.
Refers to self using
pronouns I or me.
Repeats at leagt one
nursery rhynie and
can sing a song.
Speech is under-
standable to stran-
gers, but there are still
some sound errors.
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Responds to simple
directions (for
example: Give me
the ball and the
block. Get your
shoes and socks).
Selects and looks at
picture books names
picture4 objects, and
identifi .several
objects within one
picture.

Matches and uses
associated objects
meaningfully (for \

example, \given. cup,
saucer, and bead,
puts cup and saucer
together). \
Stacks rings on peg
in order of size.
Recognizes self in
mirror, saying,
baby, or\owri name.

Can talk briefly
about what he or she
is doing. -

Imitates adult actions
(for example, house-
keeping play).

Has limited attention
span. Learning is
through exploration
and adult direction
(as in reading of
picture stories).

Is beginning to
--understand function-
al concepts of
familiar objects (for
example, that a
spoon is used for I

eating) and part/ I
whole concepts (for
example, parts of the
body).

Uses spciiri, spilling
little.
Gets drink from
fountain or faucet
unassisted.
Opens door by
turning handle.
Takes off coat.

Puts on coat with
assistance.

Washes and dries
hands with assis-
tance.

Plays near other
children.

Watches other chil-
dren, joins briefly in
their play.
Defends own posses-
sions.

Begins to play house.

Symbolically uses
objects, self in play.
Participates in simple
group activity (for
example, sings, claps,
dances). ,

Knows gender identi-
ty.

Recognizes and
matches six colon..

Intentionally stacks
blocks or rings in
order of size.

Draws somewhat \
recognizable picture
that is meaningful to
child, if not to adult
Names and briefly
explains picture.
Asks questions for \
information (why
and how questions
requiring-simple
answers).
Knows own age.

Knows own last
name.

Has short attentibn
span.

Learns through I

observing and imi-
tating adults, and by
adVilt instruction and
explanation. Is very
easily distracted.
Has increased under-
standing of concepts
of the functions and
.groupings of objects
(for example, can put
doll house furniture

\ in correct rooms)
'part/whole (for
example, can iden
pictures of hand an
foot as parts of body).
Begins to be aware of
past and present (for
example: Yesterday
we went to the
park. Today we
go to the library).

Pours well from
small pitcher.
Spreads soft butter
with knife.
Buttons and unbut-
tons large buttons.
Washes hands un-
assisted.
Blows nose when
reminded.

Uses toilet independ-
ently.

203

Joins in play with
other dren. Begins
to interact.
Shares toys. Takes
turns,with. assistance.

Begins dramatic
. play, acting out
whole scenes (for
example, traveling,
playing. house,
pretending to be
animals).



Chart of Normal Development

Walks backward
toe-yeel.

Jumps, forward 10
times, without'
falling. \-

Walks Up-and down
stairs alone, alter-
nating feet.\
Turns somersault.

Cuts on line contin-
uously.
Copies* cross.

Copies square.
Prints a few capital
letters.

Follows three un-
related commands
in proper order.
Understands com-
paratives like
pretty, prettier,
and prettiest.
Listens to long
stories but often
misinterprets the
facts.
Incorporates ver-
bal directions into
play a?Qvities.
Understands se-
quencing of events
when told them ,
(for example, First
we have to go to
the store, then we
can make the cake,
and tomorrow we
will eat it).

Asks when, hoVv,
and why ques-
tions.
Uses models like
can, will, shall, !

should, and might:
Joins sentences to-
gether (for exam-
ple, I like choco-
late chip cookiesi
and milk). ,

Talks about causali-
ty by using becaUse
and so. 1

Tells the content of a
stors'r7but may con-
fuse facts.

Runs lightly on
toes.

Walks on balance
beam. '\

Can cover 2 meters
(6'6") hopping.
Skips on alternat
feet.
Jumps rope.
'Skates.

Cuts out simple
shapes.
Copies triangle.
Tratis dianiond.-
Copies

\first name.
Prints numerals 1
to 5.

Colors within lines.
Has adult grasp of
pencil.
Has handedness well
established (that is,
child is left- or
right-handed).
Pastes and glues
appropriately.

2n

Demonstrates pre-
academic skillb.

There are fewilob-
vious differences
between child's
grammar.and
grammar. I

Still needs to learn
such things/as sub-
ject-verb agreement,
and some irreguirre
past tense verbs.
Can take appropri-
ate turns in a con-
versation. j
Gives and receives
information.
Co: municates well
with family, friends,

' or strangers.
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Plays with words
(creates own rhyming
words; says or makes

tup words having
similar sounds).
Points to and names
4 to 6 colors.

Matches pictures of
familiar objects (for
example, shoe, sock;
foot; apple, orange,
banana).
Draws a person with
2 to 6 recognizable
parts, such as head,
arms, legs. Can name
or match drawn parts
to own body.
Draws, names, and
describes recognizable
picture.

Rote counts to 5,
imitating adults.

Retells story from
picture book with
reasonable aecuracy.

Names some letters
and numerals.
Rote counts to 10.

Sorts objects by
single characteristics
(for example, by
color, shape, or size.

Is beginning to use
accurately time
concepts of tomor-
row and yester-
day. /

-Uses classroom tolls
(such as scissors and
paints) meaningfully
and purposefully.

Knows own street
and town.
Has more extended
attention span.
Learns through
observing and listen-
ing to adults, as well
as through explora-
tion. Is easily
distracted.
Has increased under-
standing of concepts
of function; time,
part whole relation-
ships. Function or
use of objects may be
stated in addition to
names of objects'

Time concepts are
expanding. The child
can talk abOut
yesterday or last
week (a long time
ago), about today,
and about what will
happen tomorrow.

Begins to relate clock
time to daily
schedule.

Attention span
. increases noticeably.
Learns through adult
instruction.

_ugh

interested, can ignore
distractions.

Cuts easy foods with
a knife (for example,
hamburger patty,
tomato slice).

Laces shoes.

Plays and interacts
with other children.
Dramatic play is
closer to reality, with
attention paid to
detail, time, and
space.

Plays dress-up.
Shows interest in
exploring sex differ-
ences.

Dresses self complete-
ly.

'Iles bow.
Brushes teeth un-
assisted.
Crosses street safely.

Concepts of function
increase as well as
understanding of
why things happen.
Time concepts are

-expanding into an
understanding of the
futurl iiiterms of
majo events (for____

ple/Cbristmas-----
will cothe after
two weekends).

Chooses own
friend(s).

Plays simple table
games.

Plays competitive
games.
Engages with other

siren in coopera-
tive play involving
group decisions, role
assigrunents, fair
play.

205
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DIAGNOSTIC. CRITERIA FOR REPORTING
HANDICAPPED CHILDREN IN HEAD START

All children reported in the following
categories must have been diagnosed
by the appropriate professionals who
work with children with these. condi-
tions and have certification and/or
licensure to make these diagnoses.

Blindness - A child shall be reported as
blind when any one of the following
exists: (a) a child is sightless or who has
such limited vision that he/she must re-
ly onlhearing and touch as his/her chief
means of learning; (b) a determination
of legal blindness in the state of
residence has been made; (c) central
acuity does not exceed 20/200 in- the
better eye, with correcting lenses, or
whose visual acuity is greater than
20/200, but is accompanied by a limita-
tion in the field of vision such that the
widest diameter of the visual field
subtends an angle of no greater than 20
degrees.

Visual ImpaIrrnent [Handicap] - A child
shall be reported as visually impaired if
central acuity, \ with corrective lenses,

does not.exceed 27/70 in either eye, but
who is .not b111 /(or whose visual acuity
is greater tha 20/70, but is accom-
panied by a )'imitation in the field of
vision such that the widest diameter of
visual field subtends an angle of no
greater than 140 degrees or who suffers
any other loss of visual function that
will restrict learning processes, e.g.,
faulty muscular action. Not to be in
cluded in this category are persons
whose vision with eyeglasses is normal
or nearly so.

Deafness - A child shall be reported as
deaf, when any 'one of the following ex-
ists: (a) his/her hearing is extremely
defective so as to be, essentially non
functional for the ordinary pdiposes of
life; (b) hearing loss is greater than 92
decibels (ANSI 1969) in the better( ear;
(c) legal determination of deafness in
:he 3tate of residence.

'Hearing Impairment [Handicap] -A child
shall be reported as hearing impaired
when any one or me roiiowing.exists: (a)

Multiple handicaps: Children will be reported as having multiple handicaps when in addition to their primary or
most disabling handicap one or more other handicapping conditions are present..,

From:. The Status of Handicapped Children in Head Start Programs,
February 1980.
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the child has slightly to severely defec-
tive hearing, as determined by his/her
'ability to use residual hearing in daily
life, sometimes with the use of a hear-
ing aid; (b)4 hearing loss from 26.92
decibels (ANSI 1969) in the better ear.

physlcal Handicap [Orthopedic Han-
dicap] - A child shall be reported as crip-
pled or with an orthopedic handicap
who has a condition which prohibits or
impedes normal developthent of gross
or fine motor abilities. Such functioning
is impaired as a result of conditions
assodiated with congenital anomalies,
accidents, or diseases; these condi-
tions include, for example, spina bifida,
loss of or deformed limbs, burns with
cause contractures, cerebral palsy.

Speech impair Ment [Communication
Disorder) - A child shall be reported as
speech impaired with such identifiable
disorders as receptive and/or ex-
pressive language Impairment, stutter-
ing, chronic voice disorders, and
serious articulation problems affecting
social, emotional, and/or educational
achievement; and speech and language
disorders accompanying' conditions of
hearing loss, cleft palate, cerebral
palsy, mental retardation, emotional
disturbance, multiple handicapping
condition, and other sensory and health
impairments. This category excludes
conditions 'of a transitional nature con-
sequent to the early developmental pro-
cesses of the child.

Health impairment - These impairments
refer to illness of a chronic nature or
with prolonged convalescence in-
cluding, but not limited to, epilepsy,
hemophilia, severe asthma, severe car-
diac conditions, severe allergies, blood
disorders (e.g., sickle cell disease,
hemophilia, leukemia), diabetes, or
neurological disorders.

Mental Retardation - A child shall be
considered mentally retarded who, dur-
ing the early developmental period, ex-
hibits significant subaverage intellec-
tual functioning accompanied by im-
pairment in adaptive behavior. in any
determination of intellectual function-

ing using standardized' tests that lack
adequate norms for all racial/ethnic
groups at thelpreschool age, adequate
consideration should be given to
cultural influences as well as age and
developmental level (i.e., finding of a
low I.Q. Is never by itself sufficient to
make the diagnosis of mental retarda-
tion).

Serious Emotional Disturbance - A child
shall be considered seriously emo-
tionally disturbed who is identified by
professionally qualified personnel
(psychologist or psychiatrist) as requir-
ing special services. This definition
would include .but not be limited to the
following conditions:Aangerouslyag-
gressive towards others, 'self -
destructive, severely withdrawn and
non- communicative, hyperactivo to the --
extent that it affects adaptive bbhivior,
severely anxious,_depreesed or phobic,
psychotic_or- autistic.

Specific Learning Disabilities - Children
who have a disorder in one or more of
the basic psychological processes in-
volved in understanding or in using
language, spoken or written, which
disorder may manifest itself in irr0
perfect ability to listen, think, speak,
read, write, spell, or do mathematical
calculations. Subh disorders include
such condltions_as. eptual han-
dicaps, brain injuryminimalbrain
dysfunction, dyslexia, and developmen-
tal aphasia...Suchterm does not include
children who. have learning problems
which are primarily the result of visual,
hearing, or motor handicaps, of mental
retardation, of emotional disturbance,
or of environmental disadvantage. For
preschool children, precursor functidds
to understanding and using language
spoken or written, and computational or
reasoning abilities are included:- (Pro-
fessionals considered qualified to make
thlis diagnosis are physicians and
pSychologists with-evidence of special
training in the diagnosis of learning
disabilities and at :east Masters aegres
level special educators with evidence of
special training in the diagnoSis of
learning disabilities.)

20



-205-

Appendix 4B '

Sample -"Screening"-Questions for Various Developmental
Levels from Pregnancy
To 8 Years of Age*

(A) PREGNANCY

Examples of Questions

1. .How often do you visit with
your parents or other family?

2. Has anything happened either before
or during your pregnancy that causes

vz you, to worry about the baby?

3. Do you have any condition that you
think might be made worse by being.
pregnant? NN

4. What was your reaction when you felt
life?

--Illustration of "At Risk'1 Response

1. Rarely

2. My husband
the time.
I'm afraid

Yes, 4iad

year.

calls his ex-wife all
It upsets me terribly.
it will hurt the baby.

a kidney infection last

4. I don't remember.

5. Is your husband (the father of the -5-.-,He's like another -child to take .

child) much help? care of.

6. How would you compare the way you 6. Everything hurts.

feel now with the way you normally:

feel?

Can't get my.

housework done. Never sleep now.'

(B) NEONATAL PERIOD /(up to 4 weeks)

("1

Examples of Questions Illustration of "At

I. Do. you think you can ,tell your baby's 1.

cry from others?

How,does the baby compare with,what 2.

you imagined he/she would be l$ke

when you were pregnant? .

3. ,Asfar as you know, is everytJiing

OK with the baby?

No.

Very different.

They all so nd the same to

He's too active,
ny peace. And
like either of us
ine.

* Developed by Richard L. Cohen', M.D., University of Pittsb rgh, Western

Psychiatric Institute and Clinic, School of Medicine, Dep rtment of Psychiatr

Division of Child Psychiatry/.
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4. Are you getting any help with
the baby?

5. How has your husband (mate) react-
ed to the baby?

6. Are you satisfied with your abil-
ity' to take care of the baby?

4. I'd rather not. I really don'-t,

trust anyone else with him.

5. I think he's pretty jealous of
him.

6. He's really a mystery to me.
I never 'know what he'wants-
He keeps me running in circles.

(C) LATER INFANCY (up to 15 or 18 months).

Examples of Questions Illustration of "At Risk" Response

1. Does the baby seem to know you?
How can you tell?
(around 4-Months)

2. What does the baby seem to be inter-
ested in? (around 6 months)

1. I'm not sure. He smiles at me,
but he smiles at everybody the
same way.

2. He's pretty, quiet. He mostly
likes to look at the TV.

3. What does he do when a stranger 3.

comes into the room? (about 8 months)

4. Does the baby like to explore things?4.
(about 1 year)

5. Does the baby try to get your atten- 5.

tion by other ways than crying or try
to do things with you?

6. Has he become fairly regular in his 6.

habits of eating, sleeping, elimina-
tion,,etc.?

Anyone can pick him up. He really
doesn't seem to favor anybody very
much.

Yes, but I'm afraid he'll hurt
himself.

and
got most things

put away and I keep him always
in the kitchen or his own room.

No. not really very often.

No. Depends entirely. on his
mood--or maybe mine. .I never
know what the day will be like.

(D) TODDLERHOOD

Examples of Questions

1. What kind of toys does he seem to
like to play withl

2. Will he try:..to' ask for things when 2.

he wants something?

Illustration of "At Risk" Response

1.

2 03

Well, he doesn't really have any
of hi's ow-. He just uses his lder
brother's who is six..-
No. He points or cries.
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3. What kinds op things can the baby
do for himself? For instance, how
well can he feed himself?

4. Does he seem to say "no" a lot?
How do you handle that?

3. Oh, I don't think kids can be
expected to do much-at this age.
Besides, he makes such a mess,
it's simpler for me to do it.

4.

5. How does'he act if other kids his 5.

, a§e,arearound?
. ...

6. Bow does. he,act,if you and yourhUs- 6.
hapd.go out :in the evening?

/

(E)

Examples of Questions

I just cao't.tplease him. Every-

thing I do is wrong. Maybe he'll
:go through the rest of his life

just rebelling everything

He usually ignores them Completely.

Hemakes a real fuss. The sitter
says it takes hours for him to'

quiet down. I guess I'm thinking
about him the whole time we're out.

PRESCHOOL YEARS

1. What kihds of things do you still

'z.have to do for him?

e

2. How does he act with kids.his'awn

age? . . _ . .

Illustration of "At Risk" Response

1. He comes to me for almost every-7
thing. He still wants me or my
husband to go to the bathroom with

him. .

2. He can't share. Always has to be
the boss or he won't play.

3. Does e(she) like to imitate father 3. No, I can't think of any examples

(mother)? of that.

4. Does he mostly sleep through the 4.

night?

5, Is he showing interest in his own
body:--'and in his parents or

siblings?

S.

6. What is he interested in? Does he 6.

ask .lots of questions or want stories

.
to be read to him?

.

No. He gets up a lot. He seems

tohave'nightmaree. Or he will w

the bed and then want to sleep wi
us.
.Mostly, he's afraid of getting hu
If he falls or cuts himself, he c
a lot and asks a lot of questions
about whetherit will get well'a
He still likes-to play with-his-"
.baby toys. He avoids new things
'or:new ideas. Het?eally wants
things to stay the same.



(F) 6 TO 8. YEAR PERIOD'

Examples of Questions Illustration of "At Risk" Response

1. How has he taken to'the idea of
going to school everyday?

2. Does he like to play games with
other kids?

. What does he(she) talk about being
when he(she) grows up?

4. What is he like when he gets

1. He complains and fusses a lot.
Full of excuses. We have to stay
on top 'of him,the whole time.

2. Yes; but they don't last very.long.
He likesto change the rules if
he's losing and they get angry
With him.

We never hear him talk about
anything like that. I think he

\ has the idea that lie's going to
tay with us forever.

4. You never saw a bigger baby.
sick? acts like a 2 year old.

5. How does he act toward the baby?

6. Ho* does he react to doing chores
around the house? ,

He's very jealous. We have to
watch:him to make sure. he doesn't
hurt the baby.

We've stopped that. You have to
nag so much that it's easier for
us to do' it.
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APPENDIX SA

NATIONAL OF.FICES .OF FEDERAL

AGENCIES AND PROGRAMS

Child Abuse and-Negleet Prevention,and-Treatment-

National Center for Child Abuse and Neglect (NCCAN)

U.S. Department of Health and Human Services

Administration for 'Children, Youth and.Familiea

Children's Bureau
400 6th Street, S.W.
Washington, D.C. 20013

(202) 245-2856

NCCAN provides information, research, training, technical assistance,

and grants and contracts aimed' at preventing, identifying,\ and

:treating child abuSe and neglect. Individuals can contact',the

national center or the child abuse and neglect specialist located.n

the regional officer of the Department -of Health and Human, Services.

Child Welfare Services.

Children's Bureau
Administration for Children, Youth and Families.

P.O. Box 1182
Washington, D.C. 20013

'(202) 755-8888

This program delivers services to people in need regardless of income.

Services available differ from state to state and may include: 'foster

care and adoption, .child Care(in"home and out-of-home day care),

services to unmarried parents-..and their. babies, homemakej'services,

protective services, legal services and emergency assistance services.

The Social Services Program (Title XX) -Pi)ovides services to persons

receiving financial assistance. Families interested in the Child.

Welfare or the Social Services Programs should--apply to the local

welfare departMent or the.huMan.resources or social services agency.

Community MentaX0Calth Centers (CMHC)

.
U.S. Department of Heal h and Humen_Services
National Institute of ,ental Health

5600 Fishers Lane .0

Rockville, MD 20857

(301) 443-3606

CMI1Cs provide comprehensive mental health services including:

inpatient, outpatient, day-care, partial hospitalization and emergency
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services; special services for children and the elderly; consultation
and education; and follow-up care for patients discharged from a state
Mental health facility. Contact the local CMHO or state department of
.mental health, social services or human services to locate the nearest
atm. /

Crippled Children's Services

Or

U.S. Department of Health and Human Services
/Division of Maternal and Child Health
'Bureau of Health Care Delivery and Assistance
Room 6-05
5600 Fishers Lane
Rockville, MD -- 20857
(301) :443-2170.

Children and youth below the age of 21 with handicapping(crippling)
/conditions are eligible for screening, diagnosis and treatment

//n
services under_this program. Diagnostic services must be.prOvided at

cost to the child or faMily.1 Transportation, drugs, therapy, and

//.-Other service's are available to SSI. reciPients. Contact the local
supplies and equipment also may be provided, depending on the state.

`Health Department, public health nurse, or Crippled Children's Agency
for more informatiOn.

.DMvelopmental Disabilities - Basic Support.

U.S. Department of Health and Human Services
Administration on Developmental. Disabilities
Office of Human Development Services
Hubert Humphrey Building Room 336E
200 Independence Avenue, S.W.
Washington, D.C. 20201
(202) 245-2890

This program encourages coordinated and comprehensive service delivery
for persons with developmental disabilities. Services include case
management services, child development services, alternative community
living arrangements, diagnostic services, counseling,. -recreation,

transportation,.e&Oloyment, training and domiciliary care. Contact
the Developmental Disabilities State Planning Council located-in the
state capitol or the governor's_ office to find out the state agency
designated as responsible for the'Developmental Disabilities prograM\.

Educational Resources Information Center (ERIC).

ERIC Clearinghouse on the Handicapped
The Council for Exceptional Children
1920 Association Drive
Reston, VA 22091

(703) 620-3660

ERIC maintains computerized information on programs, research and

development efforts, publications and related information that can be
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used in developing more effective education programs. CompUter
searches, bibliographies and special reports and responses to educa-

tional information requests are provided Among the services.

Genetic Diseases Testing and Counseling'

U.S. Department of Health and Human Services

Bureau of Community Health Services
Parklawn Building - Room 6-49
5600 Fishers Lane
Rockville, MD 20857.

(301) 443-1440

This program provides, screening, diagnosis, counseling,. and referral

'services for individuals at risk of having. or.transthitting:genetic

.,disorders. Funds can be used to transport patients to the facility if

necessary. Contact the local health department to.fingi.out where to

go for testing or counseling. .

Head Start 1.

Head Start-
Mational Office
Administration for Children, Youth and Families

Office of Human Development Services
P.0.,Box1182
Washington, D.C. 20013 II

The purpose of Head Start is to provide comprehensive services to low-

income and-haudicapped-preschool-children. This program awards grants

to provide services to preschool children and their families in the

following areas: health, education, nutrition, social, and other

services as required. A major emphasis is to ,involve parents fo,the

degree that-Overall gains in the above-mentioned areas are maintained.

Parents or others who wish information on Headistart Projects in their

area or are interested in initiating.a project should' contact their

neighborbood elementary school.

Information and Referral. Services

Clearinghouse on the $A0dicapped
Office of Information and Resources for the Handicapped

Office of Special Education and Rehahilitative Services

U.S. Department of Education
330 "C" Street, S.W.
Washington, D.C. 20201-

(202) 245-0080

This.Clearinghouse provides information and referral services regard-

ing federal funding for the handicapped, publications, programs,

organizations and other national'resOurces and related services for

persOns'With handicapping conditions./

2 I. 4
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Maternal and Child Health Services

U.S. Department of Health and Human Services
Health Servites. Administration
Bureau of Community Health Services
Office of Maternal and Child Health
Rockville, MD 20857.

_(301) 443-2170

The purpose of this program is to reduce infant mortality and the

incidence of handicapping conditions, and improve the health of
mothers and children,. especially in rural and economically depressed

areas, and the condition of infants and -children with handic ng

conditions. Services are delivered to individuals through local

health departments.

Medicaid/Early and Periodic Screening, Diagnosis, and Treatment
(EPSDT) Program

U.S. Department of Health and Human Services
Health Care Financing Administration
Bureau .of:Program Operations
Child Health and Prevention'Staff
6325 Security Blvd.
-Meadows East Building, 1F3
Baltimore, MD 21207
(301) 597-:.1155

This piogram identifies health problems facing' children and youth

through .age 21. All detected health problems must receive treatment
under the Medicaid, program or be referred to providers other than

Medicaid. Individuals should contact their local health department or

the local social services or welfareoffice to apply Sor EPSDT

services. Other. edreening services are offered under the Crippled

Children's Service PrograMs.

Medicaid Title XIX

U.S. Department of Health and Human Services
Health Care Financing Administration
Humphrey Building -.Room 414G

200-Independence Avenue, S.W.
-Washington, D.C;-:20201
(202) 245-6726

Medicaid pays for a variety of health care services of people ?re-

ceiving federal'cash assistance and of low Income'rearners who are

unable to meet theit families medical needs. Children with disabili-

ties may qualify for assistance regardless of their family income.

Contact the state welfare.or health agency. administering Medicaid..

215



Office for Civil Rights.

-213--

U.S.-Department of Education
Office for Civil Rights
Switzet Building - Room 5430'
300 "C" Street, S.W.
Washington, D.C. 20201

(202) 245-8835

i/s

The Office for Rights.,(OCR) is the federal agency responsible

for enfOrcing Section 504. Complaints should 'be filed. with OCR, if

there are systematic.Violations of the law in the state'or,sdhool
district that affect a 'number of children. OCR has regional offices

in Boston, New York, Philadelphia, Atlanta, Chicago, Dallas, Kansas

City.,_Denver, San Francisco and Seattle.

Special Education

U.S. Department of Education
Office of Special Education and Rehabilitation Services

Special Education Programs
400 Maryland Avenue, S.W.
Washington, D.C. 20202

(202) 245-9661

Special. Education Programs (SEP)As the federal agency responsible.for

administering P.L. 94-142 and other programs within the Education of

theHandicapped Act including early childhood programs, programs for

deaf/blind and severely handicapped persons, vocational and adUltpro-

graMs, media and captioned films, among:others. Each state employs a

State Director of 'Special-Education-whose: office-is--1-crcated-within the

state Department -of Education in each state capitol (See listing

Unit 1). A locarDirector of Special .Education is employed, by most

school districts.

.

Title XX Social Services Block Grant

DepArtment of Health and Human Services
Office Ce of Human Development Services
Gr nts and Contracts ManagementlUvision
300-Independgnce Avenue, S.W. - Room 1296,

Washington, D:C, 20201

602) 245-7220_
Due o the flekibility of the block grant regulations, there is great

diversity among the states regarding available services under this

pfOgram. Examples include: child day care, counseling, emergency

shelter, family piannin , foster care, health education; home-

4

elivered meals, homemaker services, information and referral, ;legal

/services,services, nutrition' services, protective services; respite care,

/ training and transportation; Apply to the local public welfare

/ agency. ,:L::./'
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Vocational Education

Divison of Vocational Education Services
Office of Vocational and Adult Education
U.S. Department of Education
Room 5636-C, ROB 3
400 Maryland Avenue, S.W.
Washington, D.C. 20202

(202) 472-3440

This program provides education and training for employment. Ten

percent of federal funds must be. used for programs for persons with

handicapping conditions. For inforMation, contact the local. Superin-

-tendent of Public Schools.

Vocational Rehabilitatiori

U.S. Department of Education
Office of Silecia Education and Rehabilitation Services:
Rehabilitation Services Program
MES Building - Room 3090
330 "C" Street, S.W.
Washington, D.C. 20202

'(202) 245-2201

This agency administers the federal Vocational Rehabilitation Act.

Each state alsO employs a State Director of Vocational Rehabilitation

within the state goVernment.

1
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Appendix 5B,

NATIONAL ORGANIZATION CONCERNED
WITH PEOPLE WITH DISABILITIES

AUTISM

National Society for
Autistic Children

1234 Massachusetts Avenue, N.W.
Suite 1017
'Washington, D.C. 20005

CEREBRAL PALSY

United Cerebral Palsy Association
, 66 East 34th Street, 3rd Floor

New York, New York 10016

DEAF-BLIND

National Association of the Deaf-Blind
2703 Forest Oak Circle
gorman, Oklahoma 73071

EMOTIONALLY DISTURBED

Mental Health Association,
National Headquarters

1800 North -Kent Street
Arlington, Virginia 22209

(703) 528 - .6405..

The National Alliance for the
Mentally 111'

1234 Massathusetts Avenue, N.W.
Suite 721 _

Washington, D.C. 20005

National AssOciaticeof State
Mental Health program Directors'

1001 3rd Street, S.W.
Room 113
WaShington, D.C. 20024

(202)554-7807

EPILEPSY

Epilepsy Foundation of America
1828 L Street, N.W., Suite'406
Washington, D.C. 20036

(202) 293-2930.
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HEALTH IMPAIRMENTS

American Cancer Society
777 Third Avenue
New York, New York 10017

American Diabetes Association
600 Fifth Avenue''
New York, New York 10020

American Heart Association
7320 Greenville Avenue
Dallas, Texas 75231

A

America?, Lung AseOciation
1740 Broadway
New Y, %, New' York

Asa 1-,d Allergy-foundation
of . i.ca

19 Web :h Street
Suite 702

7-New York, New York 10036

The Candlelighters Foundation
123 C Street,. S.E.
Washington, D.C., 20003

CystiCFibrosis Foundation
3384 Peachtree Road, N.E.
Suite 875
Atlanta, Georgia 30326

Juvenile Diabetes Foundatioh
23 East 26th Street, 4th Floor
New York, New York 10010

Leukemia SOciety.of America
800 Second Avenue

-New York, New York 10017

National Association for
Sickle Cell Disease, Inc.

3460 Wilshire, Suite 1012 .

Los Angeles, California 90010

National Hemophilia Foundation

19 West 34th Street, Room 1204

New York, New York 10001



HEALTH IMPAIRMENTS (cont)

National Kidney Foundation
Two Park Avenue
New York, New York 10016

National Neurofibromatosis
Foundation

340 East 80th Street, #21-H
New York, New York 10021

National Tay-Sachs Foundation
and Allied Diseases Association

122 East 42nd Street
New York, New York .10017

National Tuberous Sclerosis
Association, Inc.

P.O. Box°159
Laguna Beach, California 92652

United. Ostomy Association
2001 W. Beverly Boulevard
Los Angeles, California 90057

HEARING IMPAIRED

Alexander Graham Bell Association
for the Deaf

3417 Volta Place, N.W.
Washington, D.C. 20007

National Association of
the Deaf

814 Thayer Avenue
Silver Spring, Maryland 20910
-(301) 587-1788

National Center for Law and
the Deaf, Gallaudet College

7th Street and Florida'Avenue, N.E.
Washington, D.C. 20002

Registry of Interpreters for
the Deaf, Inc.

814 Thayer Avenue
Silver.SpringilMaryland_ 20910
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LEARNING DISABILITIES

Association for Children and
Adults with Learning Disabilities

4156 Library Road
Pittsburgh, Pennsylvania 15234

(412) 341=1515

The Orton Society, Inc:
8415 Bellona Lane
Suite 115
Towson, Maryland 21204

National Network of Learning
Disabled Adults

P.O. Box 3130
Richardson, Texas 75080

MENTAL RETARDATION

American Association of
Mental Deficiency

5101 Wisconsin Avenue, N.W.
Suite 405
Washington, D.C. - 2001.6

(202) 686-5400

Association for Retarded.CitiienE
2709 Avenue E. East
P.O. Box 6109
Arlington, Texas 76011
(817) 640-0204

Downs Syndrome Congress
1'640 W. Roosevelt Road
Room 156E
Chicago, Illinois

go.

60608

National Association of
Coordinators of State
Programi for the Mentally
Retarded

2001 Jefferson Davis Hwy.
Suite 806 ..

Arlington, Virginia 22202
(703) '920-0700

.

0



MENTAL RETARDATION (cont)

,National Association of
Private Residential Facilities
for the Mentally Retarded

6269 Leesburg Pike, Suite,B-5
Arlington, Virginia 22044
(703) 536-3311

President's Committee on
Mental Retardation

Regional] Office Building
7th and D Street, S.W. .

Washington, D.C. 20201

(202) 245-7596

PHYSICALLY HANDICAPPED

American Brittle Bone Society
Cheriy Hill Plaa Suite LL-3
1415 East Marlton Pike
Cherry Hill, New Jersey 08034

Amerian Physical Therapy
Association

1156 15th Street, N.W.
Washington D.C. 20005

(202) 466-2070

Arthritis Foundation
3400 Peachtree Road, N.E.
Suite 1106
Atlanta, Georgia 30326

Human Growth Foundation
4930 West 77th Street
Minneapolis, Minnesota 55435

Little People of America
P.O. Box 126
Owatonna, Minnesota 55060

Muscular Dystrophy Association, Inc.
810 Seventh AVenue
New York, New York 10019

(212) 586-0808

National Amputation Foundation
12-45 150th Street
Whitestone, New York 11357
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PHYSICALLY HANDICAPPED (cont)

The National Association of
the Physically Handicapped, Inc.

76.Elm Street
Lendon, 'Ohio: 43140

Jgational Multiple Sclerosis
Society

205 East 42nd Stet.
New York, New York 10017

National Spinal Cord Injury
Foundation

369 Elliot Street
Newton Upper Falls, Massachusetts. 021

Osteogenesis Imperfecta Foundation
632 Center Street
Van Wert, Ohio 45891

Spina Bifida Association
of America

343 South Dearborn Street
Room 319
.Chicago, Illinois 60604

Tourette Syndrome Association
40-08 Corporal Kennedy Street
Bayside, New York 11361

SPEECH IMPAIRMENTS

American Speech.- Language -
Hearing Association

10801, Rockville Pike
Rockville, Maryland 20852

(301) 897-5700

VISUAL IMPAI NTS

American Coun il of the Blind

1211 Connecticut Avenue
Suite 506
Washington, D.C. 20036

American.Council of the

BlinclParente
Rt. A Box 78
Franklin, Louisiana 70538
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VISUAL IMPARIMENTS (cont)

American Foundation for
the Blind

15 West 16th Street
New York, New York 10011

Council of Citizens with
Low Vision

1211 Connecticut Avenue, N.W.
Washington, D.C. 20036

International Institute for
Visually Impaired 0-7, Inc.

1975 Rutgers Circle
East Lansing, Michigan 8823

National-Association-:of.
Blind Students

1211 Connecticut Avenue, N.W.
`Suite 506
Washington, D.C. 20036

National Association for
Parents of Visually Impaired

2011 Hardy'Circle
Austin, Texas 78757

National Association for
the Visually Handicapped

305 East 24th Street
New York, New York 10010

National Federation of
the Blind

1800 Johnson Street
Baltimore, Maryland 21230

ALL DISABILITIES

Accessibility Information Center,
National Center for a Barrier
Free Environment

1140 Connecticut Avenue, N.W.
Washington, D.C. 20036
(202) 466-6846

American Alliance for Health,
Physical Education, Recreation
and Dance .

1900 Association Drive
Reston, Virginia 22091

(703) 476-3400

ALL DISABILITIES (cont)

AmericanAssociation of
University Affiliated Programs
(AAUAP) for the Developmentally
Disabled

1234 Massachusetts Avenue, N.W.
Suite S13
Washington, D.C. 20005

(202) 737-1511

AMerican Coalition for Citizens
with Disabilities -

1200 15th Street, N.W.
Suite 201
Washington, D.C. 20005

American Congress on Rehabilitation.

Medicine
c/o White, Fine and Verville
1156 15th Street, N.W.
Suite 302
Washington, D.C. 20005

(202) 659-2900

American Occupational Therapy
sociation

138 iccard Dr. Suite 300
Rockville, Maryland 20850
(301) 948-9626

Architectural and Transportation
Barriers Compliance Board
.(ATBCB)

Office of Public Information
Washington, D.C. 20201
(202) 245-1591

The Association for the Severely
Handicapped

1600 West'Armory Way
Garden View Suite
Seattle, Washington 98119

Children's DefenLe Fund
1520 New Hampshire Avenue, N.W.
Washington, D.C. 20036
(202) 628-8787

Closer Look
c/o Parent's. Campaign for
Handicapped Children and Youth

1201.16thStreet, N.W. Suite 233
Washington, D.C. 20036
.(202) 822-7900



ALL DISABILITIES (cont)

The Council for Exceptional Children
1920 Association Dr.
Reston, Virginia 22091

(703) 620-3660

Council for_State Administrators
of Vocational Rehabilitation

1522 K Street, N.W.
Washington, D.C. 20005

Higher education and-the Handicapped-

(HEATH) Project of American Council
on Education

One Dupont Circle, Suite 20
Washington, D.C. 20036

Joseph P. Kennedy, Jr.
Foundation

1701 K Street, N.W.
Suite 205
Washington, D.C. 20006

(202) 331-1731
e."

March of Dimes Birth Defect
Foundation

1275 Mamaroneck Avenue
White Plains, New York 10605

National Association for
Students with Hand\icaps

Iowa Memorial Union
University of Iowa
Iowa City, Iowa 52240

National Arts and The
Handicapped Information
Service, National
Endowment for the Arts

2401 E Street,,N.W.
Washington, D.C. 20506

ALL DISABILITIES (cont)

National Easter Seal SoCiety
/2023 W. Ogden Avenue

Chicago, Illinois 60612
(312) 243-8400

People Firist International, Inc.
P.O. Box 112642'
Salem, Orgeon 97309
(503) 378t5143

---Bresidentks-Committee_on
Employment of the
Handicapped

1111 20th Street, N.W.
Washington, D.C. 20036

13-5044

Regional Rehabilitation Research
Institute on Attitudinal,
Legal', and Leisure Barriers
George Washington UniVersity,
.Barrier Awateness,Project,

1828 U Street, N.W.
Washington,,D..C. 20036
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Appendix 5C

REFERRAL FORM

Date FrOm

'Child's Name

Child's Sex

(Agency)

(Address)

(Telephone)

Child's DOB

Reasons for Referral/Service peiired

Test, Results, Observed Behavior, Professional Concerns

Signature

Position
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Appendix 5D

RELEASE -F 0 R M

TO WHOM IT MAY CONCERN:

This is to authorize

to forward,all records concerning testing, academic perfordanca,

health information and diagnosis, psychological evaluations and other

information as. listed,

for my child

These records are to be sent to:

Signature of Parent or GUardian,



AGENCY REFERRAL AND FOLLOW-UP LOG
Step 1

REFERRAL PROCESS

aPIENT.'

AGENCY AND
CONTACT PERSON

SERVICE
REQUESTED

REFERRAL
METHOD

REFERRAL
DATE COMMENTS
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AGENCY REFERRAL AND FOLLOW-UP LOG
Step 2

FOLLOW-UP PROCESS

3
MPIENT . AGENCY

DATE OF NO. OF DATE OF NO. OF COMMENTS OR

INITIAL DAYS TO SERVICE DAYS TO QUALITY OF

CONTACT CONTACT, DELIVERY 'DELIVERY SERVICE

2 3
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- Appendix ,5F

(

AGENCY RESPONSE FORM

Date:

TO:

FROM:

-RE:

(Name of Agency and Contact)

(Health Practitioner)

- Client's Name Services Requested

AS stated in the,enclosed referral form, I am referring

for

_ I feel that this child,needs immediate' attention and hope you will be

.

.

able to make'an initial contact/intake appointment within tea (10)

days. Please return the bottom portion of this form for our records.

Thank you.

Return to

Client:

Date of Initial Contact/Intake Appointment:

Services Rendered and. Dates of Service Delivery:

Date Signed

Agency

C.
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Appendix 6A

ADMINISTRATION ON DEVELOPMENTAL DISABILITIES
STATE PROTECTION AND ADVOCACY AGENCIES

ALABAMA
Kathryn HaiWood, Program Director
Alabama DD Advocacy. Program
918 4th Avenue
Tuscaloosa, Alabama 35401
(205) 348-4928

ALASKA
David Maltman, Director
P& for the Developmentally Disabled,
Inc., 325'E. 3rd. Ave., 2nd Fl.
Anchorage, Alaska 99501

(907) 274-3658
ZENITH .6600 (Statewide toll free)

ARIZONA
Sandra Peel, P&A Program Director
Arizona Center for Law in the

Public Interest
112 North Fifth Ave.
Phoenix, Arizona 85003

ARKNASAS
James C. Hudson, Director
Advocacy Services, Inc.
12th & Marshall Streets, Suite 504
Little Rock, Arkansas 72202
(501) 371-2171

CALIFORNIA
Zonca, Executive prector,

Protection & Advocacy, Inc.
2131 Capitol Ave., Suite 100
Sacramento, California 95816

(916) 447-3331
(800) 952-5746
L.A. Office (213) 383-7285,

COLORADO
'Mary Ann Harvey, Executive Director
Legal Center for Handicapped Citizens
1060 Bannock Street, Suite 316;1,,,

Denver, Colorado 80204

(303) 573-0542

CONNECTICUT
Eliot J. Dober, Executive Director
Office of P&A for Handicapped & DD

Persons
401 Trumbull Street
Hartford, 1Connecticut 06103
(203) 566-7616
(203) 566-2102 (teletype)
.(800) 842-7303 (Statewide toll free)

DELAWARE
.Mary McDonough, Executive Director,
DD Protection and Advocacy System
913 Washington Street
Wilimington, Delware '19801
(300 575-0660
(800) 292-7980-

DISTRICT OF COLUMBIA
Yetta W. Caliber, Executive Director
Information Center for HandiCapped

Individuals
605 G Street, N.W.
/Washington, D.C. 20001.

,v (202) 347-4986
*

FLORIDA
Johnathan P. Rossman, Director
Governor's Commission on AdvOCacy

for Persons with DD,
Office -of the Govern-Or, the Capitol
Tallahassee, Florida 32301
(904) 458-9070

GEORGIA
Donald G. Trites Executive Director
Georgia Advocacy Office, Inc.
1447 Peachtree Street, N.E.
Suite 81.1

Atlanta, Georgia 30309
(404) 885-1447
(800) 282-4538'
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GUAM
Martin DeLeon Guerrero, Director
The Advocacy Coordinating Office
for the Developmentally Disabled

P.O. BoX 83)9
507 10th Street, 8th Floor
Tamuning, Guam 96911
(011)7(641) 477-7280

HAWAII' .

Patty Henderson, Executive Director
Kahua Ho'omalu Kina, Inc.
1580 Makaloa Street
Suite 860.
Honolulu, Hawaii 96814
(808) 949-2922
EPO 7777 (toll free)

IDAHO
Brent Marchbanks, Director
Idaho's Coalition of Advocates for

. the Disabled, Inc.
1510 W. Washington
Boise, Idaho 83702

KANSAS
Joan Strickler, Executive Director
Kansas Advocacy & Protection Services

for the DD, Inc., The Denholm Bldg.
513 Leavenworth,, Suite 2
Manhattan, Kansas 66502

(913) 776-1541
(800) 432-8276

KENTUCKY
Gayla Keown, Director
Office for Public Advocacy
Division for P&A
State Office Bldg. Annex, 2nd Fl.
Frankfort, Kentucky 40601
(502) 564-2967 .

(800) 372-7705

LOUISIANA
Lois V. Simpson, Director
Advocate for the Developmentally

Disabled
333 St. Charles Ave., Rm. 1221
New Orleans, Louisiana 70130

(208) 336-5353 (504) 522-2337
(800) 632-5125 (toll free) '(800) 662-7705

ILLINOIS
Zena Naiditch, Director

P&A Board
`'',180 N. La Salle, Suite 321
Chicago, Illinois 60601

(312), 793-3536

INDIANA
Genevieve R. Riley, Director
Indiana P&A Service Commission for the
Developmentally Disabled

445 N. Pennsylvania St., Room 503,
Indianapolis, Indiana 46204
(317) 232-1150
(800) 622-4345

IOWA
Jeanne Porter, Director
Protection and Advocacy Division.
IOwa Civil RightsCommission
507 10th Street, 8th' Floor
Des'Moines, Iowa 50319

(515) 281-8081
(800) 532-1465 .
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MAINE
Dean Crocker, Director
Advocates for the DD
Cleveland Hall, Winthrop Street
P.O. Box 88 Hallowell, ME 04347

(207) 289-230
(800) 452 -143
(207) 289-2394 (Augusta area)

MARYLAND
David Chavkin, Director
Maryland Advocacy Unit for DD (MAUDD)
2510 St. Paul Street.
Balittore, Maryland 21218

(301) 383-3400

MASSACHUSETTS
William Crane,.Project Director
DD Law Center, for Massachusetts
294/Washington Street,, Suite 840
.Boston; Massachusetts.. 02108

(617).426-7020
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MICHIGAN
Elizabeth W./Bauer, Executive Director
Michigan P&A Service for DD Citzens
313 South Washington Square, Lower Level
Lansing, Michigan 48933 ,

(517) 487-1755

MINNESOTA
Luther,Granquisi, Director
Legal Aid,Society of Minneapolis
222 Grain Exchange Building
323 Fourth Avenue, South
Minneapolis, Minnesota 55415
(612) 338-0968

MISSISSIPPI
Becky Floyd, Director
Mississippi P&A System for DD
4750 McWillie)Dr., Suite 101
Jackson, Mississippi 65101

(601) 981-8207

MISSOURI
C..Richard Heiser, jr., Director
Miasouri DD P &A Service, Inc.
211 B. Metro Drive
Jefferson City, MissOuri 65101

(314) 893-3333
(800) 392-8667

MONTANA
Margaret Ulvestad, Executive Director
DD/Montana Advocacy Program, Inc.
1219 East 8th Avenue
Helena, Montana 59601

(406) 449-3889
(800) 332-6149

NEBRASKA
TimOthy Shaw, Executive Director
Nebraska Advocacy Services for

DD Citzens, Inc.
Lincoln Ctr. Bldg.
-215 Centennial Mall So. Rm. 422
Lincoln, Nebraska 68504

(402) 474-3183

NEVADA
Holli Elder, Project Director
DD Advocate's Office
495 Apple Street .

Reno, Nevada- 89502
(702) 784-6375
(800) 992-5715
FTS 470-5911. (800) 852-3336

NEW HAMPSHIRE
iNDonna Woodfin, Director
DD Advocacy Center, Inc.'
6 White Street
P.O. Box 19
Concord, New Hampshire 03301

(603) 228-0432

NEW JERSEY /
Herbert Hinkle, Director
N.J. Dept. of Public Advocate
Office of Advocacy for the DD

CN 850
Trenton,. New Jersey 08625

(609) 292-9742
(800) 792-8600

NEW MEXICO
Jim Jackson, Director.
P&A System for New Mexicans.

with - DD

Suite 300.
510 Second Street, N.W.
Albuquerque, NM 87102

(505) 243-8831
(800) 432 -4682

NEW YORK
Clarence J. Sundram,.Commissioner
NY Commission on Quality of

Care for the Mentally Disabled

99 Washington Avenue
..Albany, New York 12210

(518) 474-3183

NORTH CAROLINA'
Lockhart Follin-Mace, Director
Governor's Advocacy Council for
Peraons with Disabilities

116 West Jones Street
Raleigh, North Carolina 27611

(919) 733-9250 .

NORTH DAKOTA
Barbara C. Braun, Project Director

P&A Project form the DD
Governor's Council On Human Resources

State Capitol Annex, 1st Floor

Bismarck, North Dakota' 58505.

(701) 2242-97.2
(800) 472-2670
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OHIO
Pamela, Hyde
Executive' Director
Ohio Legal Rights Service
8 East Long Street, Oth Floor
Columbus, Ohio 43215
(614) 466-7264
(800) 282-9181

OKLAHOMA
Dr. Bob M. Van Osdol
Director
Protection and Advocacy. Agency

for DD
9726 East 42nd
Osage Building-, Room 133
Tulsa, Oklahoma 74145
(918) 664 -5883

OREGON
Steve Brischetto, Executive Director
Oregon DD Advocacy Center
621 S.W. Morrison, Rm. 713
Portland, Oregon 97205 .

(503) 243-2081
(800) 452-1694

PENNSYLVANIA
Edwin FrownfelterExecutive Director
DD Advocacy Network (DDAN), Inc.
3540 N. Progress Avenue
Harrisburg,'Pennsylvania '17110
'(717) 657 -3320

,(80W-692'77443

PUERTO RICO
Juan 'Rivera, Director
Protection and Advocacy
Puerto Rico Dept. od Consumer Affairs,
Minillas Governmental Center
North Building

P.O.. Box 41059 Minillas Station
Santurce, PR. 00904
(809) 727-8536

RHODE ISLAND
Peg Tormey, Executive Director
Rhode Island P&A System (RIPAS), Inc.
70 South Main Street
Providence, Rhode Island 02903

(401) 831-3150
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SOUTH CAROLINA
Louise Ravenel, Executive Director
S.C. ;;P&A System or the

Handicapped, Inc.
2360-A Two No'Luh Road
Columbia, S.C. 29204
-(803) 254-1600

SOUTH. DAKOTA
Robert. J. Kean, Project Director
South Dakota Advocacy Project, Inc.
222 West Pleasant Drive
Pierre, South Dakota 57501

(605) 224-8294
(800) 742-8108

TENNESSEE
Sydney Ewell
Director of Advocacy
Tennessee State Planning Office
505 Deaderick Street
Suite 1800
James K. Pope Bldg.
Nashville, Tennessee 37219

(615) 741-2657

TEXAS
Dayle Bebee, Executive Director
Advocacy, Inc.
5555 N. Lamar Street, Suite K-109
Austin, Texas 78711

(512) 475-5543
(800) 252-9108

UTAH
Phyllis Geldzahler, Executive Diect8r
Legal Center for the Handicapped
455 East 400 South, Suite 300
Salt Lake City,,Utah 84111

(801) 363-1347
(800) 662-9080

VERMONT
William J. Reedy, Esquire
Director, Vermont DD P&A, Inc.
217 Church Street
Burlington, Vermont 05401

(802) 658 -6951



VIRGINIA
Car614.yn White Hodgins, Director
Staqob Ad.ocacy Office for the

Developmentally Disabled
9th Street Office Bldg. Suite 527
Richmond, Virginia. 23219
(804) 786-4185
(800) 552-3962 (TDD & Voice)

VIRGIN ISLANDS
Russell RichardS, Director-
Committee on Advocacy for'the
Developmentally Disabled, Inc.

P.O. Box 734
Fredericksted, St. Croix
U.S. Virgin Iiland 00840

(809) 772-1200

WASHINGTON
Katie Dolan, Director
Troubleshooters .Office
1600 West. Armory Way
Seattle, Washington, 98119
(206) 284-1037
1-800-562-2702

WEST VIRGINIA
Nancy Mattox, Executive Director
West Virginia Advocates for the

Developmentally Disabled, Inc.
1021. Quarrier.Street, Suite 411
Charleston, West Virginia 25301

(304) 346-0847 '

(800) 642-.9205

WISCONSIN
Lynr Breedlove, Executive Director
Wisconsin Coalition for Advocacy, Inc.
30 IN:- Mifflin, Suite 508
Madison, Wisconsin 53703
(608) 251-9600
(800) 362-9053

WYOMING
Jeanne A. Kawcak, Executive Director
DD P&A System, Inc.
508 Hynds Building
Cheyenne, Wyoming 82001

(307) 632-3496
(800) 442-2744
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Appendix 6B/

MENTAL AND DEVELOPMENTAL DISABILITIES
FOR LEGAL ADVOCATES

Advocates for the Handicapped
2200 Merchandise Mart
Chicago, Il 60654
.(312) 822-0435

American Association for the
Abolition of Involuntary
Mental Hospitalization

University of Santa Clara
Santa Clara, CA 95053
(408) 984-4361

American Civil Liberties Union
22 East 40th Street
New York, New York 10016
(212) 725-1222

American Coalition of Citizens
with Disabilities

1200 15th St., N.W.
Suite 201
Washington, D.C. 20005
(202) 785=4265

Architectural and Transportation.
Barriers Compliance Board

Washington, D.,C. .20201 ,,-)

Center for Public Representation, Inc.
520 University Avenue
'Madison, WI 53703
(608) 251 -4008

Center for Human Policy
216 ()Strain Avenue
Syracuse, NY :13210
(315) 423-3851

Children's Defense Fund
1520 New Hampshire Ave. N.W.
Washington, D.C. 20036'

(202), 483 -1470
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Children's Defense Fund of
Washington Research Project, Inc.C.

1746 Cambridge Street
Cambridge; MA 02138',

(617) 492-4350

Disability Law Resource Center .-

-at the Center for Independent
Living

2539 Telegraph Avenue
Berkeley, CA 94704
(415) 841-3790

Disability Rights' Center-
1346 ConneCticut Avenue, N.W.
Washington, D.C. 20036
(202) 223 3304

Education Law Center, Inc.
605 Broad Street
Suite 800
-Newark, NJ 07102
(201) 624-1815

Education, Law Center, Inc.
2100 Lewis Tower Building
225 South 18th Street
Philadelphia, PA '19102
(215) 732-6655

Epilepsy Foundation of America
1828 L Street, N.W.
Washington, D.C. 20036
(202) 293 -2930

Juvenile Rights Project of ACLU
Foundation.

22 E. 40th Street
New York, NY 10016
(212) 725-1222

Legal Center for the Elderly
and Disabled

1722 J Street, Suite 19
Sacramento, CA 95814

(916) 446-4851
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Mental Health Law Project
201 L Street, N.14:
Suite 800
WaShington, D.C.- 20036
(202) 467-5730

National Association of the
Deaf/Legal Defense Fund

7,th and Florida Ave., N.E.
Washington, D.C./ 20002
(202)' 651-5454
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National ComMission on ,

Confidentiality of Health I

Records/
1211 Connecticut Avenue,N.W. I

Suite 5b4 .

Washington, D.C. 20036

/
National Juvenile Law Center
3701 Lindell Boulevard

./St. Louis, MO 63108
(314) 533-8868

Western Law Center for the
Handicapped''

849 South Broadway, Room 206
Los Ange es, CA 90-014

(213) 972-0061

Youth-Law Center
693 Mission Street
6th Floor
San Francisco, CA
(415) 543-3307

94102
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.
ALLIANCES IN HEALTH AND EDUCATION: SERVING YOUNGSTERS WITH

SPECIAL NEEDS and this accompaning Instkuctor's Guide are outgrowths-
of the American Society of Allied Health Professions' (ASAHP) national

advocacy initiative on behalf of children and youth.with disabilities.

ASAHP is,pleased to provide these- important publications. for educators
and practitioners in the related health and education-professions who .

with Youngsters with handicapping conditions. . .on

the job, at home, or in the community. These educational tools can be

used in the,classroom, conference room,. or clinic particularly by

those working in or preparing others to Work in one of the following

areas:

Audiology/Speech Language Pathology
J Dental Hygiene/Assistance

Dietetics /Nutrition
* EarlyChildhood Development
* Education Administration
o Medical Technology
o Nursing .

o Occupational Therapy
e Pediatric Medicine
o Physibal Therapy

Physician:Assistance
o Psychology

Recreational Therapy
,Rehabilitation Counseling
Social Work.
Special. Education

The content included in ALLIANCES IN HEALTH AND EDUCATION:

SERVING YOUNGSTERS. WITH SPECIAL NEEDS'addresees such .critical' issues

as: ,,,

Implications of Public Law 94-142 (The Education for All

Handicapped. Children Act) and Section 504 of the Rehabili-

tation Act-for health professiOnals;

e Solutions to inefficiences, competition,., and.disparities in

the delivery of services for youngsters with.special needs

.and their families; and

e Attitudes and values of health and education professionals

toward youngsters with disabilities. and their families.

In addition, recommendations are included for improving collaborative

efforts and communication among health and. education professional in

identifiCation, referral,, and advocacy activities on behalf of y ung-

aterd and their families.



to,

The to includes an in-depth discussion of six topic areas:

Leg: Foundationsaddresses the: rights, procedures,. and

'servi es guaranteed bylaw and regulations for meeting the

:needs .children and youth with handicapping conditions.

Roles
of
roles 'and
'advocating

Responsibilitiesidentifies the barriers, to

service delivery and One health/ professional's
esponeibilities. in identifying; referring, and,

for youngsters with disabilities'.

Communication- examines the barriers to'effective communica-

tion with cli ts, parents, and coileagues and provides

strategies for nhancing'the professional's copIpetence as a

communicator.

Issues in Identification -- discusses/ the indicators of both

high-risk and handicapping conditions in young children,

emphasizing the professional's role in promoting non-distri=
minatory, multidisciplinary asseeipments of youngsters with

handicapping conditions.

Referral, Coordination, and Management of Services-- identi-

fies community; state, and national resourcesforthe child

or:youth with a disability and provides strategies for ac-

cessing and coordinating these services.

Advocacy--examines.apprOaches to advocacy, identifies re-

sources, and provides strategies for advocating on behalf of

youngsters with disabilities and their families--froM
listening to.their needs and'- concerns to supporting and pro=-

moting legislation on their behalf.

Each of these units addresses issues identified by an advisory

committee of experts in allied health, education, and disabilities as

critical to the knowledge base ofprattitioners in.health and educa-

tion -- whether Or not they interact directly or consistently with
youngsters who have handicapping conditions. Further, these issues

and the content included in the text have'been-field tested in seven

`regional'site8 across, the country* with experienced service providers

in health and education. Throughout the regions, the emphasis has

been on THE. CHILD. Similarly, ALLIANCES IN HEALTH AND EDUCATION:
SERVING YOUNGSTERS:WITH SPECIAL NEEDS: and this Instructor's Guide,

focus on the child, his or her needs, and the roles and responsibil-

ities health professionals require to ensure appropriate services are

coordinated for the youngster and his/her family. In addition, the

Regional sites have included California, Colorado,' Maryland,

Minnesota, Tennessee, Texas, and Vermont.

2



instructional materials and.strategies recoMmended in this Guide are
'based on the research literature in attitude change and instructional
development and have undergone' the same field testing as the content
issues.

ASAHP extends its sincere gratitude to all the faculty members
and resource persOns who have assisted in both developing And testing
these materials, with very special appreciation to Project SpeCialist
Josephine Barresi and facultz members Ethan Ellis and Jayn.Wittenmyer
for identifying and or developing materials for this Instructor's
Guide. .

.Hopefully, these tested materials.will assist both health and
education educators in'Integrating the content included in ALLIANCES
IN HEALTH AND EDUCATION: SERVING tOUNGSTiMS HIM SPECIAL NEEDS into
their :current curricular, fferings. These materials similarly. should
assist educators and practitioners alike in designing workshops, sym-
posia, conferences, and other continuInveducation forums!to address
the issues related to the needs'and rights of youngsters with disabil-.
ities and their families.

Reactions to these materials Would be irpreciated. Pleaie
--send-your-comments-to: 0:Irli-CaTalyn-M-DeI'TolitoTAmerican-Society-of

Allied Health Professions, One DUpont Circle, N.W.
Pe
Suite 300, Wash-

ington, D.C. 20036. .

A
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IUTRODUCT"I 0 N

The rights and needs of youngsters with disabilities and their

families, as identified in ALLIANCES IN HEALTH AND EDUCATION: SERVING

YOUNGSTERS WITH'SPECIAL NEEDS, need to be addressed within health and

education training programs -- whether in tore courses, specialized

courses or seminars, or integrated throughout the curriculum. The

issues are not:new. The'need fOr effective team approaches and coor-
dination in both training and'practice has been reiterated by health
and education piefiSeIaSIS--throlithbnt-the
pert; however, educators, whether. in -health or education, haVe

received little or no training in. coordinating ethical and humanistic

care giving for youngsters with disabilities and their families.

To hellialleviate theAisparities And inefficiences'in the

delivery of Aervices.and to 'facilitate cost effective, quality care

adapted to the.unique, life-long needs of these youngsters, 'on-going

professional development is as necessary for the educators as it is
for the:practitioners providing direct services. Those interested in

developing programs, however, should beware of the "instant expert."

The implications for the lives.of students and the lives of their
future clients demand that those designing and teaching the instruc-

tional programs possess the appropriate expertise, whether in health,

special education, law, communication, or philosophy.

.Further, there, are two critical issues which must be addressed
personally. and professionally by those planning and presenting these

instructional programs. These issues should be considered carefully,

honestly, and as completely as possible. .

'Issue I: Recognizing and accepting one's own attitudes and
values 'towards pers6ns with handicapping conditions, their

families, and other proViders in health and education serving

these.persons. In assessing_ one's own attitudes, the educa-
tor .should review carefully the entire text, ALLIANCES IN

HEALTH AND EDUCATION: SERVING - YOUNGSTERS WITH SPECIAL NEEDS.

Remember,' educators-7in `any instructional context--communi-
cate their own attitudes and values far more often than they

communicate information about the topic of instruction. Fur-

thermore, unless the educator's behaviors are consistent with

the content communicated verbally, it,is unlikely he/she will

be perceived as a credible source of information; thus, hav-

ing limited impact.on students' knowledge_or attitudes about

serving youngsters with disabilities and their families.

The Introduction of the text should be helpful, particularly,"
in addressing individual attitudes and values as communicated

by one's use of language -- either in talking about or to



persons with disabilities. One's language can indicate im-

bedded, often negative attitudes. It will be important for
the instructional planner, therefore, to be cognizant of the

impact of language and prepare other faculty (and students)

'with similar, appropriate understandings.:

Issue II: Recognizing and accepting one's own technical COM7
petence in each of the areas addressed i'n.the text. Again,

it will be necessary for the educator to\h.efully familiar
with the content and related issues. presented in the text.
Along with: reviewing the text and the suggeg ed readings,

---schiCarorSShotad---fter-tre'e"---and:---areencour'aged -to-solicit
guidance from colleagues who are experts in each of the re-
spective areas (i.e., legislation, communication, 1.sabili-

ties, education, advocady,' etc.) to provide resources\and/or

assistance in instruction.

6
To assist the reader and his/her. students in achieving desired

competencies, a statement of purpose and a list of learning objectives

opens each unit ofthe text. In addition', lists of national, state

and local organizations, agencies, and other resources, .including

annotated listsopf suaestedrreadings are included. The additional

readings were selected to supplement the material in each, unit,

providing either a. more detailed treatment of some aspect of the

subject or a referenCd guide, suitable for sharing with clients and
their families.. jnstructors.:may wish to preview' these readings in
preparatiOn for their training programs and arrange for some to be

available as references fOr learners.

.

This Instructor's Guideproyides both general Planning and

Operating StrategieS for training programs and Specific 'Content-

Relaied, Instructional Strategies foreach unit contained. in the text.

The planning and operating strategies include general designrecom-

mendations for conducting any instructioinal program. including:

Methods for determing the goals of the instructional unit;

Recommendations for designing the overall operational plan,

including participant selection and application.procedures,
evaluations, and budget proposals; and

.Considerations for designing instructional strategies,.
eluding content, structure, and procedural suggestions.

addition,, a sample workshop agenda is shared with specific content

'land learning strategies identified.

The content-related strategies, on the other h nd are specified

for each nnit in the text and include: ./

"7",Q:'

Discussion questions' to probe the learnei's experience,

knowledge, and attitudes;

215
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Suggestions for realistic, out-of-classroom learning ex-
periences to, help the learner expand his/her expertise;

Strategieg.for tapping community resource persons for their
assistance and expertise;

Media suggestions to add variety and interest; and

Masters for overhead transparencies and handouts to use as
teaching tools.

;Both the general planning strategies and. the specific content-
related-'in4tructional.strategies are pmvided in outline form for
clarity and quick reference.



SECTION ONE

PLANNING AND OPERATING STRATEGIES

0

The following suggestions for planning instructional units can
be adapted for an hour seminar, a one-to-three day. workshop, a two-
to-four week unit within another course, a semester course, or a
complete program of several courses for providers of health and educa-
tion services.

I. Needs Assessment:

Generally, an instructional unit is designed in response to the
needs-and concerns felt by constituents--whether they be students,
faculty', administrators, or practitioners. Thus, prior to the de-
velopment of any instructional unit, constituents' needs and concerns
must be known. If. not previously identified, several opt ns for
assessing needs are available to the planner.

A. Invite constituent respresentatives to participate on a
planning committee. Panel members should include
reptesentatives (opinion leadets) of 'constituent groups:

,individuals who likely would know and understand their
`constituents' concerns as well as possess-the ability and
willingness to engage in problem-solving discussions with
others to ,resolve the identified dilemmas/concerns of

constituents.

Based' on ASAHP's experience, an appropriate and helpful
advisory council or planning committee would consist of

,representatives frmi-allied health, regular education, spe-
cial education, .medicine, communication, parent groups,

consumers with disabilities, and the institutional/organiza-
tional and/or state agencies in health and education.

These representatives will be able not only to provide ex-
pert advice regarding their constituents and the issues, but
also insightful recommendations for learning objectives;
procedures, and resources--human and material. In addition,

as ,credible leaders within their* professional spheres, the
opinions of these representatives undoubtedly will-. be sought
out and listened to by- their constituents. Their under-
standing of.and. agreement and commitment to the program's
instructional objectives and design, therefore, will be

crucial for the success of a training programparticularly
with their constituents. Their involvement and approval
will legitimize the training effort and assist in the promo-

tion of the program.



B. Conduct a survey to assess the needs of potential audience
members.:. A second option for assessing needs is, to design a
questionnaire which would assess the students'/profes-
sionals' knowledge and perceptions of their roles and

responsibilities toward youngsters with handicapping condi-
tions.'

Questionnaire development may include a question brainstorm-
ing session with .resource persons; a' critique of initial
questions by other experts in health and education; and a
field test of the entire survey and cover letter for clar-
ity, completeness, accuracy, and relevance by.other resource
persons not partiCipating in the questionnaire development.

A qudstionnaire can serve several purposes. Primarily, the
responses provide relevant information about the percep-
tions, knowledge, skills, and attitudes of the professionals
surveyed. Findings can be used in the design of both con-
tent and instructional strategies for the program.

In addition, however, a questionnaire can provide some addi-
tional benefits whether or not it is returned. Depending on
the questions asked, a survey may

Raise the respondents' awareness of the need to be
concerned.about their roles and responsibilities for
youngsters with handicapping conditions;

Stimulate the respondents to seek, out more informa-
tion about Public Law 94-142 and their roles and
responsibilities for youngsters with handicapping
conditions; and

Educate the respondents. to some extent about appro-
priate advocacy behaviors.

A sample needs assessment questionaire is included in Appendix A.

II. Purpose or Coal_of Instructional Unit:

Once the needs, concerns, and demographics of the audience have
been identified, the purpose or goal of the instructional unit can be
determined. The overall and specific objectives of the unit should be
clear to all those involved in the unit's design and implementation.
For example, the general goal of a one-day seminar conducted in Texas
for leaders in the health professions was:

To disseminate information and sensitize related
health professionals in Texas to,recognize and
accept 'their expanded roles and responsibilities
for meeting the needs and rights of youngsters with

disabilities and their families.

2,13
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III. Operational Plan for Instructional Unit:

-, There are a number of questions to be considered by the planners
for this or any othdr instructional unit once the overall purpose is
determined. Preferably, these questions would be considered by.-the
representatives from. the various audience constituencies identified
above for an advisory council or pladning committee.

A. Questions for Considerations in Planning Technical/Logisti-,
cal Aspects of the Program:

1. Who should be invited to attend?
%

Educators?
Health Practitioners?
State Association Leaders?'

Chief Administrators?
Program Directors?

o All-Groups?

Because a major issue ineffective provision of services is the
need for communication and collaboration, all persons involved in
meeting the needs of youngsters with handicapping conditions--includ-
ing those involved in personnel preparation and delivery of services- -
should be considered as potential audience members.

Which professions should.be included?

e''Audiology/Speech Language Social. Work

Pathology Occupational Therapy
-Dental Hygiene/Assistance Physical Therapy

Dietetics/Nutrition Physician Assistance

\ Medical Technology Psychology
\Rehabilitation Counseling o Recreational Therapy
Special Education Vocational Education
Early Childhood Development Education Administra-
Pediatric Medicine tion
Nursing (Public Health/ Others?

School)

When possible, a variety of professional'groups in related
health, education, and medicine should participate together. Instruc-
tional units can be designed to enable the providers to:

learn about each\others' professional roles and skills;

establish new support networks which hopefully will be
transfered to their own work situations; and

learn to work cooperatively with a variety of professionals
concerned_with one goal\ providing appropriate services for
youngsters with handicapping conditions.

-

qr.
G
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The design of the socialization process used in ASAHP's training
activities to involve a variety of professionals has been. extremely
important to achieving the instructional goals and :to the overall
effectiveness of individual programa. Numbers of participants, there-
fore, have been limited ,to a maximum of 50 persons. With changes in
group size, the instructional design and learning strategies will need
to be modified accordingly.

3. Are there other persons who should be involved either as
participants or resource persons?

Parents of youngsters with disabilities
Consumers/adults with disabilities

. a Professional advocates
.-

Lawyers
State or local health or education agehcy.adMinistrators

The expertise these persons can bring to.a training event for

Truly, among the most critical concerns for any planning group.should
service provider& in health.and Oucation cannot be

be ways of, involving both*consumers and parents in planning and 'pre-1_

senting the training activities.
1.

Recommendations for 10-cal faculty,.speakersi and resource per-
sons should be sought from your advisory-council. In. addition, Units

5 and 6 of the text list numerous.' agencies:which-can be contacted for
local experts. Particularly good contacts will be your state's Pro-

tection and Advocacy_ (P4A)- System, Independent-Itiving Centers,{

Developmental Disabilities (DD) Council, and Special 'Education DepartH

ment. Educational administrators and teachers,.along with parent and,

consumer advoCates,providea well-rounded perspective on the issues,

faced, in pro;Adirig efficient, costeffective services to_youngsterw.
with'special needs._ Additional.auggestiona are proVided in theneXt
section on content-related strategies.

4. ,What process should be used to solicit participation in the

training program?
.1

7'

A planner's. promotional.options are-many, including news re-
leases to local media, personal invitations, and brochures: and/or
letters mailed direCtly to.potential participants. For many of
ASAHP's training,prograMe,' a nomination and/or an application proce
dure preceded.acCeptince.of participants in the 'program.. The nomina-
tion procedure emphasized the "specialness" of the training activity

and- the uniqueness,. of all participants. The application process
provided - potential. participants with an opportunity. to express theit
involvement and -interest in ..working with children and youth with
disabilities,..indicatingtheir_openness to new roles related to Public

Law 94-142. Similarly, in asking about their advocacy potential or
advocacy interest, individuals were identified who had more favorable

250



attitudes toward change, and thus would likely be willing to promote
advocacy initiatives for youngsters with handicapping conditions and
become articulate role models for colleagues in health and education.

. These procedures gay prove to be too time-consuming for many-
instructional planners; however, if possible, commitment to the goals
of instruction prior to participation will increase the likelihood of
success and the overall satisfaction of participants.

5. Are additional materials needed? Where can they be ob-
tained?

A number of additional readings and resource materials are
identified at the conclusion of each unit in the text as well as in
the next section on content-related strategies. Local agencies, as
identified in Unit 5 of the text, also can provide resource materials
on both the issues and available local services-for meeting young-

.

sters' health and education needs.

6. How will the training event be evaluated? How will thi need
for follow-up activities be determined?

The program planners' concern, of course, is with the full and
efficient implementation of the program's goals. Energies will be
devoted to designing quality learning experiences for all partici-
pants, selecting faculty and other presenters who are energizing,
speakers and leaders within their respective professions, and care-
fully assessing the impact the program has on both the individuals
involved and the youngsters they serve.

As discussed previously, the pre-assessment questionnaire can be
designed and used to ensure program procedures (content and presenta-
tional strategies) focus (Al the appropriate concerns oflthe profes-
sionalst In addition, assessing the participants understanding of the
issues prior to the program provides base-line data for follow4up
evaluation of changes in the professionals' (a) knowledge and atii-
tudes; (b) perceptions of their roles and responsibilities for child-
ren and youth with handicapping conditions, as well as (c) behaviors
implemented as a result of their new knowledge and involvement in the
training program.. The results aldo will help to identify areas where
additional, specialized training will be required.

In addition, descriptive, evaluative information regarding the
program's effectiveness can be provided through daily and final
feedback forms which can solicit the participants''reactions.to both
(a) the content and organization of the training event, and (b) the
instructor/speaker's style and quality of ,presentation: Space also
can be provided -on "the 'forms for the participant to indicate the
program's special benefits and any additional information or training
they desire... This information will be helpful not only for the fac-
ulty and speakers in adapting and polishing future pre4entations, but
also for. making modifications for the overall design and content of
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future training programs. Sample evaluation forms are provided in

Appendix A.

7. Budget and Time Considerations:

Equipment Rental's

Resource Materials: Books, Manuals, Films, etc.

o Materials Development

o Surveys/Questionnaires
Applications

o Training Materials
Registration Packets

Agendas
o Faculty/Resource Person Biographies

o ParticipantLists
Badges

o State and/or National. Resource Lists

o Promotional Materials
/

Press Releases
Brochures

4 Letters

'Production/Duplication

Postage

o Accomodations

Meeting Room.
Sleeping Rooms

Food Functions

Breakfast(s)
Beverage break(s)
Luncheon(s)

AA Reception(s)

As costs are determined for materials development, space, equip-

ment, and other activities associated with the training program, plan-

ners will need to evaluate available fiscal resources, and determine

whether outside funding sources should be -explored, or whether a

registration or similar_fee7structure will be required to cover costs.

As noted ,previously, food functions are. important socializing and

networking times and may help to fulfill a number of the program's

objectives. When agency or institutional budgets do not provide

sufficient resources-lor food functions, a modest participant regis-

tration fee should be considered. A sample budget outline as well as

a check-list for program development is provided in Appendix B.

:A,as
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B. Questions for Consideration in Designing Instructional Strategies:

L, A. What are the specific goals or desired outcomes of this
training event? Planners may consider using the following
format: Upon Completion of this training event, partici-
pants should:

Understand . (Knowledge Level Objectives)

Be sensitive to . . . (Affective Level Objectives)

Be able to . . . (Performance or Behavioral
Level Objectives)

The learning objectives which lead each unit of the text
emphasize the critical tracing components .for'health and education
professionals.serving youngsters with special needs. Planners should
consider these objectives as well.

2. What issues should the Content emphasize?. In addition to
the specific goals of the program, planners should consider:

- Needs and concerns of participants
Knowledge level and experience of participants
Expectations of participants

A needs analysis should clarify gaps in knowledge and issues of
concern for participants. The text, as well as members of your
Advisory Council, similarly can. help in focusing the content of the
instructional unit.

3. To what extent should the i trational program be
structured?

Instructional Strategies
Lecture-Forum
Discussion
Small-Group Working Sessions

**, Media Presentation/Disdififstorrl-
,po

Case-Study/Discussion
Simulation/Role Playing

1

!

Social/Networking Considerations 1

oNN,,Group Assignments
i

Food Functions

Whatever decisions the planners make with respect to the types
of instruetional approaches to be used, in the training program, the
entire program Should be planned carefully and methodically,' taking
Into consideration all information known about the prospective parti-
cipants. Thus,, recognizing that the audience members' fundamental
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attitudes about their roles and responsibilities for youngsters with

handicapping conditions will not be changed easily, planners and

faculty should design the instructional materials and the method of

presentation,tocreate situations in which partiCipants i11 be in-'

clined to acCept.theitinew roles. and responsibilities.

Rogers with Shoemaker (1971) conceptualize .four main

steps in the innovation-decision (change) process: (1)

the knOidedge function which occurs when the'individual

is exposed to an innovation or new concept and gains some

underStanding of it; (2). the.. persuasion function which

occurs when the -indiVidual forms either .favorable or

Unfavorable attitudes toward the innovation; (3) the

decision function when the individual decides to adopt or

reject the innovation; and (4).the Confirmation function

which occurs when the -individualsolicitd reinforcethent

for the deciSion (the individual may reverse a previous

decision if tXpOsed to conflicting messages about the

innovation).8

In ASAHP's training activities, faculty were careful to move

toward the receivers psychologically rather than move against, them.

In an opening .address, for example, a presenter can build rapport with

the audience,by presenting sh"ared premises. In addition, the opening

can orient'.the audience to the .entire instructional program by (1)

providing an overview ofthe program; (2) emphasizing the importance

.of the participants' involvement in the prograth; (3) clarifying the

goals and the plan of the instructional unit; and (4) specifying the

planners'expectations.fOrthe participant*participatiOn.

This approach' is' reinforced in several studies

(Papageorgis, 1968; McGuire, 1969). 'In fact, as Mills

(1966) has shown, disclosure of intent is especially

effective if the presenters couple it' with expressed

liking for the'audience members. The explicit approach

has been found to be more effective in helping to shape

attitudes (Irwin and, Brockhaus, 1963; Weiss and

Steinback; 1965) and has been used in the workshops and

conferences designed for ASAHP's Advocacy initiative.
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Further, the overall organilatiOnal pattern of the unit should
be planned. An approach used and\recommended. for creating desired
responses reflects Monroe and Ehni 9 ger's (1964) "motivated sequence"
of organization- -which includes:* . -:

Gaining the audience's attention;

\

Clax.ifYing the causes of the problem and establishing the
need for change;

Providing the recommended actioh for change with approaches
to implement the change;

Helping the audience visualize what the implications of both
nonaction and action would be; and

\
A final call for implementing the commended activities.

Because this approachifol ows a systematic thought process for solving
Vproblems, it is more like_ to motivate the listeners to accept recom

mended practices in identification, referral, and advocacy.

Specific instructional strategies are provided for each of the
units in'the next section. Depending on the experiences of audience
members, faculty expertise, and available resources, however, numerous
other approaches may be used as well. The strategies recommended are
only suggestions, provided to assist in initial planning sessions.

It will be important, however, to promote social Interaction
among participants during both instructional and freetime activities.
Unquestionably, informal_ personal relationships and contacts are

significant predecessors for .building alliances and networks across
the professions, enhancing communication, and improving access to

services for youngsters and their. families. Opportunities for inter7

action via small group discussions, action ',agenda development,
luncheon and dinner meetings, as well as socializing Informally for
beverage breaks or cocktails, are critical in any instructional plan
designed to build cooperative relationships.

4. How much time is required to. achieve seminar/prograi goals
and meet particip#nts' expectations? -The time elements will
be determined necessarily by the:

Amount of content to be covered
Instructional2Strategies selected
Amount of time available
Expectations and experiences of participants (")

pther time-demands/limitations of: the institution/agency

Again, an advisory/planning committee can assist in determining activ
ity and overall program timing.



5. What expertise should Faculty and or Resourse Persons pos-

sess to achieve desired results?

Recommendations for resource persons and specific areas of.

expertise are identified in the next section on content-related

strategies. Along with being an expert within his or her own field,

hoyever, each of the faculty members should be experienced in adapting

to/the needs of -audience members. Presentations should possess vivid,

metaphorical language, interesting supporting materials, including ap-

propriate statleticsanalogies, and humor, and a clear organizational.

style.

A training session with faculty members and resource persoi is

strongly recommended. Along with polishing skills, it also affords an.

in-depth review and evaluation of the content and.presentational stra-

tegies planned for the instructional units.

The following further describes ASAHP's program development

activities for two-day regional workshops. Similar strategies were

used for other advocacy-initiative conferences and seminars.

IV. Program Development: ASAHP's Plan

In a two-and-a-half day meeting of the Advisory Council for

ASAHP's Regional Workshops, cognitive and affective competencies for

the participants were identified. ASAHP staff then designed the work-

shop content and instructional strategies in response to the concerns

and issues raised by the Advisory Council. Specifically, workshop

content and instructional strategies were designed to:

1. Identify the emerging roles and responsibilities of health

professionals related to Public Law 94-142;

2. Identify-the competencies required of these professionals to

meet their roles and responsibilities in identifying, refer-

ring, and advocating for children andyouth with handicap-

ping conditions;

3. Identify specific strategies health professionals can uti-

lize to implement their new roles.and'responsibilities; and

4. Provide opportunities for health professionals to implement

and practice their newly acquired competencies.

The workshops' content and design were

analyzed by resource persons in the Washington,

modifications made by the workshop faculty.

sessions, faculty and staff reviewed and.revised

tified audio-visual, print, and human resources

analyses and the participants' application.
contributed detailed. outlines and articles'which

Resource Manaual and distributed to participants.

further reviewed and
D.C. area with final
During the planning
the agenda, and iden--
based on the survey.

In addition, faculty
were compiled into a



The workshops were planned for two days, opening on Thursday
afternoons and ending on Saturday afternoons as, recommended by the
AdviSory Council. A variety of instructional strategies were
employed: panel presentations, lectures, and video-tapes and case
studies combined with small group discussions.

A. Faculty/Speaker Selection: The faculty selected to participate, in
the training workshops were among thirty-three individuals nominated
by the Advisory Council, resource-persons, and staff. -Three of the
faculty have been asked to write chapters in the text accompanying
this Guide: Anthony Bashir, Ethan Ellis, and Jayn Wittenmyer. For

each of the workshops conducted across the country, local_ resource
persons were invited to par icipate, including individuals represent-
ing state departments of sp cial education,. regular eduCation, consul:-
mers with handicapping conditions, health professionals, parents of
children with handicapping conditions, and advocacy agencies. Brief
biographies for each of the faculty members, staff, and resource
persons were included in.registration packets along with the agenda.
The expertise exhibited by each of these individuals has been out-
standing; each has added much. to the overall effectiveness of the

workshops.

B. Program Modifications: Modifidations in the'design of the work-
shop and the training strategies were made continuously throughout'the
two and one-half years of workshop development and training. Changes

were based on (1) survey data, (2) the changing federal and state
scenes, (3) the feedback received from faculty, staff, and resource
.persons, and (4) the caliber of individuals applying for the work-
.shops. Each revision responded to the needs of our participants while
fulfilling the goals of they program. The final revisions reflected
more small-group working sessions in which participants had an oppor-
tunity to share their expert se, with faculty members assuming,a more
facilitative rather than ins ructive role. Because the faculty worked
well as a team and possessed such high levels. of expertise in their
professional areas, they were able to respond with ease to partici-
pants' concerns, allowing much more flexibility with.group discussion
formats than initially planned.

C. Resource Materials: Each of the workshop participants received a
350-page Resource Mena' with detailed outlines and resource informa-
tion for professionals interacting with children and youth with
disabilities and their families. The text, ALLIANCES IN HEALTH AND
EDUCATION: SERVING YOUNGSTERS WITH SPECIAL NEEDS, addresses and up-
dates the issues contained in the Resource Manual. Limited copies of

the manual with additional articles and reference materials can be
obtained from the American Society of Allied Health. Professions for
the cost of reproduction and mailing, approximately $40.00.
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D. Workshop Agenda and Strategies: The following outlines a two-day

workshop agenda with'a discussion of the rationale for the organiza -.

tion of content and use of instructional strategies. A sample Agenda

with designated speakers is provided in Appendix B. Additional

materials for each unit in the text are provided in the next section

on content-related strategies. All of these.materials are provided to

assist planners in designing instructional programs appropriate for

their constituents.



WORKSHOP AGENDA

STUDY SESSION ON PUBLIC LAW 94-142

THURSDAY

9:30 am PRE-WORKSHOP REGISTRATION

10:00 am STUDY SESSION ON PUBLIC LAW 94-142

11:30 am ADJOURNMENT

Purpose: To prepare participants for the workshop by providing them

an opportunity to review the Education for All Handicapped Children

Act (Public Law 94-142).

Objectives:
. .

1. To clarify the legislation and current regulations regarding

Public Law 94 -142;

2. To discuss the relationship of Public Law 94-142 to Section

504 of the Rehabilitation Act;" and

3. To discuss, the implications of the legislation for health.

professionals.

Presentation Strategy/Discussion: This was designed as an optional

session, recognizing the range of/experiences participants will have

had with PL 94-142, Section 504, and their regulations. Faculty

members and/or local resource persons have presented this one-and-a-

half hour session using a lecture/discussion format. .A brief

pre-workshop questionnaire provided the presenters with the unique

concerns/questions of the participants prior to the session.

12:00 pm WORKSHOP REGISTRATION; PICTURE PROFILE OF PARTICIPANTS

During registration, faculty and/or 'resource persons met the

participants.and asked them to pose for a polaroid picture. Pictures

of all attending affixed with names and affiliations, were attached to

flip chart paper and hung on the wall during the entire training pro-

gram. This procedure is a good "ice-breaker," providing all partici-

pants and faculty with an opportunity to connect names with faces. It

assists greatly in network-building and creating cohesion among all

participating.
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1:00 pm OPENING ADDRESS: "Meeting the Challenge Through
Alliances"

Purpose: To prepare participants for the program both intellectually
and psychologically.

Objectives:I

1. To present the problem/reason for the program;

2. To provide back6.ound information on the program's develop-
ment, the goals of the program, and the planners' expecta-
tions for the program's outcome;

3. To stimulate participants, to want to become involved with
the issues and address .them; and

4. To introduce participants to faculty, resource persons, and
guests.

Presentation trategy/Discussion: \ As noted in. the earlier section,
the opening ,is quite important in involving 'participants in they/pro-
gram's goals and outcomes. This -session was presented in lecture
format by the program director; generally following a. brief !(5-10
minute) welcome by a host or local dignitary. The strategies,employed
in this opening session have been discussed previously in the section,
on the structure of the instructional program. a

1:45 pm PERSPECTIVES ON THE LAW: Rights of Children an Youth
With Handicapping Conditions

Panel with Moderator:

"The /Current Political Climate"
"TheParent's Response"

\ "The Consumer/Clint's Response"
"The Health Provider's Response"
"The Audience Response"--Questions and Discussion

Purpose: To discuss the current political climate and the implica-
tions of PL 94-142 and Section 504 for children and youth with
handicapping conditions from the unique ,perspectives of the panel
umbers. The ,perspectives repredented included those of 'parents,
cdnsumers, health providers, and educators.



Objectives:

1. To discuss the implication's of federal.legislation for the

rights of cilildren and youth with handicapping conditions,

including their rights to:

A.free and appropriate public edutaiion;

b. Access to services, programs, and facilities;-

c. Due process;
Equal opportunity based on capability;

e. A least restrictive educational environment;

f. Individualized Education Programs (IEP); and

g. Special education and related services.

2. -To discuss the differences betleen federal and"state legis-

lation regarding the rights of youngsters with disabilities

and their families.

3. To promote sensitivity to the educational and health-related

service needs of thesOt youngsters.

Presentation Strategy/Discussion: A faculty member generally pre-

sented information regarding the current, national political climate

regarding the legislation. Panel members then presented their per-

spectives. Views were heard from:

Special Educators (IEP; Free and Appropriate Education)

Regular Educators/Educational Administrators (Access/Equal

Opportunity/Costs

Parents (Du:: Process; Consent to EValuation and Changes in

Placement, Pr-School Concecns)

Consumers (Least Restrictive Educational Environment and

Section 504 Procedures)

Health Professionals (Related Services)

The presentations were followed by a question and answer period.

3:15 pm BREAK..

3:30 pm PERSPECTIVES ON GROWING UP DISABLED: Implications for

the Service Provider

With a Response From:

Consumers/Clients'
Parents
Educators.
Service Providers
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'Purpose: To sensitize participants to the needs and ,concerns of
youngsters with handicaps as they grow into' adulthood.:

Objectives:

1. To discuss the myths and the realistic perceptions of per-
/ sons with disabilities regarding:

o interactions with family members.
o interactions with health and education professionals
o preparation for adulthood
o social/physical accessibility
o employment opportunities

I

)

Presentation Stiittegy/Discussion: . A faculty member or resource
.person, utilizing a lectuie-fOrum (question and answer) format,
presents an overview of the myths and stereotypes faced by .persons
with disabilities. Provoca/tive video tapes showing adults with disa-
bilities talking about their experiences relative to these stereotypes
then are presented, follo ed by an open, full-audience discussion of
the issues, including res onses from resource persons and faculty.
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STRATEGIES FOR INITIAL SESSIONS

These initial sessions were designed to create dissonance in the

minds of the audience by providing evidence of how the rights and

needa:of children And yoUth with disabilities are not being pet

currently. The stimulus materials (the panel presentation which

included a special educator, a regular educator, a parent'of a shild

with handicapping, conditions, a consumer with disabilities, and a

health professional, as Well as emotionally provocative video-tape

presentations) were designed to stimulate a psychological imbalance

(i.e., dissonance, incongruity, etc.). Since. psychological imbalance

is unpleasant and uncomfortable (Hider, 1958; Festinger, 1957; Brehm

and Cohen, 1962; Osgood and.Tannenbaumi-1955), the participants gene-

rally-were ready to discuss the issues from their perspectives as

health professionals in efforts to reduce any perceived incongruity

with their current perceptions.

Changes in attitudes are only one means of .relieving dissonance;

however, the program was designed to help the participants "rebalance"

their cognitions by providing them with specific strategies to help

children and youth with handicapping -conditiOns receive appropriate

services. The strategies identified during the training program,

(jointly by participants and planners), ,therefore, must be perceived

by the participants to have elements which are: consonant with their

cognitions, satisfy their values, have social support _from' other

persons whom they hold in high esteem,- and meet objections which they

or others might raise (Simons, 1976, p. 127). Based on individual-

session and overall-program evaluations, these goals were met.
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PARTICIPANT INTRODUCTIONS (Small Groups Categorized
Across Professions)

Purpose: To provide time'-for participants to meet and get acquainted
with the other members of their small groups.

Objectives:

1. To identify other members of the small group by name and
home community;

2. To iden ify the professional-raldiexpertise each member
represents;

3. To recognize the extent to which. their small group members
interact with children and youth with handicapping condi-
tions;

4. To acknowledge the diversity of the backgrounds and exper-
tise represented in their groups and, therefore, in the
workshop generally; and

5. To identify group members' expectations of the workshop and
majoF concerns which need resolving.

PresentatiOn Strat4y/Discussion: , A cross-section of ,the health pro-
fessionals. attending, generally from the same state, are asked to
participate in a small -group exercise (8-12 persons) in which each
peTson interviews the person sitting next to them, solicits informa-
tion on the above objectives, and then introduces their partner to the
entire group. Faculty and. resource peraons facilitate the exercise.

5:00 pm INTRODUCTIONS TO ENTIRE AUDIENCE

Purpose: To provide time for participants to learn at least one bit
of information about each participant in the room.

Objectives:

1. To identify the area of expertise each participant brings to
the session; and

2. To identify each prrticipant's major concerns or linkages to
other networks which they wish to shdre.
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Presentation Strategy/Discussion: Since this general-audience intro-

duction is followed by an informal reception (cocktails; wine and
cheese; etc.)', participants are asked to introduce themselves to the
entire audience, providing or solicitipg one unique piece of data
regarding:.

interest/concerns;
__special programs;

networks/alliances; and/or
resources. (human anokmaterial).

Using this approach, audience members are able to identify
others within the audience, in addition to their small-gioup memberS,
whom they might, wish to talk with during the reception or later in the
workshop. Throughout the training program, participants are encour-
aged-to learn about one another--both professionally and personally- -
to benefit maximally from the sessions and to expand._ their existing

networks of resources.

6:30 pm RECEPTION

As noted previously, social interaction and networking among
participants has been a primary goal of the program to:

Enhance participants' understanding of one another's
professional roles and responsibilities;

Ease communication barriers; and

Develop and expand resource ,networks.

Generally, a reception was sponsored by a local host institution or
jointly by several state professional associations.

FRIDAYFRIDAY

8:00 a.m. CONTINENTAL BREAKFAST AND BREAKFAST. MOVIE

Each morning of the workshop a continental breakfast was served,

during which time a movie and/or videotapes were shown. Since there

`are generally numerous resource materials to share with participants

and limited time in which to share them, ASAHP planners-decided to

combine breakfast with a mbvie/video-tape. Materials shown were

selected by the faculty with care, ensuring all materials reflected a

non-biased, non-stereotypical philosophy while meeting the goals of

the. activities which would follow. Suggestions for non-print media

resources for each unit are contained in the next section on content-.,

related strategies. 1

11,
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8:45 am BARRIERS TO THE DELIVERY. OF SERVICES

Purpose: To Identify the barriers to effective service delivery for'
professionals serving youngsters with disabilities and their families.

Objectives:

1. To identify and discuss specific barriers/constraints within
and across the health and education professions of those
participating which impede efficient, cost-effective ser-
vices to youngsters with disabilities and their families..

To compare the barriers identified during the workshop with
those identified by others in health and education.

Presentation Strategy/Discussion: Participants, categorized across
professions, meet in small groups (8-12 Persons) to discuss, the-bar-
yiers to effective and efficient service delivery and record their.
deliberations on flip-chart paper.. Faculty members and 'resource per-
sons facilitate the discussions. Small groups are directed to:

o Identify barriers;

o Classify the barriers according to the importance of resol-
ving the issue/barrier;

o Cluster/categorize barriers, as appropriate (e.g., knowledge
issues--identifiCation, Teferral, communication, and advo-
cacy issues; -or attitudinal, procedural, regulatory, infor-
mational and funding issues);

Prioritize issues (i.e., need for early resolution); and

Report to the entire group.

INote: Facilitators of the s all groups should be familiar with the
content of Unit 2 in the text to assist group processing.

10:15 am BREAK

10:30 am IMPLICATIONS FOR SERVICE PROVIDERS

Purpose: To identify the roles and responsibilities of health profes-
sionals in identifying, referring, and advocating on behalf of

children and youth with disabilities.
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Objective:

1. Having listened to the, previous presentations and videotapes
on the needs and rights of youngsters with handicapping
conditions, participants will discuss and identify the roles
and_responsibilities health professionals should be prepared
for in relating to youngsters with disabilities, and their
families.

Presentation Strategy/Discussion: , Participants, categorized across
professions, meet as small groups (8-12 persons) to discuss ttleir
roles,,A64 responsibilities and record their deliberationg on flip-
chart paper. A faculty member /Or resource person facilitates the
discussion. Small groups are directed to:

1. Select a group member to record the group's deliberations on'
a flip chart provided;

2. Cluster/categorize the roles and responsibilities; and

3. Select a group member (may be the recorder) to present the
groups's final list of roles and responsibilities of health
professionals to the entire conference group.

Note: Facilitators of the small groups should be familiar with the
content of Unit 2.in the text to assist group processing.
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STRATEGIES FOR, SMALL GROUP SESSIONS

These two small group-sessions haw een critical components for

the overall success of the workshops co,iducted.by ASARP. Utilizing

what Bettinghaus .(1973) calls participatory persuasion, the small

group' sessions provided participants with an opportunity to identify

(with the guidance of a faculty facilitator) barriers. to services and

their roles and responsibilities--in writing (on newsprint) to be

shared with the entire audience. :Ravelock':(1971) suggests "the two

critical fattors for ,participants' commitment to their new roles will

be (a) the perceived consensus among their peers; and .(b) the fact

that they had made a decision regarding it" (p. 572).

Because participants will Ming extensive expertise to the

workshop, the group's efforts will uncover most, if not all, of the

points which are expanded on during the rest of the workshop. By

having participants announce their perceived roles, they will be more

ready to become' committed to those roles,' to further their under-

standing of implementing those roles, and 'therefore, become more

committed to the content and activities designed for the rest of the

instructional program.. ThiS approach, mirrors Simons (1976) recommen-

dation in.which he suggests, "if at all-possible,' the preliminary

commitment should be of a public nature'and should entail some effort

on the part of the individual" (p..244).

Additionally, if the participants come from a variety of health

professions, little cohesion will be observed initially: To develop

close interpersonal rapport and member cohesion within the training

program, the first afternoon's activities should be designed to

stimulate group interaction. "As we know group pressures to modify

beliefs or behavior will be more strongly felt by those attached to

the group" (Rogers with Shoemaker, 1971, p. 290).

With most instructional programs of this type, as with ASAHP's

workshops, it.will be the first time participants will be involved in

an instructional setting with other professionals from diverse profes-

sions-- particuiarlyt to discuss their roles and responsibilities for

youngsters_ with handicapping conditions. Because of this diversity,

faculty and resource persOns must be prepared. for the unexpected and

to modify group and/or -lecture presentations. Further, they will need

to stress activfties/behaviors the, participants can pursue in refer-

ence to the 'program's goals; e:g., in identification, referral, and

advocacy procedures for children and youth with disabilities. For, as

Simons (1976) warns, "new attitudinal commitments maybe sufficiently

satisying in' themselves so that action becomes psychologically un-

necessary" (p. 90). While for ASAHP's programs, commitment to speci-

fic, future advocacy initiatives was, desired, for all instructional

programs, behavioral or attitudinal change is desired to indicate

learning has occured. Thus, these Suggestions _should be helpful in

designing any instructional program.
Ll
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12:00 pm. LUNCHEON WITH. GUEST SPEAKER

A sit-down luncheon was prepared for participants to continue
networking. In addition, in most cases a guest speaker was invited to
present a 20-25 minute talk on a topic relevant to the goals of the
program. Such topics included:

"Nonverbal Communication in the Provision of Health-
Care Services"

"The Roles of Health Professionals and Persons with
Disabilities: A Shared Dilemma ".

"Genetics: Implications for the Health-Care Provider"

Participants do need a "break" from the intensity of the work-
shop program. Guest' speakers, when scheduled, therefore, are asked to
maintain the requested time limits for their presentations, alloying
at least a half-hour of free-time.

2:00 pm FORECAST FOR THE FUTURE: ALLIANCES IN ADVOCACY

Purpose: To review and summarize the previous sessions' conclusions
and to refocus the group's attention on the anticipated outcomes of
the workshop.

Objectives:

1. To summarize briefly'the.outcomes of the small group ses-
sions on "barriers" and "roles and responsibilities."

2. To review the previous sessions' concltsions in'relationship
to the program's goals and the power/ability of health pro-
fessionals to solve these problems.

3. To identify the critical issues in affecting change on
behalf of youngsters with disabilities and their families,
including:

Knowledge of rights and needs of youngsters with
disabilities

Laws and regulations (Local/State/Federal)

Disabling conditions and the implications of
these conditions for a free appropriate public
education

Issues in diagnosis: educational planning and
treatments
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Communication skills and strategies

Referral sources and strategies

Advocacy models and strategies

Presentation/Strategy: Lecture-forum by program director.

2:20 pi, ADVOCACY MODELS

3:00 pm BREAK

3:15 pm REFERRAL SOURCES AND STRATEGIES

4:00 pm COMMUNICATION SKILLS AND STRATEGIES

Purpose: To respond to participants' concerns regarding:

co Approaches to advocacy for youngsters with disabling

conditions and their families;

o' Referral sourceA and strategies-for obtaining appropriate

referrals for clients and theirfamilies; and

Communication barriers to effective service delivery and the

skills and strategies providers need to help alleviate those

barriers. .****F-

Objectives: In general, the objectives for these three sessions

reflected those included in the accompanying text for:

Unit 3: Communication; .

Unit 5: Referral, Coordination, and Management of Services;

and

Unit 6: Advocacy (ObjectiVes 1, 2, and 3) .

Presentation Strategy/Discussion:. Since many of the issues.reiated'to

advocacy, referral and communication' would have been raised pre-

viously in the small group sesaions and ruorts on "barriers" -and

/ "roles and responsibilities," the faculty planned a flexible approach

for these sessions.

Prioi to the.luncheon, each of the small groups were asked to

identify three key questions in each of the above areas which required

further elaboration and/or discussion. During lunch, the questions
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were reviewed and organized, and presented to the "faculty for

response. Generally, the sessions became discussions with the entire
audience, facilitated by the faculty members. The faculty were
careful to cover the major critical issues in their particular
section, whether or nibt a question was posed. Again, the accompanying
units in the text identify the objectives and content to be addressed.
Although the time available precluded in-depth discussions of the
issues,during the actual workshop presentations, informal sessions
during free times were held consistently by faculty and resource
persons. Appendix B contains sample questions asked of faculty.

5:30 pm

SATURDAY

8:00 am

8:45 am

ADJOURNMENT

CONTINENTAL BREAKFAST AND BREAKFAST MOVIE

(See Friday 8:00 am schedule for details.)

ADVOCACY: COMMITMENT AND IMPLEMENTATION

I. --!,Strategies for Effective Advocacy"

Purpose: To clarify the advocacy needs of children and youth with
handicapping conditions and the diverse roles health professionals may
assume in the advocacy process.

Objectives:

I. Discuss the concept of "advocacy" as a role for health
professionals.

2. Identify existing or potential coalitions and independent
groups with whom to effectively advocate on behalf of
children and youth with disabilities. .

3. Identify and utilize resources for effective advocacy appro-
priately.

4. Identify barriers to and solutions for effective advocacy.

Presentation Strategy: Lecture-Forum

9:45 am BREAK
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10:00 am ADVOCACY:' COMMITMENT AND IMPLEMENTATION (continued)

II. "Implementing Effective Advocacy Strategies"

Purpose: To promote participants' development of effective advocacy

strategies for their own employment and community situations.

Objectives:

1. To identify 'the current conditions of personal work and
community environments and recommend specific strategies for

effective advocacy.

2. Identify possible strategies for dealing with pitfalls to
effective advocacy, such as:

ci

conflict of interest;
resistance to_change; and

o discriminating policies and practices.

3. Develop strategies for expanding advocacy efforts in their

own health facilities, communities and/or in their local,

"state, or national professional societies.

Presentation Strategy/Discussion: To achieve further commitment and
follow-through on the program's goals, this last session of the work-

shop again uses a group-discussion approach. Prior, to the session,

the particpants will have been asked Vb identify the problems they

perceive in their home situations which interfere with children and

--youth's access to appropriate services. During this final session,

using structured guidelines and with the assistance of other small

group members, they develop their own personal and professional
advocacy initiatives to respond to those problems, writing their goals

on carbonless paper. Each group then reports their progress to the

General Session. The "contract" written on paper with aacarbonless

copy allows` both participants and planners to retain a copy. A sample

contract format is included in Appendix h.
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STRATE91ES'FOR PROBLEM-SOLVING SESSIONS

Using a problem-solving approach allows for a,number of possible
alternatives and helps to gain the paticipants' commitment for their
own proposals (Zimbardo, 1972). In addition,' this aTprOach allows
participants to identify their "intentions" for initiating change for
youngsters with disabilities both orally (in the presence of-:group`,,

members)and writing. As Ajzen and Fishbein#(1980),.predict in\
their theory of reasoned action; a participant's intention fO,perform
certain behaviors wil be the actual determinant of their aceions.
Since both the staff nd the participants have copies of the developed
contract with profe sional and personal advocacy goals;identified,

follow-up evaluati9 s can be conducted to assess the participants'

success in accomplishing their initiatives.

Thistype f final session also reinforces the participant's
internalization Of the innovation, for as Havelock (1971) notes, for
any ,innovation-to be successful, the user must internalize it and

invest energy and enthusiasm for it.

The user will be more likely to internalize ant
innovation that he sees as his own, something that
he has accepted by his own free and deliberate

.4choice to meet .his own specific need, andaomething
that he has worked on himself to adapt to his own
specific need .(page 11-14).

12:15 pm SUMMARY AND CONCLUSION /WORKSHOP EVALUATION

Following the reports from individual and group deliberations of

planned advocacy initiatives, initiatives are summarized and partici-

pants commended for their involvement and willingness to.respond to

the needs of youngsters-with disabilties and their families.

I:00 pm ADJOURNMENT

E. . Program Outcomes: During..the workshops conducted across the

country, participants formed professional and personallinterdiscipli-

nary:aIliances-and networks. These alliances have resulted in planned

advOcacy initiatives at the local,. state, and national levels to

enhance the accessibility of health and health-related education.ser-

vices for the youngsters with disabilities in those regions. The

faculty and staff have been extremely excited about the initiatives

designed by these professionals across the country. Appendix B pro-

vides a summary sampling of these activities.
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Perhaps most importantly, during the small-group working ses-

siOns in each of the regional workshops, participants consistently

identified similar roles and responsibilities all health professionals

should assume -- whether. or not they interact direttly or consistently

with youngsters who have handicaps. 1n additiop, the roles' and
responsibilities mirrored. those initially identipied by the ASAHP's

Advisory Council in planning the workshops. .Theseiroles_and responsi-.

birities are discussed in detail in, Unit '2'of the text.

Synthesizing the roles and responsibilities,Rowever,-five major
responsibilities emerged repeatedlY--acrois working groups and across

regions. They include:

1. To ,communicate effectively
disabilities and their famil
messages and. actively li en

families;

with children:; and youth with
; i.e., to effectively adapt

to these youngsters and their
t ,

2. To under .stand state 'and federal; legislation in order to

assist f milies in,-solving7problems relatecNtO the young -

ster's condition. '

. To recognize, accept, and im
sponsibilities in Identifying,
youngsters with handicapping

4. To help coordinate efforts o
services; and

lement one's professional re-
referring, and advocating for
onditions'and theirJamilies; -

health, education, and related
1-

II

t

5. To develop and/or modify ed cational standards to 'create

access rather than barriers to ,,individuals with disabilities

who wish .tn enter the health, education, and Medical profes-

sions.

Wbile these roles and responsibilities have been identified

specifically 'for related-health professionals, their relevancy fOr.

other professionals who provide services to youngsters disabili

ties and their families (e.g., special educators, regular educators,

phySicians, nurses,"etc.) are obvidus,and are wellworth .considering

as.all groups develop and evaluate pre- andiin-servieeedUcation pro-.

grams..

"1

2 4
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SECTION TWO

CONTENT-RLIATED INSTRUCTIONAL STRATECLES

As noted earlier, this section provides instructional !.rategies

and resource recommendations for each of the six units in te text:

Legal Foundations

Roles and Responsibilities

Communication

Issues-in Identification

Referral, Coordination, and Management of Sc.J:vineii

Advocacy

These_strategies are provided to complementrInd supplement the

content information contained in the text. Used together, these

materials should assist planners in developing instructional,programs

which reflect the-cognitive, ,affective, and behavioral dimensions of

patient/client care. For easy referral, the recommendations are

categorized by unit. The purpose and objectives for' each unit are

repeated from the text with suggestions provided for each of the

following instructional strategies:

Discussion Questionsprovided to Frimulate increased

learner involvement with the issues addressed. in the unit.

The questions probe both technical and ethical issues,,

allowing for an exploration.of knowledge, values, and ethics

by both students and instructors. In sow cases, an in-

structor may wish to use the questions to supplement other

evaluation tools.

Learning Experiences and H;7,sicises--provided to i,nvolve

learners in both the cognitive and experiential dimensions

of the issues discussed in each of the units. Role

modelling, group discussions, role playing, interviews, ob-

servations, research; and case-study approaches have been
identified as appropriate and necessary instructional strat-
egies which, when combined with the units, can help to
achieve both a realistic and a holistic perspective in

ethical and humanistic-care giving. Case studies, which
depict practical, clinical issues particularly are helpful

in gaining the.students' attention and commitment to their

roles as professionals.
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o Strategies for Accessing Community Resource Personspro-
-vided to assist in identifying apprOpriate individuals with
expertise relevant to the issues addressed in each-unit.
The information provided . should assist instructors in

identifying guest presenters and seminar faculty for in-
structional units as well as for appropriate referrals and
additional resources for the unit.

Community resource persons can contribute significantly in
demonstrating for learners the relevance of the curriculum
units to their professional competency as service providers.

o Media ResourcesTIe suggested films, filmstrips, cassettes,
and videotapes again can be used as stimulus material for
discussion, providing relevant and realistic data for each'
of the instructional units. As noted in the previous sec-
tions, all media resource materials should be previewed and
selected with care Addresses for distributors follow the
Guide's list of references.

o Masters for Handouts and Overhead Transparencies7-provided
for use with the instructional units. Sample materials for,
handouts and transparencies for all units are contained in
Appendix C.
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UNIT 1: LEGAL FOUNDATIONS

Overview: The health professional needs to know what services are
required by law and regulation to meet the needs of children with

handicapping conditions. In this unit, Josephine Barresi discusses
Public law 94-142, Section 504, significant court cases, and varia-

tions in state law. Particular emphasis is given to the implications

of these public policies for professionals in health and related

fields.

PurT;ose: To review the development and requirements of public policy
fc. the education of children and youth with handicapping conditions
and the implications of this policy for health professionals.

Specific Objectives: At the _conclusion of this unit, readers should

be able to:

1. Discuss the development of federal and state public policy
for the education of children and youth with handicapping
conditions from an historical perspective, including legis7
lation, litigation and regulation.

2. Identify the rights and protections contained in Public Law
94-142 (The Education for All Handicapped Children Act of
1975) and Section 504 of the Rehabilitation Act of 1973 for

children and youth with handicapping conditions and their
families.,

3. Recognize the need to obtain current information about
federal and state legislation and regulations affecting the
education and related-health needs and rights of youngsters
with disabilities.

4. Identify the differences that exist between federal and
state policy and among the states regarding the provision of

special education and relat,ld services to children and youth

with handicapping conditions. .

5. Identify their state's special educationprograms, policies,
and procedures for providing services to children and youth
with handicapping conditions and their families.

6. Discuss the implications of Public Law.94' -142 on the scope
of practice for all health professionals.
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Discussion Questions:

1. How 'does Public Law 94-142 affect you and other members of

your. profession?

2. To what extent have your educational experiences provided

you with the needed competencies to address the rights of

persons with disabilities? What additional training and
information do you and/or other members of your profession

need to be better informed?

3. If you Were a United States legislator, what policies would

you recommend to ensure. children and youth with handicaps
receive appropriate health and education services? What

would you propose as a/atate legislator?

4. What resources do you have when you observe or suspect that

the rights of children with handicaps or their parents are

being denied? What could you do in the following situa7
tions:

As you are reviewing a child's health record, you

notice he was' fitted for a hearing aid but you

have never seen him wearing one. His mother told

you that he/Might need to repeat a grade in school

due to poor/Marks.

You know-Several chil,:iren who are not receiving

physical therapy, even though their IndiviaLasslized

j Education:Programs CIEPs) indicate they should be.
/7

//
The physical therapist, who is a friend of yours,_

told you that she had a full caseload already and

the district would have to hire someone else.

5. How would you evaluate the effectiveness of the individual-

ized education program (IEP), least restrictive environment,
non-discriminatory assessment, and due process requirements

as they apply to the education of_children with handicaps?

6. If Public Law 94-142 or Section 504 were repealed; what

would be the result?

7. What discrepancies have you identified" between federal

legislation (PL 94-142) and your state's laws which affect

youngsters with handicapping conditions?' What changes would_

you recommend (if any)? Justify.

Learning Exercises:

t

1. Schedule an interview with a state legislator, staff member,

or your state advoCate for persons with handicapps to dis-

cuss the special education law. Are any amendments being

considered? How can the law be improved?
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Interview parents who have youngsters with handicaps to get

':-teir perspective on the IEP process. How might the process

be improved?

3. MeLt... with representatives of a private school for children

with' handicaps to determine how they (a) implement the IEP

and other requirements of P.L. 94-142 and (b) coordinate

with 'the local public education agency.

4. Through contacts with resource persons, identify the related

service providers,who must be certified by the state educd-

tion agency to work with-students with disabilities.in the

schools. Are they employed by the education agency or hired

under a contractual agreement With another agency? How do

their contractual arrangements affeet the services they

provid 4

5. Interview the state or -local director .of special edueation

to identify interagency agreements between the education

agency and health and human service agencies ash they affect
the_identlfication,-referral, and provision of special edu-

cation and related services to.children with disabilities.

6. Interview adults with disabilities workihg in jour college

or community. What problems" did they encounter in primary

and secondary schools? What problems do they encounter now?

7. Participate in the exercises in Eve..7.7body Counts! (see

Additional Readings)lAo experience simulations of having

handicaps. 41.

8. Ob_tsLa_-copyo-fir the code of ethics for your profession.

Determine how each 'statement applies to the principles

discussed in this Unit.

9. Interview state or local service agency personnel to deter-

mine the kinds of educational services provided in your

state for youngsters with disabilities prior to the passage

of P.L. 94-142.

Resource Persons: There are many people who on contribute to a

lively presentation of the current political scene fegarding state
and/or federal legislation and the regulations affecting youngsters

with disabilities, their families, and their providers. Speakers can

be invited to provide up-to-theminute information on federal statu-

atory or regulatory changes, on state laws or regulations, or review

how the policies discussed in this uhit have been implemented in a
particular agency:..Another approach is to invite resource persons to

be interviewed by the trainees to clarify issues and obtain the per-

spectives of authorities. Resource persons for this -unit include:

(1) the director of your state Protection and Advocacy System (Text

Appendix 6A), (2).a' local or state director of special education (Text

Appendix 1B), (3) a member of the education or human services staff
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from the Governor's office or state legislature, (4) a representative
from a professional, parent, or consumer group who can speak about
policies for the education of students with disabilities from their
perspectives. (See list of organizations in Text Appendix 5B.)

Media Resources:

ExceOtional Times: An Historical Perspective of Special Education.
The: Council for Exceptional Children. 16mm sound color' film.

Approximately 20 min. Price $250.00; members $212.50.
4

P.L. 94-142 Implementing Procedural Safeguards--A Guide for Schools
and 'Parents. Produced by the Council for Exceptional Children
in conjunction with the Children's Television Workshop. Con-

tents: three sound filmstrips; three audio cassdttes; discussion

guide; ditto masters for duplication. Pricej$90.00; members

$76.00.

Individualized Education Programs for Handicapped Children. The,

Council for Exceptional Children. Contents: three full -color

sound filmstrips and a copy of A Primer on 76divi2:an' zed

Education Programs for Handicapped Children. .Price i;65.00;

members $55.25.

Transparency/Handout Masters: IncIrer3 in Appendix C of this Guide

are the following masters pertain to ,T;it 1:

s The Education for All 7nr.diped Children Act (Public LaW

94 -142): Central

e Procedural Safeguards of Public Law 94-142

II
Purpose of Public Law 94-142

o Definition of "Special Education'

o Definition of "Handicapped Childr

o Definition of "Related Services"

Definition of "Least RestricLive

Individualized Education Program

o Individualized Education Program

2

es'

Environment"

(IEP): Procedures,

(IEP): Contents
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UNIT ROLES AND RESPONSIBILITIES

Overview: Health professionals function in numerous roles in which

they have contact with youngsters with disabilities or their families.

Whether as health care provider, neighbor, relative, Iriend;'or con-

cerned citizen, the health professional has a role in identifying,

referring, and advodating for these children. In this unit, authors

Anthony Bashir and .Carolyn Del Polito, discuss both the barriers to

effective service delivery and the care. provider's roles and respon-

sibilties.

Purpose: To.exPlore the roles and responsibilities of health pro-

fessionals in identifying, referring, and advocating on behalf of

children and youth with disabilities.

Specific Objectives: At the conclusion of this unit, readers should

be able.to:

1. Discuss the impact of Public Law 94-142 on the voles and
responsibilities of all health professionals.

2. Identify the barriers to effective servIc1 delivery and the

responsibilities of health and educat';'.6n professionals in

developing solutions.
a

3. Describe the roles and responsibilitie,. of individuals in
the related-health professions with respect to the needs and

rights of children and youth with disabilities, including:

a. providing effective and competent cervices;

b.', using efferive communication strategies;

c. identifying, referring, and advocating for youngsters
with disabilities and their families;

d. understanding relevant local, state, and federal laws,

regulations, and procedures; and

e. cooperating and coordinating with other professionals in

the delivery of health and education services.

Discussion Questions:

1. What are the barriers and constraints, in your work/personal

environments to achieving efficient, cost-effective Services for

persons with disabilities? \. What actinnsistrategies1 are avail-

able to you to improve the situation?
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2. How can you help to create a more collaborative team atmosphere
with the other professionals with ,:whom you interact?

3. How has Public Law 94-142 impacted the roles and responsibilties
of health professionals? How can the law bejaore responsive to
the needs of related serviced providers?

4. What are your professional roles and responsibilities for young-
sters with handicapping, conditions and their families? How do
these differ from those of service providers in other, health
professions?

5% What would you consider to be the most import et responsibility,
you have for a youngster you suspect of having a handicapping
condition?
/.

Learning Exercises:

1. Identify two or three providers of services to youngsters with
handicapping conditions from professions other than your own.
Interview them to determine (a) their educational background and
expertise, (b) their experiences in working with\ 'persons who
have disabilities, and (c) their professional roes as team

members in serving youngsters with handicaps.

2. Role-play an interaction with a health care provider ( elect a
specialty area) in which you are the parent who has just earned

your new baby has cerebral palsy. What are your concerns? ,Does
the health professional provide you with-sufficient information?
Too much information? What emotions, attitudes, and values'are
present in the situation? Are there ethical dilemmas present?

How can these be resolved?

3. Invite a teacher to lunch. Identify and discuss the teacher's
concerns/problems/questions regarding the youngsters in class
who have handicapping conditions. What assiutance might you
provide the teacher?

Interview three youngsters in the school system who have handi-
caps to determine their perceptions of themselves, their percep-
tiods of how others see them, and their educational hopes for
the future. What additional assistance do they require to
achieve their full potential? What are your responsibilities in
asisting them?

Resource Persons: For presentations to discuss the terriers to the
delivery of services, persons with handicaps and their parents

definitely *are experts. °Similarly persons representing the consumers
(e.g., lawyers and protection and advocacy agency personnel) as well
as Administrators of educational and health care agencies (e.g.,
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superintendents and clinical and hospital administrators) can be in-
vited to share their perspectives on effective and efficient service
proviAion. The appendices in Unit 5 of the text can help to identify
appr6kiate first contacts, but do not hesitate to tap your own net-
works first.

Media Resources:

"The Community". The American Academy of Pediatrics' Inservice
Training Project for Physicians Serving Handicapped Children,
Module 4. 3/4" Color Videotape; 45 minutes. InstruCtor'S
Manual available.

A series of vignettes dealing with the barriers faced
by persons with handicaps in the community. Addresses
such issues as community attitudes,( perceptions of
young adults, perceptions of parents, physician's
roles, and community resources.,.

Sharing the Experience . . . With Galvin. The Stanfield House. 16mm.
Sound color film; 28 minutes. Price $385;. Rental $35.

The film describes a ner:r ideal situation when the
birth of a handicapped child resulted in the hospital
and community working closely with 'Galvin's parents
and grandparents. Such issues as pre-natal tests and
future children are explored in.a very personal and
intimate fashion.

Tramparency/Handout Masters: Included in Appendix C.of this Guide
ilre the following masters for Unit 2:

o Barriers to the Delivery of Services

Roles and Responsibilities of Health Professionals
Serving Youngsters with Special Needs
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,h

'UNIT 3: COMMUNICATION

Overview: The ability to convey information clearly, to 12;ten

actively, to adapt to verbal and nonverbal cues, and to build trusting

and cooperative relationships with clients and colleagues is crucial

to effective, coordinated service delivery. This unit, written by

Carolyn Del Polito, examines these and other aspects of the health

professional's competence as a communicator when providing education

and related, services to youngsters with disabilities. Barriers to

communication effectiveness and strategies for enhancing effectiveness

also are discussed.

Purpose: To understand the communication process, the professional's

role in that process, and the implications of appropriate comdunica

tion behaviors for the provision of health and education services to

youngsters with disabilities and their families..

Specific Objectives: At the conclusion of this unit, readers should

be able to:

1. Discuss the implications of communication competence for the

professional's role in the provision of coordinated health and

education services for youngsters with handicapping. conditions

and their families.

2. Identify and discuss the barriers to effective communication

with clients, their'-families, colleagues in health and educa

tion, and others concerned with, the delivery of health and

education services to youngsters with handicapping conditions.

3. Recognize and discuss the influence of others'. perceptions of

the health professional's roles in identifiCation, referral. and

advocacy initiatives for youngsters with disabilities.

4. Discuss the impact children and youth with handicapping condi

tions can have on all family relationships and the implications

for communication interventions:

5. Identify, promote, and implement appropriate, supportive commu

nication'strategies (verbal and nonverbal) when interacting with

children and youth with handicaps, their families, and others

concerned with the delivery of education and healthrelated

services.

6. Identify and promote appropriate communication strategies to

identify And use parents' knowledge and expertise in designing

the youngsters' education and related ht'alth program.
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Discussion Questions:

1. How do you perceive a person with a physical impairment? Emo-
tional/psychological impairment? Mental impairment? How did
these perceptions and attitudes develop ?, do they affect
your communication with youngsters who haVe these impairments,
with their families, and with their other service providerd?

2. What conditions, other than attitudes, affect your communication
with others? What strategies can you employ to improve your
communication patterns?

3. What kinds of barriers do you create in your interactions with
others during a team activity or group process? What strategies
can you employ to improve the group's communication patterns and
achieve better results?

4. How would you evaluate your listening skills? Under what condi-
tions do you find yourself more frequently "tuning out"? What
strategies can you employ to improve your personal, and profes-
sional listening skills.

5. When interacting with a client/patient, what kindd of problem-
solving skills do you use most often? To what extent can the
client/provider interactions be improved by using a problem-
solving approach? How will this approach affect the development
of the treatment and/or educational program?

6. What strategies would you use to encourage reluctant parents to
refer their child for diagnosis of a potential handicap?

Learning Exercises:

1. Use the handout "Perception of Self and Others" in Appendix C
with a partner, each completing the chart before making. com-
parisons. Compare person A's 6Slumn I with Person B's Column
IV, A's II with B's III, etc. Identify the reasons for each
other's perceptions. What new information did you learn about
how you communicate about yourself (verbally and nonverbally)T
What new informati.on did you learn about your partner?

2. Use the handout, 7Active Listening-' in Appendix C, with a
partner. Check your ability to use the reflective, response
technique (discussed in Unit 3 of the text) to understand what
your partner is Communicating. Conclude with a discussion of
how each of your behaviors changed during the process of the
exercise and why.!

3. Interview at lest two parents of children with disabifitte:3 and
two health or education professionals. Ask the parnts Z.o lior
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their feelings during meetings with professionals. Ask the pro-

fessionals to list their feelings during meetings with parents.

Compare the two lists. Interview questions:*

o "When I meet with professionals (parents), I
feel. . ."

o "I wish professionals (parents) were more

"I like it when pr fessionals (parents) .

ft

4. Schedule an interview ith a health administrator to determine
the techniques he/she u es to resolve conflicts and solve prob-

lems in the clinical setting. Refer to Unit 3 of the text and

u the Strategy and Evaluation questions to both plan and

assess the effectiveness of your interview.

5. Take a class in sign language. Practice communicating with

others 'using only sign .language. What are the limitations and
advantages of using this mode of communication?

6. Review the Tips Section in Unit 3 (Appendix 3C) on communicating

with persons who have varyingNtypes of handicaps. In an exer-

cise with two other persons, simulate a communication impairment

(e.g., vision loss by using a blindfold; hearing loss by using

ear plugs and soft or no talking; or a severe motor speech dis-

order by, using machine-generated speech such as provided by

"Speak and Spell" developed by Texas Instruments).

In a role-play situation,,one person should assume and simulate

a person with a communication impairment, another acts as a

friend, and the third person role plays one who is to be intro-

duced by the friend. After an introduction, the three should

make plans to go out together, arranging type of activity, date,

time, pl;Qe, and preferences regarding expenses. If possible,

the three should try to follow their plans and go Rut together,

maintaining and interacting with the impairment. What did each

person learn from the exercise? How did each compensate in the

communication transactions?

7. For your next report or presa.at.Ation, use the strategy tech-
niques/suggested in. Unit 3 of the text for planning your

presentation. With one (or more) person(s), schedule to\use a
videotape camera and playback equipment to practice the\ pre-

sentation. Use the evaluation questions (Unit 3, Text) to

review your approach. What ,:nr7mwr,lc:.,tion skills do you wish to

improve? Design a plan for improvement\and then in two or three

months, repeat the exercise.

*Adapted from "How to Get Services by Being Assertive" by the

'Coordinating Council for Handicapped Children, Dearborn, IL.
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8. Visit and interview a family who has a.child with a handicap, %.

request to observe a Counseling session with such a family to
identify the family's (parents.and siblings): (a) concerns and
queStions regarding services for the youngster with the handi-
cap, (b) concerns regarding their relationships and activities
with one another, and (c) perspectives on the overall impact of

havin a family member with a handicapping condition.

Resource ersons: To assist in the design and training of the
section on-- ommunication, there are persons with expertise in inter-
personal co uniCation who should be contacted. Local colleges And

universitie generally have faculty,in departments of Speech Commu-
nication or Speech and Theatre who regularly teach courses in all
aspects of hu an communication, including' interpersonal communication,
small-group c mmunication, and; persuasion. In some cases, the faculty
members and/or counsultants may specialize in health-care communica-
tion. In addition, faculty members from psychology or counseling

departments ca be helpful. as well. 'It will be important, however, to
identify pers ns with exPertise in communication theory and practice
to ensure qual ty training programs in communication skills.',

Other res urce persons who can provide extremely relevant infori

mation about sp ech-, language-, and hearing impairments are educators,

practitioneri, and administrators in speech-language pathology and

audiology as Well as persons with those impairments. As:identified in

Unit 5 Apepdix 5A, any of your state's associations for persons with

physical, mental and psychological impairments also can be contacted

for additional c ntacts and assistance.

Media Resources:

Empathy. Barnar\, Barr, and Schumacher. Amer1.can Association of

Colleges of. pharmacy. 1981.

InCludes a 0.minute videotape depicting 6 vignettes
of practione /patient interaction, and an instructor's

manual conta ning student exercises, readings, and

role playing suggestions. A loan of the kit can be
arranged thr ugh any college of pharmacy in the coun-
try.

Sharing the Experience . . . With Peter. The Stanfield House. /16mm.

Sound color film; 28 minutes. Price $385; Rental $35.

The story of ,a family. with three sons. The middle

son, Peter, 1.0 non-verbal and has severe mental retar-

dation. The film shows the use of sign language with
Peter andhow'this gives him the. tools to communicate

within the family and school. The concepts of

r
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"Extend-a-FamilY" also/ is explored, pairing able-

bodied /youngsters with those who ha-Oe handicaps.

First. Prize, 1979 International Rehabilitation Film
Festival.

The Family. The American Academy. of Pediatrics' Inservice Training
Project for Physicians Ser4ing-11andicapped Children, kodulb 2.

3/4" color videotape; 45.0inutes.". .-

A series of vignetteriF, primarily dealing With physi-
/cians, but appropria/te for all health professionals;
on such issues as;,;',' informing PareUts of the5L.r child's

handicap, reactiOns of children and families, impact
on parents! relationships", impact on. siblings, family

adjustments/to community perceptions', and parents'

perceptioneof the- physiCian.

l'ansparencypiandout .14Asters: Included in Appendix C of this Guide
are the following masters for Unit 3:

/ The Communication Process

/ Some Common Listening problems
7

Active Listening

Levels of Empathy
4

o Defensive and Supportive Communication Climates

Perception of Self and Other /

v
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UNIT 4: ISSUES IN IDENTIFICATION

Overview: Because of their early, access to children, health prac-

tioners are in a unique position to recognize handicapping conditions

in young children. In this unit,, Anthony Bashir identifies the indi-

cators of both high-risk and handicapping conditions. Emphasis is

placed on the role of the health Pibfessional in the identification

and screening process and in conductiniThcrdiscriminatory, multidis-

ciplinary assessments of youngsters with disabilities.

Purpose: To explore the processes involved in the screening, assess-

ment, planning, and review of educational and health-related services

for children and youth with, handicapping conditions.

Specific Objectives: At the conclusion of this unit, readers should

be able to: . ,

1. Identify the indicators of the handicapping' ,conditions

included in Public Law 94-142:

a. Visual impairments
b.i Hearing impairments

- c.1 Orthopedic impairments
a.; 5peechlimpairments
e.! Mental; retardation
f.,:Severeemptional disturbances
g. 1 Learning disabilities
h./ Other health impairments

2.. Identify and monitor "high-risk" children consistent with

their professional roles.

3. Promote accountable decision-making in the design of early

indehtlfication and intervention strategies. for children and

youth exhibiting handicapping conditions.

4. Discuss the roles and responsibilities of all health and

education professionals in coordinating the identification

and screening procedures and non-discriminatory, multidis7.

ciplinary assessments of youngsters with disabilities.

5. Recognize when referals for edtycation and/or related-heklath

service are necessary and describe the presenting problem(s)

or concern(s) to the appropriate referral agency or quali-

fied professional resource.



Discussion Questions:
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I. Why'is it important to monitor high-risk youngsters? In

what situations would you likely be the first person to

identify a youngster with a suspected impairment?

2. What instruments are availableto you as a professional for

early diagnosis? How have these instruments been validated?

3. How can you be sure that tests and assessment procedures do

not discriminate against minority populations?

4: To what extent are the assessment regulations in your state

compatible with. those outlined in PL 94-142? How does your

state handle the differences (ifs any)?
'.

5. To what extent are members of your profetsion usually in-

volved in the identification of handicapping. conditions?

What are your recommendations for improving the identifica-

tion process and your professional role in-the process?

6. In your experience, what are the strengths and weaknesses of

using definitions or defining persons'with handicapping con

ditions?

Learning Experiences:

Schedule a vist with a colleague in your profession to

observe an initial evaluation of a new client. Discuss with

him/her the procedures and instruments used in the process

as well as the colleague's recommended follow-up treatment

and/or'program plans and referral procedures. Are they the

same you would recommend? Why/Why-not?

2. 'Schedule visits with two (2) colleagues in health profes-

sions other than your own to observe two initial evaluations

of new clients. Discuss with them the procedures and

instruments used as well as their follow-up procedures. To

what extent could these initial evaluations been improved if

a team of professionals conducted their evaluations at the

same-time.

3. Schedule an interview.with the parents of a younster who has

been recently identified as having a handicapping condition.

Discuss the procedures used by the professionals, the

parents' satisfaction with the procedures, and the parents'

intentions to follow-through with the professional's

recommendations..

4. .Schedule a visit with an early childhood clinic or,a
University Affiliated Facility (UAF) and obseve ttie proce-

dures used in assessing a child suspected of having a

handicapping condition. To what extent were team evalua-
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tions and/or team decision-making strategies used before the

final priignosis was determined?

5. Schedule at least one visit 'with a special educator in.the

school system to obserVe youngsters with a variety of disa-

bilities, the educational programs available to them; and

the education and social advancements they. can achieve.

6. Discuss alternatives to standardized intelligence testing

with someone familiar.with assessment procedures for minor-

ity students. What are the strengths and weaknesses of such

measures?

Resource Persons: The focus of the instructional units will determine
the number and kinds of disability experts to be invited. A Person

with one disability (e.g., hearing loss) does not know necessarily the

constraints or problems faced by an-individual with cerebral palsy

and vice versa, and one individual should not be expeCted to speak for

those with other disabilities. Special educators who have expertise

in all-the dis4bility areas, however, would be appropriate resource

persons if an overview of all areas is desired. For detailed special-

ization in one or more areas, on the other hand, the primary health

specialist and a person with the particular disability ehould be

involved.

Media Resources:

Appraisal of the Infant. United Cerebral Palsy Associations, Inc.

Sound color videotape. 16mm., 27 minutes. Available on a

rental basis for 3 days. $12.00.

Prepared to increase nursing. knowledge and skill in

early identification and appropriate referral of the

atypical infant and his family.
.

The Doctor Talks To You About Cerebral Palsy. -Soundworks

Audiocassette. 60 minutes. Price $9.95

Discussion by Leon Sternfeld, M.D. that presents com-
plete facts and valuable advice about cerebral palsy,

including causes, prevention, psychological and be-
:11aviozal factors, helpful programs and new research.

Dr. Larry Silver: Lecture. The American Academy of Pedatrics, 15

minutes videotape, 1981.

This fifteen minute lecture deals 'with a review of

current research finding about controversial treatment

approaches for children with learning disabilities.

In a straight-forward manner, Dr. Silver reviews pat-

tern therapy, sensory integration approaches, optome-

tric exercises, megavitamin therapy; the Feingold

Diet, and other controversial approaches.



UNIT 5: REFERRAL, COORDINATION, AND MANAGEMENT OF SERVICES

Overview: The child with disabilities often has a number of

interrelated health.and education problems. This unit introduces the

health professional to the health, education, human resource,' and

community agencies providing services to these children and their

families. Jayn Wittenmyer discusses strategies for accessing these

services, on behalf of the child and family and collaborating with

other service providers to achieveN, eluality, coo rdinated, and
-/

comprehensive services. N

Purpose: To explore appropriate strategies for referral, coordina-

tion, and management of health, education, and related services for

youngsters With disabilities.

SpeCific Objectives: At the conclusion of this unit,- readers should

be able to:.

. 1. Identify referral sources within their particular health

agency or facility.

2. Identify local, .state, regional, and national resources for

services for children and youth with handicapping conditions

and thr families.

Identify and use existing networks of community, parent, and

disabled consumer groups to assist and support parents and

siblings of handicapped children and youth.

4. Use procedures for making referral-for appropriate education

and health-related services, consistent with professional

roles.

5. Facilitate andpromote cooperation with other health-related

and education professionalg in providing services to child-

ren and youth with disabilities.

6. Identify, use, and promote the use of effective follow -up

an& case management strategies to facilitate children -and.

youth receiving appropriate services.

7. Facilitate the parents' active involvement-throughout the.

referral process. in such, a way as to make the beet use of.

their knowledge and expertise.
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1. What personal experiences have you had in identifying a
service you needed for yourself (health care, financial aid,

etc.)? What obstacles did you 'encounter and how did you

overcome them?

2. If you
r had a choice between two health care providers, what

factors you consider in choosing one over the other?

NOW would, yoobtain the information you needed to make a

_choice? . t
.\

3. What would your functions be as a case manager in a rural

area when there are few referral sources and little

coordination among them?

4. HoW should you deal with a referral source that was not

providing the expectecrand/or appropriateaservices?

5. As a practlir, how can you prevent duplication and/or'gaps

in seivioes to youngsters with ddisabilities and their

families?

6.. What considerations, services, and referrals can health

practitioners provide to help young children with handicap-

ping conditions during the transition from a pre-School

program to a school program and from a high-school program

to a career?
.1

7. What should you do if you learn that a child's handicap was

identified at an early age by a health provider but the

school is not using the information?

,Learning Experiences:

1. Schedule a meeting with an intake-worker from a localser-
vice agency to determine how a referral is processed in that

agency.

2. Talk with parents to discover their experiences and satis-

faction with local referral sources in obtaining services

for children with disabilities.

3. Spend a day with a case manager to observe the problems,

strategies for effectiveness, and logistics in the daily
routine of coordinating services for persons with disabi-

lities.
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4. Visit a ,special education class and follow the daily

'schedule mith'.one student to see how different health
professionals interact with the special education teacher

And the student.

5. Make a resource list of both generic and specialized ser

vices in your local community. Explain how you would
disseminate this listing to parents of youngsters with disa-

bilities in your,community.

6. Contact the National Rural Network to identify .local

networks, organizations, and agencies concerned with the

needs of youngsters with disabilities in rural areas.

(Address: National Rural Project, Center for Innovation and

Development, Murray State University, Murray, KT 42071)

7. Review the case histories in Appendix C to determine addi-

tional service needs and potential referrals. Design a plan

for making the referrals, identifying activities to be com-

pleted, person(s) responsible, and time-lines.

Resource Persons: The type of individuals listed as resources /in

other units also could be resources for this section. State Protec-

tion and Advocacy Agency directors, representatives from parent and

professional, organizations, public agency officials, and practioners

are examples. TheSe persons can share their extensive knowledge of

community and state services, both specialized and general; suggest

ways to facilitate referral processing; and discuss coordination of

services from a variety of perspectives.

In addition, it would be meaningful to invite representatives

from two or three agencies to participate in h panel discussion

concerning existing coordination problems. In choosing agencies,

,select those which would be expected to interact on behalf of children

with handicapping conditions and clearly present the issues you wish

addressed.

It will be important to invite agency personnel who will be

willing to share valuable information regarding the agencies; Includ-

ing the solution strategies they might employ to improve interagency

cooperation. Because state and federal agencies are governed by

policies and procedures, the resource persons may'not have the author-

ity to implement the corrective strategies they discuss. Care should

be taken, therefore, not to create a defensive atmosphere by being

critical of the agency's, services, but to assist in facilitating the

recommended corrective strategies.

294



-53-

Media Resources:,

EPSDT. and Head Start. Chapel Hill Training - OutreachProject.

Slide-tape presentation. $35.00.

Provides a brief overview of.the relationship between

the Early Periodic Screening Diagnosis and Testing

(EPSDT) and Head Start federal programs; and how they

can work together in providing needed health and medi-

cal services to the children of low7incOme families,

including those with disabilities.

CoMprehensiveoServices for Atypical Infants and Their Families An

Overview. United Cerebral Palsy Associations, Inc. 16 mm.

Color and Sound. 17 minutes. 3-Day rental, $10.00.

.
Highlights the cognitive, psychosocial and medically-

related needs of atypical infants, particularly those

with multipledysfunaions-of organic origin, and

provides .a general overviews of service programs for

this group.

Adapted Equipment and Environments .(Infants and Toddlers with

Neuromotor and Related. Disorders). United Cerebral Palsy

Associations, Inc. 80 slides. Audiotape-Script. '\12 minutes.

3-Day..renal,

Several relatively simple equipment adaptations and'

two adapted environments are'illustrated, with sugges-

tions provided abdUt their use.
A

Transparency/Handout Masters: Included in Appendix C. of this Guide

are the following masters for,Unit 5:"

o Case Studies:

A -7 John
B Dottie
C Gertrude'

o Referial Log
o Follow-Up Log

o Referkal -Form
o Release Form
o Agency ReSponse Ford/
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UNIT 6: ADVOCACY

Overview: Advocacy is used throughout this publication to mean
facilitating a continuum of services fOr clients and their families:
from listening to their.needs and concerns to supporting and promoting
legislation on their behalf. In this unit, Ethan Ellis discusses '

.
different models of advocacy, advocacy resources,,and advocacy roles

for health care. providers.

Purpose: To clarify the advocacy needs of children and youth with
handicapping, conditions and the diverse roles health professionals may

assume in the adVocady process. \

Specific Objectives:
be able to:

conclusion of this unit, readers should

1. Identify and promdte the advocacy needs of childre

youth with handicaps.

2. Discuss the concept of "adv/ocacy" and prOmote an

role for health professionals.

and

advocacy

I.

3. Describe the different models of advocacy and their approp-

riate use by health professionals. "I

4. Identify, existing or potential coalitions and, independent.

groups With whom to effectively advocate on behalf of
children and yuath with disabilities.

5. Identify and utilize resources for effective advocacy

appropriately.

6. Identify barriers to_and solutions for\effective advocacy.

Discussion Questions:

1. What has the, term "advocacy" implied to you in the past?

Has the definition changed for yoU after reading this unit,

particularly in terms of persons with handicapping condi-

tions? What impact can this revised definition have on your
role as a health professional?

2. Describe the range or continuum of advocacy activities
available to health professionals on behalf of children with

disabilities. What are the advocacy, roles of-members of
your profession?'

296
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3. What barriers have you encountered when advocating for
youngsters with handicapping conditions?. How can these

barriers be resolved?

4. How might you implement the major principles of effective

advocacy in your current professional tole?

_ -

5. How might the different models of advocacy be-used most

effectively by members of your profession? Other health and

education professions?'

6. List all of your professional, social, and family affilia-

tions which might be potential resources in advocating for

youngsters with disabilities).

Learning Experiences:

1.. It has been said that each /of us is separated from every
other person in the world by no more than four, other common

acquaintances, (i.e.; "X" knows somebody who knows somebody

who knows somebody who knows somebody who knows "Y"). It

usually proves true and the connections often are even more

direct, making it a powerful tool for advocacy. Test out

this theory.

2. Imagine .a situation in which it is important for you to

create an opportunity to let a decision-maker know your

views on an issue affecting children with disabilities

directly. Recall the theory above and describe the chain of

acquaintances you would employ to reach (1). your school

board president,(2) your district's state legislator, (3)

either of your state's senators,1 and (4) the Secretary of

the U.S. Department of Education.

.3. Special education regulations of most states can be obtained

simply by writing to the Department of Education in care of

.the state Capitol. Obtain.a copy of both your state's regu-

lations and those of a neighboring state. Compare them in

the following areas: (1) child-study team composition, (2)

evaluation procedures, (3) classification procedures and

categories, (3) due-process procedures. Evaluate which

state more effectively protects the rights of youngsters

with handicapping conditions in each of these areas.

4. Call or wite to theY(office of your state and national

professional association. Ask them for a list of .their

legislation priorities and the names.. and addresses of

legislators in your state who have an important role in
decisions affecting those priorities. Pick an issue you

agree with.and write to the legislator(s), expressing your

opinion.
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5. Identify. the lobbyist for the Association for Retarded
Citizen's (ARC), United Cerebral PalsY Associations (UCPA),
or other parent advocacy- group. in. your state. capitol and
volunteer to assist him/her-in the organization's next
legislative campaign.

6. Contact the Protection and AdvoCacy (P&A)=System in your
state to find out when and where it, is conducting rights
training ,workshops for disability or parent groups.

.Volunteer to attend or assist.

7. Visit your State Protection and Advocacy Agency. and ask to
observe and follow the agency's activities and ,proceedings
for one case. _Within professional*capacities, what could
health and/or education service providers do to help.alle-
viate the need for case/court actiOn'for this client?

Res urce Persons: Most advocates set aside part of their tine for

cOm unity education, training in the legal rights of persons with
dis bilities, and responseto specific questions,on advocacy. "Staff

fro Protection and Advocacy Systems, state parent groups such as the
Ass ciation for Retarded Citizens - .(ARC) -or the United Cerebral Palsy

(UC ), Independent Living. Centers, and volunteers from disability

groups usually are available to answer specific questions, speak to
groups, and. participate in panel discussions around issues affecting

persons with disabilities. In using.Such resources, it is important
to identify the issue you wish addtessed and the persons or groupS it

affects. If you want someone.to speak to a group to which you belong,

it is important to identify that group and its interests in disability

issues. Most advocates have expanded networks and will be able to

refer you to additional and /or more appropriate resources. Call the

director of your"state's Protection and Advocacy (P&A) System if you

have no other. place to start. He/she is used to such requests and is
listed in the resource materials at the end of Unit 6 in the text

(Appendix 6A).

Media Resources:

Justice and the Art of Gentle Outrage. Southwest Films.. 16mm.

Color. 21 1/2 minutes. $171.48.

--
Illustrates an effective advocacy program. Narrated
by George Kennedy.. Developed under the Child Advocacy
ProjeCt of the Association for Retarded Citizens.

Something Shared. Southwest Films. 16mm. Color. 14 1/2 minutes.

$118.24.

An introduction\to the concept of Citizen AdIvocacy.
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Transparency/Handout Masters: Included in Appendix ,C or this guide is:

the following master for Unit 64. . .

1

Principles of Effective Advocacy .
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ADDITIONAL READINGS

Communication Education 24, March, 1976.

This issue of the journal presents articles on teach-
ing the basic course in. oral communication. There are
two articles directly relevant to devising courses'
that. stress the individual and his or her specific
.needs es' they relate to communication,

Friedman, Paul-G. InterpersonalCommunication: Innovations in
Instruction. Washington, National Education! Association,
1978. a

!

Explores the theoretical bases for the study and prac-
tice of the human relations approach to interpersonal
communication. It also contains instructional
approaches, teaching strategies, and numerous class
room activities.

\

Friedrich, Gustav W.(Ed).\ Education in the 80s: Speech Communica-
tion. _Washington, National Education Association, 1981.

The twenty article6 contained in this volume address
curriculum issues in speech communication from grades
K-12, with implications,..-for all populations in all
areas of communication: A good synthesis of current
initiatives and future needs for. all learners in
speech communication.

Light, Harriet K. Organizing Inservice Training Workshops Guidelines
NY: '.United Cerebral Palsy Association.-Paperback. 64 pp. 1981.
$2.50.

TenNsteps.that can' be adapted by affiliates or outside
agencies in order to plan .and implement as useful and
successful,inse vice training workshop.

Staff Development,. Handbook, A Resource for the TransiciOlinary
Process. NY: United Cerebral Palsy Association. Paperback.

51 pp. 1976. : 3.5'0.

7---___
,Explains the process as developed through the UCPA
Collaborative Infant Project and its applicability tn--__ ._.

other age'groups.
--__

I-17:----__

301



0.

-60-

4

ADDRESSES FOR RESOILRCE;S

American_Academylof Pediatrieg

P.O. Box.1034
1801 Hinman Avenue
Evanston, 1L-'-60204

Chapel Hill, Training-Outreach Project

Lincoln Center
Merritt Mill Road
Chapel Hill, NC 27514

Soutwest Film Laboratory
P.O. Box 21328
Dallas, TX 75211

The Council for Exceptional Children

1920 Association Drive
Reston, VA 22091

..... The Stanfield House
P.O. Box 3208
Santa Monica, Ci0'90403

United Cerebral Palsy Associations, Inc.

66 East 34th Street
New York, NY 10016



289

APPENDICES
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APPENDIX B:
-,----

Sample Planning and Conference_Forma

APPENDIX : Transparency and Handout Forms
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APPENDIX A

Survey anti E4aluation Fox=

o NEEDS. ASSESSMENT QUESTIONNAIRE ,

o DAILY EVALUATION FORMS

o -FINAL EVALUATION FORMS__
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ALLIED HEALTH CHILD -FIND AND ADVOCACY SURVEY

RESPONSE INSTRUCTIONS

Most of the questions can be answered by simply putting a check mark In the

square or squares which identify what you consider the most appropriate response. It

does not matter what type of pen orpencil you,use..Disregard the numbers in parentheses.

Theyare only for use in computer tabulation of the'results. Again, thank you so much-

for your cooperation.

ED
(C 1 -7)

1'. WHICH OF THE FOLLOWING.CATEGORIESBEST DESCRIBES. YOUR PROFESSION? (CHECK ONLY ONE.)

1. Audiology 7*
Dental Services (C 11-12)

2. Medical Technology ...... 8. Other Medical 0
3. Occupational Therapy 9. Mental Health (other than the

4. Physical Therapy professions listed above):

5. Social Work
6. Speech-Language Pathology. 10..0ther (Specify): 0

2. WHICH OF THE FOLLOWING BEST DESCRIBES YOUR PRIMARY WORK SETTING? (CHECK ONLY ONE.)

1. Educational Institution
10 (C 13)

2. Residential Facility 20

3. Non-Residential Health-Care Facility 50

4. Other (Specify):
40

3. HOW WOULD YOU DESCRIBE YOUR WORK LOCALE? (CHECK ONLY ONE.)

1. Urban or Surburban
10

2. Rural
2 0

4. 'ARE YOU A DIRECT SERVICE PROVIDER FOR CHILDREN AND YOUTH, EITHER HANDICAPPED OR

NON-HANDICAPPED, OR DO YOU SUPERVISE OTHERS WHO PROVIDE DIRECT SERVICES? (CHECK

ONLY ONE.)

1. Direct Service Provider
la. (C 15)

2. Supervisor
20

3. Both.
3

5., WHICH BEST DESCRIBES YOUR -14.1EDIATE SUPERVISOR? (CHECK ONLY ONE.)

1. He/she is in my own profession 10 (C 1

2. He/she is a physician
20

3... He/she is a school .administrator
3

4.. Other (SpecifY):
40

6. DO:YOU OR DOES ANYONE IN YOUR IMMEDIATE FAMILY HAVE A HANDICAPPING CONDITION?

1. `Les
10 (C 17) f.

2. No
2
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7. HOW WOULD YOU DESCRIBE YOUR KNOWLEDGE OF THE EDUCATION FOR ALL HANDICAPPED

CHILDREN ACT (PUBLIC LAW 94-142) ? (CHECK ONLY ONE.)

1. Very Knowledgeable 10 (C 18)

2. Somewhat Knowledgeable 20
3. Not at All Knowledgeable 30

8. WHICH OF THE FOLLOWING ACCURATELY REFLECTS YOUR EXPERIENCE WITH THE IMPLEMENTATION

OF THE EDUCATION FOR ALL HANDICAPPED CHILDREN ACT (PUBLIC LAW 94- 142) ?` (CHECK

ONLY ONE.)

1. It helps my professional efforts very much 1 (C 19)

2. It is Somewhat helpful 20
3. It.makes my professional 6fforts, more difficult 30

4. Does not apply 40

9. I WOULD LIKE MORE CLARIFICATION OF PUBLIC LAW 94-142 REGARDING (CHECK ALL THAT
, -

APPLY):

1. My responsibilities.An response to PL 94-142 t

111 ((C

20)

,, (C
2. Third-party payMents and PL 94-142

3. Individualized Educational Program (IEP's) 10 (C 22)'

4. Other (SPecify): 10 (C 23)

.10. DOES YOUR STATE HAVE A MANDATE FOR PROVIDING SERVICES FOR PRE -SCHOOLRANDICAPPED

CHILDREN?

, 1 Yes 1 (C 24).

2. No . 20

3. I don't know 3
11. CHECK ALL THOSE HANDICAPPING CONDITIONS WHICH YOU)FEEL COMPETENT TO IDENTIFY AND

REFER.

Handicapping Conditions of Children and Youth

Competent to
Identify

Competent to
Refer

.

1. Deaf-Blind (C 25) (C 26) 0

2. Hearing Impaired (C 27) (C 28) 0

3. Learning Disabled (C 29) (C 30) 0-

4. Mentally Retarded (C 31) (C_ 32) 0

5. 'Multi-handicapped (C .33) (C 34)

6. Orthopedically Impaired-- (C 35) 0 (C 36) 0

7. Seriously Emotionally Disturbed (C 37) 0 (C 38)

8. Speech Impaired (C 39) 0 (C 400

9. 'Visually Impaired (C 41) (C 42)0

10. Other Health...Impaired
(C 43)0 (C 44)

High-risk Children and Youth * '(C 45) (C 46)
p

* Children or youths who'are at risk of developing a handicap because of medical

problems or environmental conditions (e.g., low birth weight,: poor nutrition).
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12. H014 IMPORTANT WERE EACH OF THE FOLLOWING IN DEVELOPING YOUR ABILITY TO IDENTIFY

HANDICAPPED CHILDREN AND YOUTH?

Very Somewhat Not at All Does Not
Important Important Important Apply

1 2 3

1. Courses in your formal education ' 0 (C 47)

2. Clinical practicum (associated
with your formal education)

(C48)

3. Continuing education courses 0 \ (C 49)

4. On-the-job training 0 , (C 50)

5. Early work experiences CD (C.51)

6. Recent work experiences \ CT .
(C 52)

7. Personal non-work experiences (C 53)

13. HOW
FOR

KNOWLEDGEABLE ARE YOU OF THE FOLLOWING DIAGNOSTIC AND TREATMENT SERVICES
HANDICAPPED CHILDREN AND YOUTH IN YOUR COMMUNITY?

1. School services in general
,Non-school services in general

I
/ 4.

3. Facilities and services in
your place of emplOyment
Local clinical/facilities and
services

5. Local school facilities and
services /

Very
Knowledgeable

1

n_
14. IF YOU SAW A CHILD WHO HAS A HANDICAP OR IS AT RISK OF DEVELOPING A HANDICAP

BECAUSE OF MEDICAL PROBLEMS OR ENVIRONMENTAL CONDITIONS, WHICH OF THE FOLLOWING

ACTIONS WOULD YOU MOST LIKELY TAKE?. (YOU MAY CHECK MORE THAN ONE.)

1. Refer the child ol youth for appropriate diagnostic and/or
. I

treatment services 1 (C 59)

0

Somewhat Not at All
Knowledgeable Knowledgeable

2 3

00

0 0

(C 54)

(C 55)

(C 56)

(C 57)

(C 58)

2. Discuss the proble with the parents and suggest appropriate
diagnostic and/or reatthent services :' 10 (C 60)

3. Recommend treatment only wiihin my area of expertise, 10 (C 61)

4. Bring the case to the attention of anohet professional in my- .

. .

.

work unit
i 1 .f' (C 62)

5. Bring the case to the attention of anOlther prOfessional outside

my work unit 1 (C 63)

6. Take no action.since it is not my role to identify such problems 1 (C 64)'

7. Does not apply; .I would not, be likely to encounter these

___ 'children. and youth
\ o

1
8. Other (Specify): i 1

15. IF YOU HAVE REFERRED HANDICAPPED CHILDREN OR YOUTH, HOW SATISFIED WERE YOU

WITH WHAT WAS DONE FOR THOSE YOU REFERRED? (CHECK ONLY ONE.)

(C 65)
(C 66)

1. Very satisfied lb (C 67) .

2. Somewhat satisfied 2
3. Not at all satisfied 3000

4. Don't know help was given r
4CJ"

5. Does not amply '

\ 50

. 07
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16. IF YOU ARE DISSATISFIED WITH WHAT IS BEING DONE FOR A CHILD OR YOUTH, WOULD

YOU FOLLOW-UP WITH FURTHER ACTION?

1. Yes
1 0 (C 68)

2. No
2

IF YES'," WHAT WOULD-YOU DO?
T

17. HOW COMFORTABLE DO YOU FEEL DISCUSSING HANDICAPPING CONDITIONS WITH:

C 69-70)

Very Somewhat

Comfortable Comfortable Comfortable Uncomfortable

1 2 3 4

1. Handicapped children
(C 71)

and youth,
2. Parents

P (C 72)

3. Supervisor ..

CI\ (C 73)

4. Colleagues
(C 74)

\

18. HOW MUCH'EXPER/ENCE HAVEYOU HAD WORKING WITH HANDICAPPED CHILDREN AND YOUTH?

(CHECK ONLY ONE.)

1. A great deal
10 (C 75)

2. Some
20

3. Little
3

4. None
40

E] El El El E3 El
(C 1-7) i"

19. IN THIS QUESTION, WE ARE INTERESTED IN LEARNING (A) THE APPROXIMATE NUMBER OF

HANDICAPPED CHILDREN AND YOUTH (BIRTH TO 21 YEARS) YOU HAVE EITHER SEEN OR

COME IN CONTACT WITH IN A PROFESSIONAL SETTING DURING A TYPICAL 'MONTH, AND

(B) THE APPROXIMATE NUMBER OF THESE CHILDREN AAD YOUTH REFERRED:FOR APPROPRIATE

SERVICES.
Seen Referred

Approximate number Approximate number Does not

of children and of children and youth apply

youth seen during referred for appropriate

a typictl month services during a
typical month

Handicapping Conditions
1. Deaf-Blind (C,11,12) (C 13,14)

2. Hearing Impaired (C 15,16) (C 17,18) /

3. Learning Disabled (C 19,20) (C 21;22) / \

4. Mentally Retarded (C 23,24) (C 25,26) \
5. Multi-handicapped (C 27,28) (C 29;30) :0

6. Orthopedically Impaired(C 31,32) (C 33,34)

7, Seriously Emotionally '(C 35,36) (C 37,38)

Disturbed
8. Speep Impaired (C 39,40) (C 41,42)

9.-- Visually Impaired (C 43,44) (C 45,46)

10. Other'Health Impaired (C 47,48) '(C49',50)

11. High-risk Children and (C 51,52) (C.51,54)

Youth 308
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20. INDICATE ANY PROBLEMS IN YOUR WORK ENVIRONMENT WHICH MAKE IT,DIFFICULT FOR

YOU TO IDENTIFY AND REFER HANDICAPPED CHILDREN AND YOUTH.

/

/ ,

21. WHICH OF THE' FOLLOWING STATEMENTS REFLECT YOUR POSITION REGARDING ADVOCACY**

FOR HANDICAPPED CHILDREN AND YOUTH? (CHECK ALL THAT APPLY.),
/

1. ItAs my professional, responsibility to be.an advocate for

han, d,icapped children and youth 1 (C 57)

2. It -is my personal responsibility to be an advocate for

handicapped children and youth (C 58)1C3

3. Any advocacy activities I initiate could jeopardize my. job 10 (C 59)

4. I am concerned about handicapped children and youth, but I.

would not know how to begin advocating for them 10 (C 60)

'. It is not my role to'be an advocate 10 (C 61)

6. I would like more information on how to advocate for

handicapped children and youth

C 55-56)

22. CHECK ALL THOSE ADVOCACY ACTIVITIES IN WHICH'YOU HAVE PARTICIPATED:

1

// 1. Regularly reading articles related to handicapping conditions... .10
/

(C 62)

(C 63)

2. Participating in courses, workshops, or conferences regarding

handicapping conditions 1 (C 64)

3. Training other persons to identify handicapping conditions 1 (C 65)'

4. Giving presentation's to local community groups 1 (C 66)

5. Representing an individual Tamily of a handicapped child or

youth to obtain necessary services 1 (C 67)

6. Joining organizations which advocate for the rights of

handicapped children and youth 10 (C 68)

7. Helping to develop public policy for handicapped children

and youth
1 (C 69)

8. Actively participating in organizations, which advocate for

the rights of handicapped children and youth 1 (C 70)

9. Writing articles/books regarding handicapped children and youth 1C3\ (C 71)

10. Taking opportunities to advocate for handicapped children
0

and youth in personal situations 10 ,

(C 72)

11. Other (Specify):
1 (C 73)

23. IF YOU WOULD LIKE TO RECEIVE A SUMMARY OF THE SURVEY'S FINDINGS AND/OR

FURTHER INFORMATION ABOUT THE ALLIED HEALTH CHILD-FIND AND ADVOCACY

WORKSHOPS, PLEASE CHECK THE APPROPRIATE ITEM(S).

1. Please send me a copy of a summary of the survey's findings 10 (C 74)

2. Please send me information about the project's workshops 10 (C 75)

3. Please send me information about the American Society of Allied

Health Professions (ASAHP) 1 (C 76)

**For this survey'advocacy is defined as facilitating a continuum of services

(whether health or education-related) fonIfyicapped children or youth.
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ALLIANCES IN ADVOCACY FOR DISABLED CHILDREN AND,OUTH

Daily Feedback Form

The following questions ask.for youk reactions totoday's aessionft.' Since

this is the first of several planned workshops, your feedback is very im-
portant to us. In addition to cifcling your response, please share your

comments with us.

Quality of Presentation

Poor 1 2 3 4'5 6 7 8

Usefulness of the Presentation

Low Utility 1 2 3 4 5 6, 7 8

Complexity of the Content

Too Simple 1 2 3 4 5 6 7 8

Quality of Group Interaction

1 2 3 4 5 6 7 8Poor

Amount of Group Interaction

1 2 3 4 5 6 7 8Too Little

Visual Aids or. Media Used

Effective 1'2 3 4 5 6 7 8

Amount of Time Allotted

'1 2 3 4 5 6 7 8Too Little

Excellent

High Ut lity

Too Difficult

Excellent

/

Too/Much

Ineffective

ii

/Too Much

Comments

Please list any related issues you feel should be covered during this session.

Additional Comments:
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ALLIANCES IN ADVOCACY FOR DISABLED CHILDREN AND YOUTH

Final Workshop Evaluation

For this evaluation please consider the entire workshop as a whole and give
us_your_gPPATAl_reactions; Your_suggestions_for-iMproving the_effectiveness
of the workshops would be most appreciated. Scaler 5 = Outstanding; 4 =
Very Good; 3 = Acceptable; 2 = Needs Improvement; 1 = Poor

Comments

1.- Quality of the Workshop

2. Usefulness of the Workshop

3. Design of the Workshop

4. Relevancy of.Topics Covered
to Purpose of the Workshop.

5. Appropriateness of Theory
Presented

6. Appropriateness of Practical
Information Presented

7. Appropriateness of Lectures
Presented

8. Appropriateness of'Small Group
Discussion Sessions

9. Effectiveness of Speakers and
Conference Leaders

10. Quality and Appropriateness
of Films and Videotapes

.

11. Quality and Usefulness of
1 Workshop Manual

12. Quality and Appropriateness
of Facilities

1 2 3 4 5

1 2 3 4 5

1 2 3 4 5

1 2 3 4 5

1 2 3 4 5

1 2 3 4 5

1 2 3 .4 5

1 2 3 4 5

1.2 3 4 5

1 2 3 4 5

-1 2

1 2 3 4 5

13. Quality of Meals 1 2 3 4 5

14. Overall Personal Experience
in the Workshop 1 2 3 4 5
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Open-Ended EvaluationQuestions

To '!allow for your perSonalized responses to the curriculum, we are asking
you'to complete. the following questions based on your,experiences with this
workshop.

eve your perceptions of handicapped children and youth changed because
of our experiences in the workshop? If so, in what ways?

Please identify those activities/events in the workshop which you believe
produced these changes.

Because of your experiences in this workshop, what changes might occur
in your work setting for providing services for disabled children and youth?

Please identify those activities/events in the workshop which you believe
will help to produce these changes.

3. What uggestions do you have for improving the workshop?

31 2
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4, Regarding the identification, referral, and advocacy initiatives

promoted during this workshop, is there additional information or

strategies which you feel you still need? Please explain.

5. What were the primary benefits of this workshop for you?'

6. What were the primary weaknesses of this workshop for you?

a

Additional Comments:

a

Thank you so much for completing these questionnaires. We sinceiely I

appreciate your assistance and look forward to sharing the results with you.

313
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APPENDIX B

Sample Planning and Conference Forms

o SAMPLE BUDGET

o CHECKLIST/PROGRAM PLAN

o SAMPLE AGENDA

SAMPLE QUEST1..

SAMPLE CONTRACT FORMS-



BUDGET ESTIMATES

The following budget reflects anticipated costs for a two-day.work-

shop/seminar conducted. in 1983-1984. Costs can be reduced depending

on the area of the cauntry in which the program is held and other

available resources.

/.
Consultant/Faculty: (Out-of-Region:. Per-Person Costs)

A. Travel: Airfare and Ground Transportation $440.00

B. Per Diem @ $ 80/Day X.2 D 160.00

C. Honorarium @ $350/Day x 2 D 700.00

II.

.

Resource Persons: (Local to State/Region:.Per-Persons Costs)

A. Travel 200.00

B. Per Diem @ $80/Day x 2 D 160.00

C. Honorarium @ $150/Day x a D 300.00

Materials/Supplies: (Participadt Costs)

A. Resource-Text: Alliances in Health and

Education: Serving Youngsters with

Special Needs

B. Resource Manual: Alliances in Advocacy
for Disabled Children and Youth

(optional)

, -

C. Miscellaneous: State Resource lists;
Evaluation forms; Additional resource
materials; Picture Profile, Badges;

Folders/etc.

IV. Administrative Costs: Secretarial; Postage;

Phone

V. Other:

15.00

40.00

7.50

300.00

A. Equipment Rental @,..,$100-302 Days

B. Food Functions

o. Continental Breakfasts 1 @ $5.00 10.00

o Refreshment Breaks 5 @ $1.50 7.50

.o Luncheon 1 @ $10.00 lo.po,

1

,



PLANNING
ACTIVITIES AND TIMELINES

The following chart outlines the major activities which a

planning committee will need to consider in preparing for a workshop,

conference, or seminar. Target dates for completion of tasks and the

persons responsible should be identified by the planning committee.

Target Date/
Person Major Planning Activities

1. Identify Nominees/Participants

2. Identify and Contact Faculty

3. Finalize Curriculum and Instuctional Strategies

4. Identify and Contact Resource Persons

5. Identify and Obtain.Resource Materials (print
and non-print)

6. Complete Site Arrangements

Sleeping Room Accomodations:,
o- Guest Speakers/Resource Persons

Participants
Staff (if relevant)

b. Meeting Room Facilities (usually provilied

free.by hotel/conference center if a meal

function is involved)

Set-up:
Round tables; seating 8-12 depending on
groUp size; allows for participant inter-

action and sharing of ideas and resources

Head table with microphone (if room is

large) foi opening presentations;,
lecturs

Times/Space/
Pre -St qdy Session

General Session
Small Group Session

Social Activities
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Target Date/
Person Major Planning Activities

7. Finalize Food Function Arrangements:
o Beverage Breaks

o Lunchedff7,

o Social/COcktails

8: Finalize Arrangements fot Audio- Visual Equipment

o Type of Equipment
o Time Needed
o Costs (BorrOw/Rental)

9. Mail Pre-Seminar Materials to Participants (See
Appendix B for Sample)

Provide:
o Seminar Goal/Objectives

,Agenda
o Hotel Registration and Information

Resource Materials (as appropriate)

Solicit:
o Resume or letter/statement of interests or

concerns: to learn as much about individual
participants as possible

o Resource Materials participants would like
to share with.others--request multiple
copies when available/appropriate

10. Prepare/Ship Resource Materials to Conference

Site

317
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AMERICAN SOCIETY OF ALLIED HEALTHPROFESSIONS
ONE DUPONT CIRCLE. WASHINGTON. D.C. 20036 TELEPHONE: (202) 293-3422

PRESS RELEASE

ADVOCACY WORKSHOP' FOR DISABLED CHILDREN

WINS SCHOLARSHIP FOR

OF

(Name) (Town)

(Title and Institution or Organization)

1
_

c

has been awarded a scholarship to participate in the American Society
/

of Allied Health Profession's (ASAHP) fourth region/al workshop on:
(_,

"Alliances in Advocacy for Dipabled Children and Youth."

The workshop-which will be held December 3-5 at the Hyatt Regency

Nashville in Nashville, Tennessee is part of a t ee-year effort by ASAHP /

11

to prepare Allied Health professionals for leadeTship roles related to //

Public Law 94 -142, the Education for All Handicapped Children Act of 19,75.
/

/
/

The primary goal of, the workshop is to facilita1Le communication and

cooperation among Allied Health, Education, an Health professinals

in providing services for children and youth'w th handicappi conditions.

Participants, representing a variety of Allied Health.professions, will

explore the barriers impeding the delivery of appropriate services for

these children 'through formal presentations a d infornial discuSsions with

.
faculty, invited resource persons, and other highly'competent participants.

//

318
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PRESS RELEASE (continued)

Topics to be addressed in the three-day workshop include: "Perspectives

on the Law," "Roles and Responsibilities of Allied Health ProfessionalS,"

"Issues in Diagnosis Assessment and Educational Planning," "Information

Exchange and the Referral Procesb,"."Communication Strategies," "Networking 1

.

Strategies," and "Strategies for Effective Advocacy."

Included among the faculty are: Dr. Anthony Bashir of the Children's

Hospital Medical Center, Boston; Ethan Ellis, NeW Jersey Department of

the Public' Advocate; Dr. Sally Pisarchick of the Inservice Instructional

Research Center, Maple Heights, Ohio; Dr. John Wiemann, Department of
7=

Communication, University of California, Santa Barbara; Jayn Wittenmyer,

Executive Secretary of the Wisconsin Council on Developmental Disabilities;

and Dr.. Carolyn M. Del Polito, Director of ASAHP'ss Allied Health Child-

Find and Advocacy Project. These nationally, known speakerS will be

supported by Resource, persons knowledgeable about services for disabled,

children and youth in the Region.

The American Society of Allied Health Professions, located in Washington,

D.C., is a non-profit professional organization whose membership consists

of professional organizations, education institutions, and individuals

devoted to Allied Health' education, research, and service delivery. For

additional information regarding the Society's activities, contact:

Richard J. Dowling, Executive Director, American Society of Allied Health

Professions, One Dupont Circle, Washington, D.C., phone: 202-293-3422.
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THURSDAY

9:30 am

10:00 am
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ALLIANCES IN ADVOCACY FOR DISABLED CHILDREN AND YOUTH

Region VIII Workshop Agenda
-

Colorado, Montana',,North,Dakota', South Dakota,

Utah;., Wyoming

May. 20-22 1982
,-

Holiday Inn Denver Downtown
15th and Glenarm Place
Denver, Colorado 80202

PRE -STUDY SESSION ON PUBLIC LAW 94-142

PRE-WORKSHOP REGISTRATION

STUDY SESSION ON PUBLIC LAW 94-142

Dr. Brian McNulty, Supervisor for Special Education Service

Unit, Colorado Department of Education, Denver, Colorado

Dr. Nancy Schrant, Complaints Officer for Federal Programs,

Office of the Commissioner, Colorado Department of

Educatidh, Denver, Colorado

o Clarification of the Legislation and Current,Regulations

Relationship of PL 94-142 to Section 504 of the

Rehabilitation Act

o Implications of the Legislation for.Allied Health.

PrOfessionals

11:30 am- Adjournment



THURSDAY

12:00 pm

1:00 pm
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ALLIANCES IN ADVOCACY FOR DISABLED CHILDREN AND YOUTH

R4ion VIII Workshop-Agenda

Colorado, Montana, North Dakota, South Dakota,
Utah, Wyoming

May 20-22, 1982

Holiday Inn Denver Downiwn
15th and Glenarm Place
Denver, Colorado 80202

WORKSHOP REGISTRATION: PICTURE PROFILE OF PARTICIPANTS

OPENING ADDRESS: "Meeting the Challenge Through Alliances"

Dr. Carolyn M. Del Polito, Director, Allied Health Child-
Find and Advocacy Project, American Sotiety of Allied
Health Professions

1:45 pm PERSPECTIVES ON THE LAW:. RIGHTS OF CHILDREN AND YOUTH WITH
WITH HANDICAPPING CONDITIONS

Moderator: Dr. Carolyn M. Del Polito

"The Current Political Climate," Mr. Ethan Ellis,
Deputy Director, Office. of Advocacy for the Developmentally
Disabled, New Jersey Department for the Public ?4vocate

"The Parent's Response,".MS.-Jayn Mittenmyer, Executive
Director, Wisgoniin Count:1.1 on Developmental Disabilities,

Madison, Wisconsin

"The Consumer/Client's.esponse," TheresaPreda, Exec'utive
Director, Holistic Approaches to Independent Living, Denver,

Colorado

"The Health Provider's Response," Dr.. Robert McCurdy, Director,
Maternal and Child Health Services, Colorado Department of
Health, Denver, Colorado

"The. Audience Response," - Questions and Discussion

3:15 pm BREAK
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3:30 pm PERSPECTIVES ON GROWING UP DISABLED

4:15 pm

5:00 pm

6:30 pm_

"Implications for the Service Provider," Dr. Anthony Bashir,

Speech Language Pathologist, Children's Hospital Medical

Center, Boston, Massachusetts

"Consumer/Client'-S Response"

"Parent's Response"

"Educator's Response"

"Service Provider's Response"

PARTICIPANT IN. ROD 7i1311§1Small Groups Categorized by Profession)

INTRODUCTIONS-TO-ENTIRE-AUDIENCE---2

-Reception Sponsored by:

Colorado Association for Speech and Hearing

Colorado. Chapter of the American Physical Therapy

Association
Occupational Therapy Association of Colorado

Dinner on Own

FRIDAY

8L00 am Continental Breakfast and Breakfast Movie

8:45 am BARRIERS TO THE DELIVERY OF SERVICE (Small Group Working Session)

10:15 am Break

10:30 am IMPLICATIONS FOR SERVICE PROVIDERS XSmallGroup Working Session)

12:00 noon LUNCHEON

Speaker: Dr:' Joseph D. Mclnerny, Associate Director, Biological

N.Sciences Curriculum. Study, The .Center for Education in

Human and. Medical Genetics, Louisville, Colorado
.

Topic: Genetics: Implications for the Allied Health Professional

2:00 pm FORECAST FOR THE FUTURE:. ALLIANCES IN ADVOCACY

Critical Issues in Affecting Change

I. Knowledge of. Rights and Needs of Disabled Youngsters

II. Advocacy Models and pTrategies.
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FRIDAY (continued)

2:00 pm FORECAST FOR THE FUTURE: ALLIANCES IN ADVOCACY (continued)

III. Referral Sources and Strategies

IV. Communication'Skills'and Strategies

2:20 pm ADVOCACY MODELS

Moderator: Mr. Ethan Ellis

3:00 pm Break

3:15 pm REFERRAL SOURCES AND STRATEGIES

Moderator: Ms. Jayn Wittenmyer

4:00 pm COMMUNICATION SKILLS AND STRATEGIES

Moderator: Dr. Carolyn M. Del. Polito

.5:30 pm

SATURDAY

8:00 am

8:45 am

ADJOURNMENT

Continental Breakfast and Breakfast Movie

ADVOCACY:COMMITMENT AND IMPLEMENTATION

I. "Strategies for Effective Advocacy"

Moderator: Mr.. Ethan B. Ellis

9:45 am Break

10:00 am ADVOCACY: COMMITMENT AND IMPLEMENTATION (continued)

II. "Implementing Effective Advocacy Strategies"

Moderator: Dr. Anthony Bashir

e Personal. Strategies

State Strategies

a Professional Strategies

12:15 om

1:00 pm

.SUMMARY AND CONCLUSION/WORKSHOP EVALUATION

ADJOURNMENT

310
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Sample Questions for Workshop Discussion.

1. What is Advocacy? /
2. How have advocacy/activities changed in the past 10 years?

3. How do you overcame feelings of fear and lack of self-confidence

in possible advocetes?
4. How do you figure our,appropriate incentives for change?

5. How do we interest people in advocacy roles?

6. How do you promote positive advocacy?
7. How do you advaicate for children in rural areas?

8. Are there materials to help you become a better advocate?

Referral Question/s

1. How do you develop a referral system?
2. How does a rural family link into referral services?

3. How do you/cope with a source you have referred people to

that is not living up to its responsibilities as a provider?

4. What do you do when you are working in an area, i.e., rural,

when there are very few referral sources and they are not

Advocacy Questions

working together--How do you function as a case manager?

5. What are' good tracking methods?

6. In the referral system how does the practitioner prevent

'overlapping and gaps?

7. How d91 you help to prOvide a transition from a pre-school-

program to a regular school program?

8. How do you cope with early identification by certain
providers which is not transferred or utilized by the

school?

/6

Communication Questions

1. What are the most common barriers to effective communication?

2. -What means can be taken to develop effective personal

Communication skills?
3., How do you deal with people who have no sensitivity to

disability?
4. What techniques can leaders or perceived experts use to

encourage people to,take responsibility for themseleves?

5. Under burnout conditions, how does one effectively communicate?,

6. How does one tell an administrator, physician, director of

special education, etc., that what they are doing is

inappropriate or detrimental to the child/person?

I
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ALLIANCES. IN ADVOCACY FOR DISABLED CHILDREN AND YOUTH CONTRACT

REGIONAL WORKSHOP ATTENDED:
PROFESSIONAL ORGANIZATION

MEMBERSHIP:

PHONE:

advocacy
Personal Advocacy Goals , Co
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SUMMARY OF. REGIONAL WORKSHOP CONTRACT FORMS

PROFESSIONAL STATE ADVOCACY GOALS:

DISSEMINATION OF INFOBI1ATION

Public--newspape s/TV/radio
Professional organizations--newsletters/journals
ASAHP--Newslet ers/ Journals/ Meetings
Physicians--di, ect contact/AMA contact

Legislators

ALLIANCES

Create
Seek
Coordinate

EDUCATION

o Determine needs of patients/clients

o Implement changes in curriculum (schools)

Initiate continuing edUcation courses within professional

organizations
o Promo tp in-service training in job settings

Take professional, development courses

LEGISLATION

o .Disseminate information-to legislators

'e Use prqfessional organizations to lobby

Establish legislative committees

PROFESSIONAL ORGANIZATIONS

Articles for newsletters/journals
Meetings--workshops/presentations/fmnels/position papers

ASAHP presentations '.

Increase-personal participation .,.,

WORK SITUATION .

/

N.

Disseminate information to co-workIrs/employers

Sensitize co-workers to issues 4

t Influence employei.s/supervisors /

/

, Conduct professional peer,reviews

ADVOCACY

o Act as redourcd"person
IncOurage others tb become advocates
Develop resource lists
Provide support services for children

327

/77

ii



Contract Summaries

-94-

PERSONAL ADVOCACY GOALS:

DISSEMINATION/INTEGRATION OF INFORMATION

e Professional organizations
o Legislators
o Educators

Public
Families

o Friends
Community
Students

ASAHP

Build liaisons with professional
Promote presentations at annual

o Support continuation of Advocacy

EDUCATIONAL SYSTEMS

o Provide information and resources

o Visit schools

LEGISLATION

Write letters
o Promote PL 94-142

PROFESSIONAL ORGANIZATIONS

organizations
eetings
Initiative

Remain active
Promote coalitions /liaisons /alliances.

Publish articles

WORK SITUATION

Obtain advocacy information
Promote in-service on advocacy

ADVOCACY

°Provide support services f r children
Act as resource persons
Encourage others to become advocates (parents/children)

Develop resource lists

FAMILIES

Inform them of their rights
Raise levels of awareness/responsibility

3
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Contract Summaries

LEVEL OF KNOWLEDGE

o Seek agencies/services
Review and use workshop. manual
Determine needs of patient

AWARENESS

Increase political understanding
Lnprove identification skills
Develop priorities
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APPEND

Transparency and

J

out Forms

UNIT 1: THE EDUCATION FOR ALL HANDICAPPED CHILDREN ACT: CENTRAL

PRINCIPLES

o Procedural Safeguards of, Public Law 94-142
o Purpose of public Law 94-142

o Special Education: Definition
o Handicapped Children: Definition

.

o elated Services: Definition
o /east Restrictive.Environment: Definition
o a Individualized Educatidn Program (IEP): Procedures

o Individualized Education Program (IEP):

UNIT 2: BARRIERS TO THE DELIVERY OF SERVICES

o Roles and Responsibilities of Health Professionals
Serving Youngsters with Special Needs

UNIT 3: THE COMMUNICATION PROCESS

o Some Common Listening Problems
o Active Listening

Levels of Empathy
o Defensive and Supportive Communication Cl mates

o Perception,of Self and Other

UNIT 5t CASE STUDIES: A. Joan
\ B. Dottie

C. Gertrude
o Referral Log
o Follow- -up Log

o Referral Form
o Release Form
o Agency Response Form

UNIT 6: PRINCIPLES OF EFFECTIVE ADVOCACY
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THE EDUCATION FOR ALL HANDICAPPED CHILDREN ACT

(PUBLIC LAW 94 142)

CENTRAL PRINCIPLES'

A FREE APPROPRIATE . PUBLIC. EDUCATION.-FOR---ALL-CHI LDREN

AND YOUTH WITH HANDICAPPING CONDITIONS REOUIRING

SPECIAL EDUCATION AND RELATED SERVICES

COMPREHENSIVE, NONDISCRIMINATORY ASSESSMENT PROCEDURES-

)

INDIVIDUALIZED EDUPTION-PROWMS (IEPS)

4. PARENTAL INVOLVEMENT IN PLANNING AND DECISION MAKING

EDUCATION WITH NONHANDICAPPED CHILDREN TO THE MAXIMUM

EXTENT APPROPRIATE: LEAST RESTRICTIVE ENVIRONMENT

(LRE)

6, DUE PROCESS SAFEGUARDS FOR PARENTS AND CHILDREN

CONFIDENTIALITY OF RECORDS

FULL SERVICES GOAL BY 1980 FOR ALL CHILDREN. AND YOUTH

WITH HANDICAPPING CONDITIONS, AGES 3-- 21 YEARS



n-

-101-

PROCEDURAL= SAFEGUARDS OF LAW

,ARENTS, GUARDIANS, OR SURROGATE PARENTS ARE GUARANTEED THE

RIGHT TO: /

1. EXAMINE RECORDS

2. OBTAIN INDEPENDENT EVALUATIONS

3 ASSIGN A SURROGATE PARENT

4._ RECEIVE WRITTEN PRIOR NOTICE F SCHOOL ACTIONS, IN THEIR

NATIVE LANGUAGE

(NOTE: REGULATIONS REQUIRE W ITTEN PERMISSION BE OBTAINED

IN ADDITION TO NOTICE.)

5. PRESENT COMPLAINTS

RECEIVE AN IMPARTIAL DUE-PROCESS HEARING WITH FURTHER

RIGHTS TO:

. REPRESENTATION BY COUNSEL

. PRESENT. EVIDENCE

CROSS EXAMINE AND COMPEL THE ATTENDANCE OF WITNESSES

OBTAIN A WRITTEN OR ELECTRONIC RECORD

RECEIVE WRITTEN FINDINGS OF FACTS AND DECISIONS

.- APPEAL TO THE STATE AND

. INITIATE CIVIL ACTION IN COURT.
r

THE CHILD. EMAINS IN CURRENT EDUCATIONAL PLACEMENT DURING

A HEARING UNLESS THE PARENTS AND SCHOOL AGREE OTHERWISE,

332



PURPOSE OF PUBLIC LAW 94-142

"IT IS THE PURPOSE OF THIS ACT

o TO ASSURE THAT ALL HANDICAPPED CHILDREN

HAVE AVAILABLE TO THEME FREE APPROPRIATE

PUBLIC EDUCATION WHICH EMPHASIZES SPECIAL,

EDUCATION AND RELATED SERVICES DESIGNED TO

MEET THEIR UNIQUE NEEDS,

TO ASSURE THAT THE RIGHTS OF HANDICAPPED
\ .

N--- CHILDREN AND THEIR PARENTS OR GUARDIANS

ARE PROTECTED,

o TO ASSIST STATES AND LOCALITIES TO PROVIDE

FOR THE EDUCATION OF ALL HANDICAPPED CHILDREN: AND

o TO ASSESS AND ASSURE THE EFFECTIVENESS OF
cti

EFFORTS TO EDUCATE HANDICAPPED CHILDREN,"

A



SPECIAL E,DUCATION

"SPECIAL EDUCATION" IS DEFINED IN P.L. 94 142

AS:

"SPECIALLY DESIGNED INSTRUCTION, AT NO COST

TO PARENTS OR GUARDIANS, TO MEET THE UNIQUE

NEEDS OF A HANDICAPPED CHILD, INCLUDING

CLASSROOM INSTRUCTION, INSTRUCTION IN

PHYSICAL EDUCATION, HOME INSTRUCTION, AND

INSTRUCTION IN HOSPITALS AND INSTITUTIONS,"
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HANDICAPPED CHILDREN

"HANDICAPPED CHILDREN ARE DEFINED IN P. L. 94-142

AS THOSE YOUNGSTERS WHO ARE:

MENTALLY RETARDED; HARD OF HEARING, DEAF,

ORTHOPEDICALLY IMPAIRED, OTHER HEALTH

IMPAIRED: SPEECH IMPAIRED, VISUALLY.

HANDICAPPED, SERIOUSLY EMOTIONALLY

DISTURBED, OR CHILDREN WITH SPECIFIC

LEARNING DISABILITIES WHO, BY REASON

THEREOF, REQUIRE 'SPECIAL EDUCATION AND

RELATED SERVICES."
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...

RELATED SERVICES

"RELATED SERVICES" ARE DEFINED IN P.

AS:.

94 142

"TRANSPORTATION, AND SUCH DEVELOPMENTAL, CORRECTIVE,

AND OTHER SUPPORTIVE SERVICES-(INCLUDING SPEECH.

fi

PATHOLOGY AND AUDIOLOGY; PSYCHOLOGICAL SERVICES,

:PHYSICAL:AND OCCUPATIONAL-THERAPY, RECREATiON52-AND--

MEDICAL AND COUNSELING SERVICES; EXCEPT THAT SUCH

MEDICAL. SERVICESSHALL BE FOR DIAGNOSTIC. AND

EVALUATION PURPOSES ONLY) AS MAY BE REQUIRED TO

ASSIST A HANDICAPPED CHILD TO BENEFIT FROM SPECIAL

EDUCATVN, AND INCLUDES THE EARLY IDENTIFICATION

AND ASSESSMENT OF HANDICAPPING CONDITIONS IN CHILDREN."'
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_ LEAST RESTRI6TIVE ENVIRONMENT

"EACH STATE MUST ESTABLISH PROCEDURES. TO ENSURE THAT":

TO THE OAXIMUj EXTENI APEROPRIAI4, HANDICAPPED

CHILDREN, INCLUDING CHILDREN IN PUBLIC OR PRIVATE

INSTITUTIONS OR OTHER CARE FACILITIES, ARE EDUCED

WITH CHILDREN VHO ARE NOI HANDICAEED, AND THAT

SPECIAL CLASSES, SEPARATE SCHOOLING OR OTHER REMOVAL

OE HANDICAPPED CHILDREN FROM THE REGULAR EDUCATIONAL

ENVIROA1ENT OCCURS ONLY WHEN THE NATURE OR SEVERITY

OF THE HANDiCAP IS SUCH THAT EDUCATION IN REGULAR

CLASSES WITH THE USE OF SUPPLEMENTARY AIDS AND SERVICES

CANNOT BE ACHIEVED'SATISFACTORILY."
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INDIVIDUA I7ED EDUCATION PROGRAM: PROCEDURES

MEETINGS:

A MEETING MUST BE ELD WITHIN 3 CALENDAR DAYS OF A

DETERMINATION THAT THE HILD NEEDS SPECIAL EDUCATION AND

RELATED SERVICES. (REGULATIONS 300.343)

PARfICIPANTS:

EACH MEETIAG MUST INCLUDE:

A REPRESENTATIVE OF THE PUBLIC AGENCY, OTHER. THAN THE

CHILD'S TEACHER, HO IS QUALIFIED j0 PROVIDE OR SUPER-

VISE THE PROVISION OF SPECIAL EDUCATION;

THEE CHILD'S TEACHER;

3. ONE OR BOTH OF THE CHILD'S PARENTS;

4. THE CHILD, WHERE APPROPRIATE (20 USC 1491; 1A);

OTHER INDIVIDUALS AT THE DISCRETION. OF THE PARENT OR

AGENCY. (REGULATIONS 300.344);. AND

6. CERTAI EVALUATION PERSONNEL FO. A .HANDICAPPED CHILD

WHO HAS. BEEN EVALUATED FOR THE FIRST IME. (REGULATIONS

300.344). .
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__.LJNDIYIDUALIZEDJDOCATION. PROGRAMJIEni.--CONTENTS__.

THE IEP FOR EACH CHILD MUST INCLUDE:

1. PRESENT LEVELS OF 'EDUCATIONAL PERFORMANCE;

2. ANNUAL GOALS;

SHORT TERM INSTRUCTIONAL76BJECTIVES;

THE SPECIFIC SPECTA1 P_DUCATION,AND RELATED SERVICES TO

BE PROVIDED; c4

THE EXTENT OF THE CHILD'S PARTICIPATION IN REGULAR

EDUCATIONAL PROGRAMS; -,

'PROJECTED DATES FOR INITIATION OF. SERVICES;

7. ,THE ANTICIPATED RATION OF. THE RVICES; AND

1
,

APPROPRIATE 0BpECTI E CRITERIA-AND EVALUATION PROCEDURES

AND SCHEDULE' FOR DETERMINING LEAST. ANNUALLY) WHETHER

THE SHORT-TERONSTRUCTIONAL OBJECTIVES ARE BEING

ACHIEVED. /
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BARRIERS TOTHE DELIVERY OF SERVICES.

o LEGAL AND REGULATORY PROCESSES
7

e SOCIETAL, CULTURAL, AND PROFESSIONAL ATTITUDES

e PROFESSIONAL PRACTICE AND TRAINING ISSUES

0 SCOPE AND,LIMITS OF PRACTICE

0. CONTENT KNOWLEDGE AND TECHNICAL EXPERT'

e ETHICAL RESPONSIBItATIES

e COMMUNICATION EFFECTIVENESS

i-NTERPERSONAL INTERACTIONS WITH COLLEAGUES,

CLIENTS, AND FAMILIES

9 INTERPROFESSIONAL INTERACTIONS WITH COLLEAGUES

AND OTHER PROFESSIONALS IN HEALTH AND. EDUCATION

o PRPVAMMAT1t.OPTICNS

L

e CONTINUITY OF CARE ISSUES
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ROLES. AND RESPONSIBILITIES

OF HEALTH PROFESSIONALS SERVING YOUNGSTERS

WITH SPECIAL NEEDS: SUMMARY
O

TO RECOENIZt AND ACCEPT THE NEEDS AND RIGHTS OF

YOUNGSTERS WITH HANDICAPPING CONDITIONS,

® TO UNDERSTAND STATE AND FEDERAL LEGISLATION IN ORDER

TC ASSIST-FAMILIES-IA-SOLVING PROBLEMS RELATED TO THE

CHILD/YOUTH'S CONDITION.

TO PROVIDE LFFECTIVE AND,COMPETENT SERVICES TO

DIDIVIDUALS WITH DISABILITIES AND THEIR FAMILIES AS

APPROPRIATE 70 ONE'S PROFESSION,

0 TO RECOGNIZE Mr ACCEPT ONE'S PROFESSIONAL RESPONSI-

BILITIES IN IDENTIFYING, REFERRING, AND ADVOCATING
. ,

FOR YOUNGSTERS WITH DISABILITIES AND THEIR FANILIES,

TO DEVELOP AND USE EFFEEFFECTIVE COMMUNICATION STRATEGIES.

®. TO HELP COORDINATE THE EFFORTS, OF HEALTH, EDUCATION, AND

RELATED SERVICE PROFESSIONS TO MEET THE NEEDS -OF YOUNG

STERS WITH HANDICAPPING CONDITIONS.

it

TO HELP DEVELOP AND/OR MODIFY EDUCATIONAL STANDARDS TO

CREATEACCESS RATHER THAN-BARRIERS TO INDIVIDUALS WITH

DISABILITIES WHO WISH -TO ENTER THE HEALTH :AND EDUCATION

PROFESSIONS.
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.00

SOME COMMON LISTENING PROBLEMS*

1. -VIEWING A TOPIC AS UNINTERESTING.

2. CRITICIZING A SPEAKER'S DELIVERY INSTEAD OF THE MESSAG.

3. GETTING OVERSTIMULATED OR EMOTIONALLY INVOLVED.

4. LISTENING ONLY FOR FACTS.

5- PREPARING TOANSWER WESTIONS OR POINTS BEFORE FULLY

UIIDERSTANDING THEM.
\

15. 'WASTING THE ADVANTAGES OF THOUGHT SPEED OVER SPEECH

SPEED.

7. TRYING TO OUTLINE-EVERYTHING.

8. TOLERATING OR FAILING TO ADJUST TO. DISTRACTIONS,

9. FAKING ATTENTION.

10, LISTENING ONLY TO WHAT IS EASY TO UNDERSTAND,

JI, -ALLOWING EMOTIONALLY-LADEN WORDS TO INTERFERE WITH

LISTENING,

12. PERMITTING PERSONAL PREJUDICES. OR DEEP-SEATED CONVICTIONS

TO IMPAIR COMPREHENSION ANDUNPERSTANDING.

*from Larry-L. Barker, Listening Behavior, N. Prentice
Hall, 1971

343



-125-

ACTIVE LISTENING

One of the most important skills in getting to know another person is

listening. In order to get a check on your ability to understand what

your partner is communicating, the two of you should use the Reflective

.
Response Technique.

Decide which one of you will speak first.
The first speaker is to carry on and complete the following item

in two or three sentences:
When I think about the future, I see myself . . .

The second speaker repeats in his/her own words the statement that

the first speaker has just said. The first speaker must_-be satisfied

'that he/she has been heard accurately.

The second speaker then completes the item in two or three sentences.

The first speaker paraphrases what the second speaker just said, to

the satisfaction of the second speaker.

At this point discuss with yOur partner what you have learned about

yourself as a listener. From here on it is important that both of

you try to listen and understand one another as fully as possible,

If at any point either of you feels this is not happening, you should

stop. Try to determine why you have stopped communicating, discuss

the situation as fully as possible and then continue.

1. I am happiest when . . .

2. When I am alone I usually . .

3. In large groups I usually . .

4. I believe in . .

5. The thing that turns me off the most is . .

6. I love . . .

7, The thing that turns me on the most is, .

Have a.two or three minute discussion about thi6 experience so far.

Try to cover the following points:
How well are you listening?
How open and honest have you been?

t

How eager are you to continue this interchange?

Are you getting to know each other?

8. The emotion I find most difficult to express is . . 4

9. My strongest point is . . .

10.Expressing feelings makes me feel1.
11.My weakest point is . .

,12.Getting to know new people is . .

344



-127-

LEVELS OF EMPATHY

LEVEL I: MAXIMUM UNDERSTANDING THROUGH SOCIAL SENSITIVEY

A. UNDERSTANDING THE SPEAKER'S PERCEPTUAL WORLD

0 ATTITUDES .0 CULTURE

0. VALUES 0 SOCIAL SYSTEM

0 BELIEFS 0 PAST EXPERIENCE'

0 KNOWLEDGE 9 FUTURE EXPECTATIONS

UNDERSTANDING OUR OWN PERCEPTUAL WORLD SELECTIVE

PERCEPTION

UNDERSTANDING THE CONTENT COMMUNICATED- -WHAT Is

BEING SAID ?.

UNDERSTAND THE FEELINGS COMMUNICATEDdo IS THE

MESSAGE BEING SAID?

LEVEL "kI: CONFIRMATION OF UNDERSTANDING THROUGH AC=

usiEntia
\A. ATTENTION DURING COMMUNICATION

1. NONVERBALLY: ATTENTIVE POSTURE, HEAD NODS,

EYE-CONTACT, FACIAL EXPRESSIONS

VERBALLY: VOCALIZATIONS WHICH INDICATE

91.11RE KEEPING UP WITH THE SPEAkER AND

INTERESTED IN THE INFORMATION "COMMUNICATED

REFLECTIONOF MAXIMUM UNDERSTANDING OF OTHER'S

IDEAS: VER BALLY AND NONVERBALLY

REFLECTION OF MAXIMUM UNDERSTANDING OF OTHER'S

FEELINGS: VERBALLY AND NONVERBALLY
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DEFENSIVE AND SUPPORTIVE COMMUNICATION CLIMATES'

DEFENSIVE BEHAVIOR: behavior which occurs when an individual perceives threat

or anticipates threat.

Defensive behavior leads to defensive listening and produces,postural,

facial, and verbal cues whichraise the defense leVels of the orginial

communicator:

Increases in defensive behavior have been found.to correlate positively

with losses in efficiency in communication.

DEFENSIVE CLIMATES

1. Evaluation

2. Control

3. Strategy--hidden motivation

4. Neutrality--little warmth or

concern for the other person

5. Superiority

6. Certainty -- dogmatic

SUPPORTIVE CLIMATES

TeScriptiOn--genuine requestL

for information. . 1

Problem-Orientation--collabotate
on seeking Solution to problem

3.
I

Spontaneity-straightforward and
honest

4.. EMpathy--respect for worth of the

other person

. Equality -- mutual trust & respect

6. Provisionalismilling to
exPerimsnt.and investigate:issues

from Jack R. Gibb, "Defensive Communication", Journal of CommiUnication,

Volume,XI, No. 3.(SeptembSr, 1961), pp. 141L148.
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PERCEPTION OF SELF AND OTHER

.

Complete the chart below, indicating how you see yourself, how your partner sees you,

.how you see your partner, and how,your partner sees-him/herself on the factors listed

according to the following continuum.

1 2 3 4 5 .6 7

Never or Usually Sometimes But -Occasionally- Often Usually Always or

Almost Never Not Infrequently True True True Almost

True True True Always True

I
I See

- Me

II
Other
Sees Me

III
I See'
Other

Other
Sees Self.

1. Self7Reliant

2. Yielding

3. Helpful
7-

4. DefendsOwn Beliefs -.....
.

5. Cheerful

6. Moody .

.

7. Independent.
_

8. Shy .

9. Consdientious

10: Athletic
.

11. Affectionate w

12. Theatrical

13. Assertive

14. Flatterable

15. Happy.

16. Strong Personality -

17. Loyal .

18. Unpredictable \ ..,
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,

'PERCEPTION'OF SELF AND OTHER

I
I See
Me

II
Other
Sees Me

III '

I See
Other

IV
Other
Sees Self

19. Forceful
.

20. Feminine
.

21. Reliable

22. Analytical

23.

,

Sympathetic
.

24. Jealous

25. Supportive

26. Has Leadership Abilities

27. Sensitive to Others' Needs

28. Truthful

29. Willing to Take Risks

30. Understanding .

\

31. Secretive
1

32. Makes Decisions Easily

33. Compassionate

34. Sincere

35. Self-Sufficient

36. Eager to Soothe Hurt Feelings

37. Conceited .

38. Dominant

39. Soft-Spoken

40. Likable
.

41. Masculine

42. Warm

43. Solemn

44
(.1

' Willing to Take a Stand
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' PERCEPTION OF SELF AND OTHER.

I

I See
Me

II

Other
Sees Me

III
I See
Other

IV
Other
Sees Self

45. Tender
i

46. Friendly .

47. Aggressive

48. .Gulliblg

49. Inefficient

50. Acts as a Leader f

51. Childlike

52. Adaptable
.

53. Individualistic

54. Does Not Use Harsh Language

55. Unsystematic

56. Competitive

57. Loves Children
..-

58. Tactful

59. Ambitious

.
.

60. Gentle

61. Conventional I

62. Speaks Freely About His/Her
Feelings N,, . .

/

63. Defensive
.

64. Accepts Others' Ideas

65. Responsive to messages .

. .

.
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CASE STUDY A

John is a'bright, highly social six-year-old whose birth defects

have resulted in a severe speech problem which may be affecting his

adjustment in school. He has.associatei.visual, hearing, and motor

problems. .

The :following observations were made by the Multiclinic

Treatment Team..'

Psychology: John's teacher indicated that in the classroom he evi-
denced difficulty in attending.- He is highly distractable, wanders

around the room visiting with friends; and does not work well inde-

pendently. John's father stated that there were no psychological
problems with John, and that problems his teacher reports are a--.

function of John's age.

Audiology: John has a.history of middle ear,problems and accompanying
hearing loss,beginning.approximately at age two or three.

Genetics: John's syndrome can be defined as a median cleft face
syndrome which -can be seen in the face as hyperterlorism,'cleft lip,

palate, and nasal groove defects. This syndrome is usually sporadic.

John's father, Tom, was interviewed about the family history.

Since Tom was adopted, he has ,no information about his side of the

family. No incidence of cleft palate or similar facial abnormalities

were recorded on the mother's side of the family. John's syndrome,

therefore, is most likely a sPoratiC >incident, with little risk_ of

recurrence in other offspring of these parents.

Occupational Therapy: John was reported by the teacher to "need'

improvement in skills -like handwriting, coloring, cutting, and

pasting." In occupational therapy, therefore,-he was given several

testa to evaluate his fine-motor coordination and other,.neurological

tests-relating to fine-motor coordination. Other tests given to,.John

indicated some problems with motor planning, i.e., knowing where and

when to move his limbs, that would contribute to the gross motor

problem.

Speech Pathology: John's speech is unintelligible with a significant

degree, of hypernasality and nasal emission: (due to escape of air

through the nasal passageway) and misarticulation of several phonemes.
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I
umaAA0E HISTORY B

P

Dottie is.,,s 26 month-04 girl living with her,parents*and 3 1/2-
.

,

year-old sister in a rural area. She has cerebral palsy, spastic

-- "quadriplegia with athetosis. She is an intelligent, nonverbal child
who expresses herself\With her eyes, gest res,.and a few sounds.

\ .

Her sister has been throwing temper antrums the past 6 months.
Dottie's father has been extremely helpful in adapting and building
eqipment .f or Dottie and she is rapidly ac uiring;new skills in the

--giea of communication.
4.1

At age 11 months, Dottie was seen in- the Cerebral Palsy
Diagnostic- and Evaluation Clinic.. Members of the evaluation team

includedeurodevelopm)Pitally-trained occupational, physical, and

speech therapists, a pediatric neurologist, pediatrid orthopedic

surgeon, opthalmologist, and audiometrist. Theteam.was headed by a
pediatrician who specialized in cerebral palsy.

A neurodevelopment ally-trained occupational therapist who
provides therapy.and support to the family in the home between
clinical. visits also was present with the family during diagnostic and

follow-up visits. The home therapist visited the family within a week
following the initial evaluation to answer questions and establish a
schedure for visits. During the past 15 months, the therapist has
shown and' assisted the parents with:

handling and positioning techniques to allow

increased ovement and improved functions;

feeding, skills and techniques to facilitate oral
development and oral motor control;

o rolling with rotation skills; and

suggestions for sitting and standing

stabilization.
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CASE STUDY C
N

Gertrude is 20 years-old and has mild-high moderate mental
readation. She lives at home with her parents in a rural area,
seventy miles from.an urban area. She first came to.the attention of
the county social services agency due to her drinking,'promiscuity,
and her involvement in a series of thefts. She was in jail until the

trial, found guilty, placed on probation, and returned tla live with

her parents.

Gertrude is able to speak, take care of herself, and go into the
community with supervision. She loves records. and money. She has

been.,S-exually active since age 15 with a variety of men. Gertrude's
parents are concerned but are conservative and have taken no steps to

prevent pregnancy.

Gertrude's parents contacted tbalocal social services depart-
ment who indicated they had no suggestions to solve these problems.
The county social services agency stated that they had a waiting list
at the guidance clinic for counseling. The clinic is seventy miles

away.
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AGENCY AND
CONTACT PERSON

AGENCY REFERRAL AND FOLLOW-UP LOG

Step 1

REFERRAL PROCESS

SERVICE
REQUESTED

REFERRAL
METHOD .

1

REFERRAL
DATE COMMENTS

a

3
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AGENCY REFERRAL AND FOLLOW-UP LOG

Step 2
FOLLOW-UP PROCESS

IENT 'AGENCY

DATE OF
INITIAL
CONTACT)

NO. OF
DAYS TO
CONTACT

DATE OF
SERVICE,
DELIVERY

NO. OF
DAYS TO
DELIVERY

COMMENTS OR
QUALITY OF

SERVICE

.
'

,

-

.

(---- \

,
.

.

.
.

, )
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REFERRAL FORM

Date From

(Agency)

Atten

Child's Name

Child's Sex Child's DOB

Reasons for Referral/Service- Desired

(Address)

(Telephone)

Test, Results, Observed Behavior, Professional Concert

Signature

-Position



Date

RELEASE FORM)

TO WHOM IT MAY CONCERN:

This is to authorize

to forward all records conc

health information and dia nosis, psychological evaluations and other

information as listed,

rning testing, acfidemic performance,

for my child

These records are to be sent to:

r

Signature of Parent] or Guardian



Date:

TO:

FROM:

RE:

-149-

AGENCY RESPONSE FORM

Client's Name

(Name of Agency and Contact) .

(Health Practitioner)

Services Requested

As stated in the enclosed referral form, I am referring

for

I feel that this child needs immediate attention and hope you will be

able to make an initial contact/intake appointment within ten (10)

days. Please return the bottom portion of this form for our records.

Thank you.

Client:

/

Date of Initial Contact/Intake Appointment:

Return to

4.
V-)

Services Rendered and Dates of Service Delivery:

Date Signed

Agency



5

_ -

ft

PRINCIPLES OF EFFECTIVE ADVOCACY

1. FIND OUT HOW DECISIONS ARE MADE WITHIN THE

SYSTEM/AND WHO MAKESTI----

2, KNOW A MUCH AYOU Ca -ABOUT DECISION MAKERS

AND WHAT MAKES THEM TICK,

TREAT EACH ADVOCACY EFFORT AS A UNIQUE EVENT.

4, DON'T ASSUME THAT ANYBODY KNOWS ANYTHING, BUT

NEVER TREAT THEM AS IF THEY DON'T.

INVOLVE THE CHILD WITH A DISABILITY AND HIS

OR HER PARENTS 'IN THE DECISIONS FOR WHICH YOU

ADVOCATE,

6, PARENTS HAVE A RIGHT TO BE WRONG , WITHIN

VERY BROAD LIMITS.

7. KNOW YOUR LIMITS,

360

Vl


