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' ABOUT ASAHP

-~

""" The" American Society of Allied Health Professions'

: (ASAHP) is a national nonprofit’ scientific and profes-
sional organization formed to serve the needs of
allied health educators, practitioners, professiona1
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 & means, to that’ goal the Socitety pro-
vides a vital forum in which allied health educators
and practitioners—-their educational ‘and clin cal
institutions and their professional’ associations——
) address and act on mutual concerns.

_ Established in 1967, ASAHP now serves. 1i8
" educational dinstitutions, 23 national professionpl
‘organizations, and over 1,300 individual members.

~ 'The Soclety's role in serving the interests of
these constituent groups is twofold. First, it pro-
—-——vides a forum for sharing concerns and solutions that
relate to\significant, mutually relevant allied health
issues. Second, ASAHP serves as the vanguard of the

. allied health movement--an organization which force-
y' fully and- effectively represents positions of over-
. reaching allied health significance to government,
other major health-education and health~care system’
elements, and the public.

. ASAHP's office headqurters are located at One
Dupont Circle, N.4., Suite 300, Washington, D.C.
20036. Telephone (202) 293-3422. o
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! No one seems to be ggncerned about what I will do 'with .
- my 1ife.. As though now I have an excuse for .not. giving
. or sharing or searching for purpose in life. 1Is being

blind what I am "to do?”
Suddenly I'm different, not Susan any more, . ...
‘o Suddenly my frfends 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 put 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 a blind person; I am a person who happens
to be blind.-

I

[y . R

Susan Dunn, 1980

LA
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INTRODUCTION ~ ~

Carolyn M. Del Polito

d

Let it be a son, a son, said

the man in the driving mirror.
Let it be a son , , .

At seven—thirty the visitors'
bell scissored the calm of the
corridors, The doctor walked

His hand upon my arm, his voice
— 1 have to tell you -- set

another bell beating in\my head:
your son is a mongol the‘doctor

gaid . . . 4-\

!

from "The Almond Tree"
N : by John Stallworthy* °

»*From The Astrﬁnony.of Love, oxford Univeréity,Press, 1961.

12




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 théir‘professional'and personal ;roles and responsi-
bilities for youngsters with disabilities and their families?

e
e

=

The Education for All 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 education  in the least restrictive environment. Funding
provided under-the authority of Public Law 94-142 has helped prepare
relatgd—serVice'and special education professionals to meet the new
requirements of the law, particularly in the identification of chil-

Cg

dren and youth with disabilities and the delivery of special education ..

and related services. =

Despite the passage of'this léw, hOWéver, large nuﬁbers”bf'

American youngsters with handicapping. conditions still are not

receiving appropriate services. While some health care providers{
most notably audiologists, occupational and physical ;he;apists, and

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

tion, referral, and advocacy ipitiatives for children and yduth%with/

disabilities, most of the other health professionals have not. LN
The American Society of Allié& Health Professions (ASAHP) be-
1ieves all health professionals, inéludihg 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 nationalleff&rts in identifying and referring
children and \ youth with handiéapping conditions for appropriate
gservices. Eurther, they can help ﬁ? advocate on their behalf.

Supported,by-the,U,S;;Educétion Department's'Office of Special“ﬁ

‘Education and Rghabilitativgxserviées (OSERS)  through the Education

for All Handicapped Children® Act of 1975 (Public Law 94-142), the
American Society of -Allied- Health Brofessioﬁs initiated a three-year
national project in 1980 ‘to address..these and other issues-related to
a major policy concern affecting the allied health professions—-
facilitating alliances among”health'hnd;educatipn'professionals to
address the unmet’ education’ and - relateéd-health needs. of’ youngsters
with disabilities. The Society's 'promotion: of “alliances” has in-

" yolved all  the related—health profeééiQns, not- merely those, - like .-

occupational_and physical ,therapists, whose wqu‘regqggply.involves'

persons with ﬁaqdicapping'donditibns._.TheﬂSociety's iHitiative has
involved such others as hysician and nurse assistants, dental
hygienists,,'nutritiénists, and medical records professionals whose

health care roles brigg\the‘,into regdlar, often very early, contactl"

with children with handicapsi ™. =
T " ' / T



’All health professionals may not possess the appropriate exper-—
~~.tise to assist clients, families, or friends with problems related to
thE“educational and health-related needs of youngsters with disabili-
ties. As professionals in the health-care system, however, they jall
will be,perceived to possess such competence and need to be prepared.
The. challemge of ASAHP's initiative; therefore, has been. to design.
curricula, .instructional 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 & number of innovative activities in the coordination of
tra1n1ng and service delivery. This publication, Alliances in alth
and Education: Servimng Youngsters With Special Needs, is an out rowth
.of these activities. The American Society of Allied Health Profes—
sions” 'is pleased to provide this publication for all professiohals in
health and education concerned with meeting the needs of youngsters.

/ ,with disabilities and their families. !

/ \
. \

PRIORITY: COLLABORATION

OQutcomes of the Society's current project have pointed contin-
ually to the critical need for an integrated, coordinated service
delivery svstem 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.

_ " Case after case of children and youth w1th handicaps or chronic
illnesses clearly illustrate the need for coordinated service delivery
mechanisms. Consider . the case of a three—and— -half .year old boy born

- with rubella 'syndrome who received services from 13 different agen—
cies and clinics (Barba, l977) 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:

/
/
o/

*Professionals serving this ,child could include: pediatrician,
psychologist, social worker, nurse, ophthalmologist, allérgist; audio-
logist, otolaryngologist, '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.; ‘




« « « 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 appoiutments over

two week periods. . . .
V.o 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
are;'considering institutional placement despite the
r ina?propriateness 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-
fication, income, political Jjurisdiction, and spécialization—of-—the
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, —
p. 203). : ” o N : g

While specialized services. are needed to‘ﬁeet the needs of
persons with handicaps and theit¥ families, 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; .

e 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

e ' Maintenance of perjorative attitudes/toward young—
sters with disabilities (Del Polito, 1982)

i




Effects of Attitudes and Labels ‘ | ’

.

The last barrier identified\above, perjorative attitudes; is

seen by persons with disabilities as -the 'major impediment in thefx

~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 . - Futther, 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,
Iimiting the individual's potential as a participating member of
mainstream sOC1ety (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 in the 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 full access to society:
in physical accommodations, in education, in employment, and in

relationships. .

|
1

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. 1In thelr powerful book, The
Unexpected Minority: Handicapped  Childrenin America, Gliedman and
Roth (1980) provided a detailed account of how jan individual's per-
"ceptions of——ahd interactions with——persons with 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 peéception that

a person is handicapped is among the most important

clues that we can obtain about his character. Indeed,
| in many instances the sudden discovery that the person
\ is or is not 'handicapped suffices to transform our
' perception of his social persona completely (p. 19).

bt
(wp]
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_ As all too many persons with disabilities will confirm, they are
‘defined by their visible (or invisible) impairment. "Unlike temporary
injuries, a handicap is considered by others to. be integral--'essen-
tial'—-—to the handiczpped 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. .invisible 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 diagnosedl (1abe11ed -and categor-
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,, focusing only on the
impairment--the paralyzed leg, the learning disability--with little
concern for the person who "owns" the paralyzed leg or the learning
problem; thus confirming the persoi'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 Interdisciplinary Task ‘Force identified and emphasized a
similar charge: . . R Co- - '

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, abnormaily 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 contribttions 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
1ife--the non-identity stereotype prevalent in American culture, even

"among the helping professions. _ S ‘

\ . ’ -
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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 "restrictiom," or "impri—~
"*NASQEment“ or "restraint” where use signifies’ "control -

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

lar fashion, conjure the image of a person suffering

from epilepsy rather than subtler -words such as

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

Thé~ language used to discuss and describe persons with dis-
abilities and their handicapping conditions many times includes
unwanted generalizations,'partitularIy with categories of handicapping
conditions. “Spedking of people as 'handicapped' or 'the disabled'’
implies a monolithic group . . .« & The use of categorical labels has
"geveral negative outcomes, but one bf the most derogatory practices is
to make those descriptors 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 (or lack of respect) for persons with handi-
capping,conditions'is.communicated through the labels, symbols, and
images we use for depicting relationships - among peggons_ 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
ind}vidualsnwith,varyiﬁgﬁphysical,Vmental,Landmsocialmabilities and
characteristics (Mullens, 1979, p. 23). - :

Focusing specifically on labels, the Council on }nteracial;Books
fof Children (CIBC)- urges avoidance of all terms which dehumanize or
objectify persons with disabilities, characterize them as dependeﬁt 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 .to youngsters and their-
families. - e R '

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;”fo; others, however, it is considered a euphemism
(Biklen and Bogdan, 1978, p. 8). ’ ;
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"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 others in our culture, policymakers are

affedted not, only by advocacy groups, but also by iptertwining "CONNO—-

tative and denotative: meanings which have evolved over years of
prejuhice and handicapism. Thus’, while "defining” or labeling personms
'with handicapping conditions has ethical implications relevant to the
promotion of values and attitudeés .of service providers, the process

xd outcomes of labeling also present economic and- political implica—
tions rplevant to society as’a whole. "

/

‘A good differentiation among the terms impairment, disability,

and handicap is provided by Stevens (1962): whereas an impairment
reflers to the physical, . mental, or psychological problem itself,, a
digability refers to the limited function ox behavior directly ‘or
indirectly dependent upon the impairment. For example, an impaired
hand (severed nerves or absénce.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 3 handicap for the
individual As Birch (1981) notes. L .\
h;éh an

A handicap/is measured by the’ extent to w
impairment,/a disability, or both get in the way. of
‘normal. living, including acquiring an education.
rHandicap is highly personal, for it is ‘the name for an

/ 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 1ive-with-that -interpretation. Mamny 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 . br her environment implies new and.

important perspectives for persons with disabilities in terms of
treatment, service delivery, and compensation for. the impairment, and

nin terms of daily interactions with others in thé environment. There -

are also broad implications for those providing health and education

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

vision/and compensation/r imbursement.' _ B

~ ~. LI

. / The ethical and motal conflicts generated by these barriers
further complicate the p ovision of 'services. To alleviate these
barriers and i adequacies.\in the provision of education and health

'services to youngsters withlhandicaps, parents,,consumers, and leaders

in ‘both health care and education are calling for needed revisions in
training programs which will.prepare all service- providers ‘to provide
/integrated, .coordinated . services adapted to | the unique, life—long
/needs of children and youth with handicapping conditions.'
- . o : ’\ ’
A , T AN o
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ASAHP's Project

RN

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

to design curricula, instructional strategies, and advocacy models
which. encourage all health professiondls, their educational’ institu-—
tions, and their.professional associations ‘to.- become involved in pro-

;. moting the rights and needs of  youngsters with' disabilities and their

families. Ca , 3

Advocacy is used .throughout this publication to mean facili-
tating a. continuum of services for clients and.their 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 and .conferences nation-wide, stressing the importance- of the

health professionals' understénding 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 :8ix workshops* were identified by their professional

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‘persénal alliances '‘and advocacy initiatives developed during the

W/

workshops, a.major -outcome ﬁas the identification of specific roles

and responsibilities all health professionals should assume-— Whether’
or not they interact directly.or consistently with youngsters who have

——

disabling conditions.

e

T Doit 2 contains a toﬁplete 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

advocacy efforts on 'behalf -of the youngsters and their families.:

Specifically, in providing services to youngsters with disabilities, .

professionals should:

*Regional workshopé were conducted in"'Caf;;ornia, 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, O cupational - Therapy, Physical
Therapy, Nursing, Physician.Assistancef Psychology”,and gecreational
Therapy . Lot . - . C :

/



1. Help coordinate efforts of health and _éducation
services;

2. Understand dther. health ‘and education service
professionals' roles; '
. e ;

/

3.. Work cooperatively with other professidﬁals'con?
cerned with the services provided for children and \
youth with disabilities; :

‘ / B ' -

4, Actively.participaté in coordinated and adaptive

health~care planning for the life span of the

/
youngsters;

5. Promote excellence in the quality of service
delivery for youngsters with disabilities among
one's own and others' ‘professions;

+ 6. Promote interdisciplinary - pre-service teaming -
/bpportunities; and ¢ ' : : '
, 7./ Promote - advocacy - initiatives on behalf of these
/ - youngsters with other professionals. T
/ .
"hhile a few training programs in allied health address these
issues, most 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-
syérs with handicapping conditionsi. Further substantiation has come
directly from practitioners acros5 the country (Del Polito, 1982a),
/They concur with and ~-reinforce ASAHP's underlying position and the
/foundation of. 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 youngsteré obtain appropriate health and educational
- services, T ' o

The American Society of Allied Health Professions is pleased to
provide this important publication for educators and practitioners in
the related health and edication 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. o ; N

[
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" Purpose:

UTT 1: -LEGAL FOUNDATIONS

° PURPOSE AND OBJECTIVES

To review.thg development and requirements of public policy for
the education of children and youth with handicapping conditions
and the impligations'of this policy for health professionals.

Special Objectivigj ' v '_ .

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

1.

6.

Discuss the development of federal and state public policy
for the education &8f children and youth with handicapping
conditions. from an historical perspective, including legis-
lation, litigation and regulation.

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.

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.

idén;ify the differences that exist between federal and
state policy and among the states regarding the provision of
special education and relatgdwsepyicesffb_children_and~youth‘

‘with handicapping conditions.

1den;ify their state's special education programs, policies
and-procedures for proViding SerVices to children and YOUth

" with handicapping conditions and their familjes,

Discuss the implications of Public Law 94-142 on thelsc0pe‘—
of practice for all health professionals.
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Educating Children With Handicaps: A Legal Primer for Health
Professionals |

JOSEPHINE G. BARRES

« + +One afternoon inp 1977 I gat with Peter Libassi,
then Health, Education and Welf:-e's general counsel,
115tening to witnesse8 while we were Consider.ing
pending regulations = for ¢ :tion - 504 of ‘the
Rehabilitation Act, the secti prohibiting discrim- =
ination against qualified di. -1 people. Among the ~ .

witnesseg was the mother of . _. iabled child from a R
nearby state., ' o

.

' She told of her retarded daughter standing in the
living room looking out the window as. 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 general counsel, so
did I and, I believe, 8o did everyone else in that~
room. I have no Wish to play that scene again, nor do
the parents of handicapped American children. (Edwin

W. Martin, first Assistant Secretary for Special
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 itselg. Centuries of
rejection, digcrimination, fear, pity, charity, and second class
citizenship, slowly are glving way to equality and justice under the

- law. Architectural barriers are being removed. Transportation and

A
B
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housing are becoming accessible. - 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 occurriftg are most
far—reaching,,for it is "by education that each of us...attains the
full measure of the humanity we possess" (Pasham, 1981). Compulsory
attendance laws that exempted children with handicaps have changed.
- Schools which denfed education to children with disabilities are. now
providing services. ° Children who once were separated from their
families and sent away to residential facilities .for. their education
are now 1iving at home and attending ne1ghborhood schools.

With the passage of Public Law 94 142——the Education for All
Handicapped Children Act of 1975-—health and education services for
youngsters ~ with“—handicapping -conditions have changed radically. .
Educational approaches ‘and systems also have changed, powarfully
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
néew 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 anticipated ‘for
hezlth professionals and for the children they serve are suggested.

. ' {

HISTORICAL BACKGROUND

Treatment "of - 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 Formess, : 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. handi-
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 before impressions are recorded .on it by experience—-set -the
stage feor increased "emphasis . on ‘training individuals to lead more
productive "lives. Although the treatment of individuals with handi-
capping conditions still took place in instituti01a1 settings, during
the eighteenth and nineteenth centuries,- rehabilitation of the indi-
vidual rather than mere basic’ care began to be stressed. Techniques
developed by such pioneers in the field of special education as Itard,
Seguin and Montessori are still _being ‘used today. :

27
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As public education developed in the United States it did so

with an implicit rationale that manpower needed training ﬁh order for
the industrial revolution to flourish. Those unlikely to be hired for
positions 1in 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 operatéd as non—attendance laws for youngsters
with handic%ps (Weintraub and Abeson, 1972). When students were found
who were /not function1ng at an expected level, the tendency was to
isolate them into alternative environments known as "spécial 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 siivil rights era of the
sixties, following closely the pattern of equal educational opportu—
- nity, /lawsuits filed by Black Americans at that time.
A The "Education for “Al1 Handicapped Children Act of 19757 ‘Piblic"
Law 94-142, represents a major shift in the education of children and
'fyouth 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 Ketarded 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.

LikeEE; 1974, Hobson vs. Hansou, 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 populgtion.

®°



Right to Education and Due Process. - e

- The first 1egal‘ breakthrough .(Leﬁin, 1977) for ns 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 begin:
teachimg them. The decree made these children+eligible for regular or”
special classes from the age of 6 to 21. It also prohibited any |
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. i '

f

e The following year, the right to, education was extended to .
youngsters with all types of handicapping conditions—-n<r just those
with retardation--by the Mills court. In ‘addition, U .. District
Court Judge Joseph C. Waddy rejected the Board of Education's scarcity
of funds defense, saying that "available funds must be expénded -
equitably in such a manner ‘that no child is -entirely excluded from a
publicallx;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 -guarénteeing . due
process as required, by the Constitution ‘and the right| to 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-areﬂthe 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 fight,gﬁ;m
" children with handicaps to be transported to their school programs if
necessary (Turnbull, 1975). ' . : -

s
.

Righté 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 thisperiod. Court-ordered remedies for these problems affecthy,
the design of public policy for persons with disabilities to this day.
While not-every court agreed on the extent of the states' responsi-
bility for those with Handicaps, two decisions, Wyatt, 1972 and

- Welsch, 1974, held that the state's - responsibility is to habilitate-/
"those in its care and establish minimum standards . by which to judge
compliance (Turnbull, 1975). These standards required the hiring of -

.
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additonal and better qualified-staff; prohibited or restricted certain
types of treatment; required the development of individualized treat:-
ment plans for residents of the instituti'ons; and established due
- process prccedures in accordance with the 5th and l4th Amendments.

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 Evaihation 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 handicép in
any setting other than that used for his able-bodied peers is. inher{
ently restrictive and, consequently, a deprivation of . individual
liberty (Abeson,ABolick, 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, these
Amendments " then safeguard persons Wwith haudicaps against unfair

* educational evaluations and placements. In fact, in 1967y the Hobson

" court ordered a halt to the use of IQ tests for tracking purpoées. In
Diana (1970 and 1973), the court critiéiﬁed the manner in which tests
were administered and established testing proceduresf Retesﬂing_in
the child's native language was ordered.

Throughout these cases, several principles: emerge which were

- repeated in or which paralleled statg and/federal legislation [for the
education of those with handicaps: & - / -

o' The right to education and 'treatment for all--
--regardless of the type of handicap or- location /
where education is'delivered; 6 ) /’
° The right to faﬂr and periodic evaluation of/
educational and heaLth—related needs,

e The right to an education individually designed tol;
meet the unique needs of students witw

handicapping conditions; and

° The right to due process protection of the law.

i

STATE LA

State legislatures.Joined”with the nation's judicial system to
provide more of the building blocks upon which P.L. 94-142 was based.

N ~ /
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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). o

)

State legislation, however, did. more than provide evidence of a

- rise in consgciousness 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

i “““had””‘législative',“language';-requiringf_”handicapped‘“““

children to be educated in the least restrictive . L
environment and eleven "~ made that stipulation’ by
regulation (Zettel and Weintraubj; 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” . (Zettelvand Weintraub 1978 Ype-11).

The right to education, due process procedures, and edUcation in -
the least restrictive environment—--concepte 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)

. A
FEDERAL POLICY

-

Despite- the spectacular activity in the courts and in state
legislatures increasing educational opportunities for students with

- disabilities, hundreds - of thousands of them were still .excluded from

school in 1974 (Children's Defense Fund 21974) . Congressional hear-
ings in 1975 still found "ample evidence:that equal educational. qppor-.
tunity for children with handicaps‘Was far from a reality
e Over 1. .75 million handicapped children in the
United States were still being totally excluded .
from recnivinv an education so]ely on the basis of -
". their handicap.

e Over half of the estimated handicappgd populatdon”
in this country was not receiving the appropriate

31 :
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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.

. Families were forced to find‘services“outside-thé
public education system, often at great distance
. from their residence and at their own expense
- (U.S. Congress, Senate,1975).
N / ‘(‘ , ‘Il'_ \(

. ) . \ T .
The Education for All Handicapped Chil@ren-é;ivof 1975
. : ~— : .

s

:~ff:rwwThemresponse;ofthe:Congressxto;these;ngédS—was:the;passage_ofg,
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 14, 1975: . : -
e 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; : = R '

° To "assure that the rights pflhandicappéd children
and their parents or guardians are protected;

e To assist states and localitied to provide for the
education -of all handicapped children; and ‘

e To assist and assure the effectiveness of efforts
to édqpate’-handicapped children (Congressional
Record, November 14, 1975, Section 3(c)). -

Five principles constitute the rights 'aspect of the law: . (1)

the. right ‘to an education, (2) the right to a nondiscriminatory
evaluation, (3) the right to be educated in the 1§a8t restrictive °
environment, (4) the right to ‘an appropriately-designed educational
program, and- (5) the right to 'procedural safeguards (Weintraub and

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

4
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ﬁigbt_to Education - L o »
, Public Law 94- 143 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-
. . tarded, 'hard of."hearing, deaf, speech impaired,
visually handicapped, seriously emotionally disturbed,
’orthopedically impaired, or other health —impaired
\ children, or children with specific 1earning disabili-
’ ties, who by reason thereof require special edftation
- ’ and related services (20 U.S.C. 1401(1)).
This ‘definition establishes two criteria for eligibility upder
the Act (Ballard, 1977).  To be eligible for services, children must
-~ ~have~one -or-more= of:the*handicapping~conditions—listedcin_the CAct and
require special education and related services as 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, : ' R

"Special education" is defined in the Act as: ‘ :

.. « «8pecilally 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 inbstruction in hospitals and institutions (20
U.S.C. 1401(16))

0f'particu1ar importance to. health professionals is the section
of the Act which defines "related services"” to mean: :

» « stransportation, and such developmental, cor=
rective, and other supportive services .(including
speech pathology and audiology, psychological
gservices, physical and .. occupational’ therapy,

t 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 identifica—-
tion and assessment of handicapping conditions in
children (20 vu.Ss.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, speciaily designed instruction to meei 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.. !

th
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Nondiscriminatory Evaluation -

As discussed earlier, a disproportionate number : of minority
children clqssified as retarded or Slow learners raised questions
about the mislabeling of students [in several court cases prior to P.L.
94-142, . To ' address this issue, Congress enacted three evaluation

_provisions as part of the Act. First, testing and evaluation
~ materialssand procedures 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 mode/
of communication.(sign language is an example of the latter). "Third,/

n0‘sinng.procedﬁre shall be the sole criterion for determining ad
appropriate ed@?atibnal program for :the ¢hild (20 U.S.C. 1412 5(e)). |

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 do not deserwe
it” (Binet in Abeson, Bolisk and Hass, 1975, p. 25). The recevalu-
ation provisions in federal policy for the.education of childrén with
disabilities seek to prevent mislabeling while ensuring the availabil-
ity of diagnostic data upon which to base educational decisions.- x

-
~

Least Rggfgigg;gergnvironnent

Expanding.'upon the Wiatt decision and stapé policy, Congress
required that: - : - ‘

="+ .to the maximum extent appropriate,_hahdicapped
children, including children in public:or private
institutions or ‘other care facilities, are qducated
"with children who are not handicapped, and that
special classes, separate schooling, or- other removal
of handicapped children from the regular 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 achieved 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 regulér education classroom. _Rather, .the intent is to
.ensure 'that a variety of options ‘or 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 ¢f denying
individuals their right to liberty. or property or both by unneces—

sarily removing or depriving them of a regular education program.

Ta A
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Individualized Education Progrhn (1IEP)

The right to an individually-designed educational proéram (IEP)
derives from the requirement that the education of youngsters with
handicaps be appropriate 'to their needs. Deprived of this safeguard,
education 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 theT?éacher s instruction; or a child with mental
retardation failing in ¢ chemistry class in which he/she was placed
to.- see the need for a provision such as the IEP. :

\

‘\X;\IEP 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 revised if necessary. Federal law specifies that an IEP
must include: o K ' -

NI - )
(A} a statement of the present levels of educational
N 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.
v'1401(19)) : . : ' . E

Similar provisions .occur- in other federal programs such as the
] Social Security Act-and 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 leastgrestrictive environment - in which it is delivered.



Procedural Safeéﬁatds

P.L. 94-142 provides guaranteeq/of fairness in educational
‘decision-making through a series of iﬁterlocking”procedures._ These
procedures mirror those of the right-/to education cases previously.

discussed. Included are: ' access t#fschool records; the right -to
. independent evaluations; surrogate parents or other means® of repre-
sentation 'if a child's parents are unknown or unavailable or he/she 1is -
a ward of the state; prior notice beﬁéré-a-séﬁogl proposes or refuses
to initiate or change the child'q_iqgntification,\evaluation,'place-
.ment, or provision of a free appropriate public education;-an oppor-
~ tunity for a hearing ‘before .an ‘imﬁhrtial hearing officer; and the
. right to be assisted by counsel and expert witnesses at the hearing.
.Other hearing rights include .the right to present evidence, cross-
examine witnesses, subpoena wiiﬁésses, present oral or written
arguments, receive a copy of the o/ficer's decision,.and appeal to. the
state educational agency. A' o - . -
Due process applies to sc %ols as well as to parents., Either
party may request a hearing. /This‘two—yay process. provides the
maximum opportunity for decisions to be made in the best interests of
children with handicapping cond%tions. ' »
. ’ ’/;/ .
Funding /
* " FU F N ’ .

The third purpose of /P.L. 94-142~-to assist states for the
_eéducation of children with handicaps-—is accomplished through grants
to states participating in ﬁpis federal program*. - ] §

. /' - .

~From an appropfiatiqﬁs standpoint, P.L. 94-142 is the‘fagggst—
growing federal education/program. In total dollars, the ‘Act ranks
only behind Chaptér I of/the Education Consolidation and Improvement -
Act (for disadvantaged students) and the combined appropriation’ for
all higher education sggdent assistance programs (Insight September,
1979). / ' : )

/

' This apparently fgsy picture is-marred by the fact that current
appropriations-are“sqﬁstantially below .the- authorization levels which
Congress originally /approved. In 1975 when the law was passed, the
federal share of thé education of children with handicapping condi-
tions was to gradually escalate until it reached a maximum of 40Z in.

L
7

o *New Mexico 'is the only state choosing not to participate under - -
this Act. Under ®a January 8, 1980 “court ruling, New . Mexico
Association for Retarded Children, et. al. vs. the State of Ney
Mexico, et. ale, the state is required to provide substantially the
same services as required by P.L. 94-142 under Section 504 provisions.

* The growth §n4appropriations for P.L. 94-142 and the prior EHA Part B

has increased from $50 million in fiscal 1973 to $931 million-in -
fiscal 1982, , ' ) - , .

Q o EE . ;;; : , :3&3




P.L. 94-142 and Section 504 - ‘ ‘Ar', I
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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

' natidjal average per pupil expenditure **

Any discussion of the educatiop and related health] rights .of -

’cﬂiidren' 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

" gentence:

. : No otherwise qualified handicapped individual in the
. United States as defined by Section 7(6) shall, solely.
by reason of his handicap, be excluded from the parti-
cipation in, be denied the benefit of, or be subjected
-to discrimination under any. program or activity re-—
c ng' Federal financial assistance. . '
Effective since 1977, the Act received its interpretation in the
regulations promulgated by over 30 federal agencies. Applied to edu-
cation, .Section 504 closely parallels P.L. 94-142 in' that- it guaran-—
tees a free appropriate public education to students with handicapping

7

conditionsg 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 pértains 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 ‘504 has had a profound impact on’the struggle of persons with

’ disabilitiesfto‘obtain equal -access to -education, health, and social
. service institutions. Notable differences, however, ‘exist between the.

P.L. 94-142: and Section'5041definiﬁi§ns of handicap, ages covered,

funding and enforcement.
V.

N

f
£ -

**Figures are -based on FY 82 'handicapped .child count o
3,990,415 and an estimated national average per pupil expenditure o
§2,700 for' that year using, National -Center for Educetien Statistic

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:

o Cancer : . e Orthépedic, speech or

e Cerebral palsy /visual impairment

o Deafness or hearing " @' Such perceptual handi-
impairment ' caps as:

e Diabetes T —-Dyslexia .

o Emotional illness ~—-Minimal brain dys-

e Epilepsy” ? : : - funcrion

@ Heart disease . —--Developmental A

‘e Multiple sclerosis o aphasia : oD

e Muscular' dystrophy ¢ Mental retardation

The U.S. Attorney General hags 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 ‘téf’;;:;ons with handicapping conditions’
through- the age of 21, while there is no age 1imit 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 Justice Department is the lead agency for administering Section
orcement in education is carried out through the U.S. Depart-
Education's Office.for Civil Rights. . :

',Summary‘pf'Federal Law . N /}

Taken together, Public Law 94-142 and Section 504 guarantee the
following rights and protections to America's children who are "handi-*
capped” under the law: ' S T

~—

e A freeﬂappfopriake pubiié.education for all child-
ren and youth requiring special education and
related services; . : :

e Comprehensive\ nqndiscriminatory assegsment pro-

cedures;
o IndividuéliZed education programs (IEPs)’including N
" parental involvement in planning and decision -
making; - I ‘

‘e Education in 'the fléastt'restrictive‘ environment
(LRE), that is, ‘education "with nonhandicapped .
children to the maximudm extent appropriate; and



"

o - 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'ﬁ&derstanding the policy in
their own -state ghould 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 folll ing lists likely
areas of differences not only between federal aﬁ&&%%ate requirements
__but_also among the states themselves: o ‘ : - ’

] 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 unt}l or through
age 21 (Barresi and Mack, 1980).

e [Eligibility Criteria - Differences in teét'éut—off
scores and other eligibility requirements may make -
a child eligible for special education end related
services in one state but not in another.

o IEP Requitements‘ - IEP contents -.and required R
-participants in most states exceed those federally
required (Mack, 1980). L

o ‘Duae 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 one state level due process hearing
(U.S. Department of Education, "1982). ‘

. R «__/,1,-:; - \ S

e Length of the School Year - As a result of 1liti-
gation, some states now provide special education
and related services over the summer months Co
some children with. handicaps., Others make sche-

dule adjustments for children of migrant. workers.

o Administrative ' Arrangements = ~ Varying _agericy
responsibilities and ~demographic “circumstances
mean that allied health professionals may work in
numerous agencies other than the education agency
and still: provide related setrvices to children
with disabilities on a- contract basis as part of
an interagency agreement, cooperative arraﬁ%ement
or other administrative settlement. . [

. :

o
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° Professional Credentials - Differences in! state
certification and licensure, agency requirements,
and the lack of nationwide reciprocity means: that
allied health professionals must verify . 'their
employability in each state and even, in'each
agency. B ’

Ve

FOTURE OUTLOOK

Eight years after its_enactment; P.L. 94-142 has' successfully

_ﬁithstbdd attempts to repeal it completely, 'fold 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 "néew federalism" philospphy - getting the
federal government .out of edacation on - the [grounds that the

Constitution gives states this responsibility - failed to rally

éufficient support for this goal. The public reéponded .negatively to
guch attempts and Congress was persuaded. Advocates also could have

responded with a’legal argument using the Fourteepth Amendment. The

Constitution charges cthe federal government to ensure equal protection
of the law to all inhabitants of the United Stateés. This equalizing
function is why. federal aid to education has been| mostly categorical
in nature ‘with financial assistance targeted to specific needs.
Though not proposed on such grounds, P.L. 94-142 effectively operates

to ensure youngsters with handicaps equal access to education.

Deregulation as a solution to the nation's ﬁervasive economic
crisis was shown tg be a suspect, if not a bankrupt, solution when
applied to P.L.'9{»-142. o l I »

Reregulation is the essence of the proposed rules, not
deregulation. State and 18%al agencies would be
obliged to spend several years and untold personnel
hours and dollars gearing up to new regulgtidns, just
when they have achieved fairly widespread compliance
with present regulations. They would have to retool
all procedures'and standardsvfelating‘to,uwnitoring,
site and ‘paper compliance, technical assistance,
policy 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 fisgal resources
from one compliance standard to a.new~one'(Turnbu11;
1982). ‘ ' D o

o . ' . Ep o ‘ '
Changes in the regulatione proposed by -the Reagan Administration -on

August 4, 1982 were almost ‘universally rejected by state and local
‘governments, -8chool personnel, parents and advocates of children with

; handichpswand were subsequently withdrawn., Testimony from days of

v o
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. o ’ /
hearings held around the.country on the proposals is being analyzed as’
this article goes to press. Since these proposals were negatively

—receivedsy thzy probably will not be revised.- Advocates expect the
1977 original final regulations, with minor modifications, to prevail
for some timevi——- e : S

£ i
: o h

P.L. 94 142- is not without its share of detractors. Local

- responsibility and private initiative arguments 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-a block grant in order to

release states from having to use. these funds solely for students with

handicapping conditions ‘have failed and no further attempts are
anticipated . T : .

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 _ . <

]
I

The right to education movement discussed earlier blazed a new
trail in the struggle for equality by citizens .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 Sectiorn 504, courts
are largely interpreting, clarifying or expanding the basic rights and
provisions of ‘these laws and corresponding state mandates, rather than
b aking new ground (Smith and Barresi 1982) /

_ Recent state and federal courts have. ruled in Section 504 dis-
putes concerning the définition of "otherwloe_qualifiedi.handicappedl_

“'persons .(Davis vs: Sou 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) .

,,,-"’Uther examples of litigation expanded the right to education by
awarding compensatory ‘services, to persons with handicapping conditions ,
deniéd an appropriate educatfﬁu in the past (Mattie T. vs. Holladay),
protecting students with handicaps from unfair suspensioﬁs and
expulsions (S-1 vs. Turlington), providing bilingual special education
_for students with Handicaps twhose primary language is other than
"English . (Dyrcia S. et. al. vs. Board of Education for the City of. New
York), requiring schooling beyond the normal school year for children
with handicaps whoa are unable or unlikely to recoup 8kills lost over .
summer breaks (Armstrong vs. Kline), and‘ the right of youth- with
handicapping conditions held in Jjuvenile 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:

e Zero reject. Claims for early intervention,

greater _participation in - programs .such as
e vocationaLweducationyuschoolmhealthﬁwcounsgliggL%w;:a~

job=hunting and extracdrricular..activities, and
the effect of minimum competency testing laws on -
handicapped students.are likely issues.

e Hondiscriminatory evaluation. Tests themselves

- and the uses to which they are put|may come under
legal scrutiny aleng with placement decisions -

. based heavily  upon teacher reco! endations and
addptive behavior .assessment. ° ) -

o Appropriate education. ~The quality of special
education programs compared with that of regular . A
education in terms of numbers and qualifications ‘
of qtaff and availability and appropriateness of
materials are ripe areas under the equivalency
gstandards of Section 504.

e Least —restrictive enviromment. The relative
richness or poverty of educaticnal services in
separate programs as a factor in determining the
least restrictive environment apprepriate to the
'students' needs is a -likely future issue along
with community-based services. o

o Procedural due process. Sc¢hool initiated, rather
than parent-initiated, due process hearings could
become a future trend. : }

xiHPLIC&IIONS FOR ALLIED HEALTH

Y

vThe'provision of special educatiqn: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 handiégpped children under P.L. 94-142 and Section
504, Professional accountability requires continuous professional
development, refinement. of skills, and a highly developed sensitivity.
P :
: AN .
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Appendix 1A contains gelected portions of the P.L. 94-142 regulationms
and discusses their implications for health professionals. Under-
standing these provisions -is critical to effective coordination and
advocigcy 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 ' general opinions, 'court orders, and official .
policy-setting memoranda—--changes more‘frequently than federal policy.
Health professibﬁals 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."” = : h

7~
N

CONCLUDING REMARKS

Public Law. 94-142 and Section 504 are  turning points in the
struggle for full citizenship rights for psrsons with disabilities.
Yet, public policy, though necessary and persuasive, is insufficient
‘to produce the widespread, positive attitudinal changes ~that alone
result in total acceptance and equality for persons with handicapping
conditions. : ' : : —

ey 7 .
o

Zigler (1972) states that we treat so many.of our social action
programs as fads:- we love them too much wh /'tﬁey are young, and we
despise them too much when they become older. \Health professionals
must’not be content with knowing that our “éducation 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 serye.

7
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SPECIAL NOTE S SR

ET

TE"Bbtain“a~topy~of—P +Li—94-1425—write- to -your--member of the U.S,
House of Representatives, or to one of your U’S. Senators.-
N
: To obtain a\copy of the final regulations for P. L//;4—142 'gét a copy’
of the Federal Register for Tuesday, August 23, 1977 from/the Super-
.intendent of Documents, U.,S. Government Printing Office, Washington,
D.C. 20402. Price $1.50. .

a

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

Everzpody Countsl A Wbrksh;p Manuial to Increase Awareness of Handi-

“capped People, by Michael J. Ward, Robert N. Arkell, Harry G.

., Dahl and James H. Wise. (Available from the Council for
Exceptional 'Children,” 1920, Association Drive, Reston, VA,
22091, Price $14.95, members $12.71, ) o -
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l%i’f 2: ROLES AND RESPONSIBILITIES

Purposee '

\ . \ _
To explore the roles ‘an responsibilities of health profes—
sionals in identifying, referring, and- advocating on behalf of
children and youth with disabilities. \

Specific Objectives.'

P

: 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 responsibilities 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 services, o
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,
I regulations, and. procedures; and
" e. cooperating and coordinating with other professionals in
the delivery of health and education services.
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,ProQidi ng Squiées to Youngsters With Spécial Needs: Roles |
> and Responsibilities of Health Professionals

-

c

ANTHONY S. BASHIR

 An understanding of the nature of handicapping conditions and -
the needs of individuals with“these“cohditions,has_changed over the
past. ten years. In part, the chariges have 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 long-.~: " ~onsequences of disabilities. Further, as
identified in the precu: ‘iuy wilt, the passage of Public Law 94-142
and ithe Rehabilitation Act of 1973 has.ensured individuals with handi-
cdpping'bonditionsf?ﬁﬁﬁﬁpgiate=edUcat;onal and vocational services,
mandating additional ghanges.inAtherchéracter and procedures of prac—
tice for both the education and rélgted—servibe p:ofessions{

~ 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' alsp -have contributed to changes in care.

-~ These changes;affecﬁ‘not only the youngsters and their care providers,
-but their families, friends, and classmates as well,

1| The vast majerity of children and young adults with handicapping
conditions }are ascessed and receive services through thetr— public

* school ' syst ms; others receive services in such" diverse settings as
medical-clingal fgcilitieé, early intervention or high-risk programs,
and Head Start programs. Without question, there have been signifi- ’
cant improvements/in the ways in which individuals with disabilities
-are served. S 11, there are individuals who are not involved in

' programs appropriate .to their needs, receiving little or no education,
inappropriate services, duplicate services, or services that function-
ally are not coordimated. - : o

i
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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 fully total care
ladapted to;the lifirlong needs of the youngster (Del ‘Polito, 1983, p. B
3). Appropriate, total 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 new\alli—
ances for providing quality services and accepting responsibility for
.identifying and referring these individuals——and for advocating on
their behalf. .o

_ To assist professionals in\ health and education in examining
their responsibilities'for these ) youngsters, this unit will examine
the barriers®to the delivery of feffective services, and the profes-

.sional and personal skills: requi to meet the needs of youngsters

with handicapping conditions and their families.

BARRIERS TO THE DELIVERX OF SERVICES
_ If improvements in assessment and management of youngsters with
handicapping conditions are to occur, health professionals must emngage
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:

e Legal and:regulatory processes;

@ Societal, cultural, and professional attitudes;

‘e Professional practice .issues, includgn:\scOpe and. -
1imits of practice, content knowledge, and ethical
" re onsibilities,
’ X
° Com unication effectiveness in interpersonal -and
intprprofessional situations with colleagues, as




wéll as in the.delivery of services to individuals

and their families; and..-~""
| e

l i //'— ' '
° PFogrammatiCJoptions and continuity of care.
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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. o ) '
Legal and Regulatory Issues ‘
A clear understanding of the rights’ provided for indibidgals_

“with handicaps 18 fundamental to effective servicesand advocacy. Too
often, health professionals have only cursory or hearsay information
.about 'the laws, their regulatioﬁh, and thoge individuals for whom the®
legislation 'is intended. Health professionals must know what condi-
tions qualify as "handicapping” under Public 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 rights .and education options can lead only to
confusion, mistrust, and interprofessional conflict. o -
. | : : ' " A\
: In addition to knowledge about the législation® which ‘affects
children ‘and young'adults'with handicepping conditions, health pro-
fegsionals need to understand.the régulations which' have been designed
. to implement the - law. Attention to.the requirements for multidisci-
plinary-team evaluations, inclusion of appropriate and qualified pro-
"fessionals in:evaluations, use and number -of ‘relevant tests adminis—’

tered, and the 1anguage'in'whichﬂ;he’é&éluatidhs are conducted are
only a few of the regalatory policies that must be accommodated. When

DTS RN T e s
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régelatory _processes = are breechied, -additional legal barriers surface.

- ' “Further, health professionals need to recognize the critical
differences which, exist between federal, staté,-and local requirements
for.assessment-pfﬁcedures and service delivery. 7These differences .may-
create barriers by' altering the definitions 'ofﬁ;handiCapping condi-
tions; the type and composition of evaluatibn~tééms; the - use of
‘appropriate and-qualified professionals; the. processes for requesting -
. second opinions; as well as limiting the role of the family members. A’
_ gtudy of the unique aspects of one's state's laws is critical to plan- .
‘ning  appropriate implementation strategies for- youngsters - in the
state. - e : o

/
! ;

Societal and Prqfessional\Attitddeg

L Barriers associated with .societal and professional attitudes are -
" addressed more extensively .in other sec¢tions of this text (see the

MInttoductioﬁ and Unit 3, Céﬂmunication). »Attitudinal barriers have

vyt - <
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their basis in many sources, including generalizations made about the
term "“handicapped” and the often-resulting telescopic view of individ-
wals with handicaps. Another source is a lack of appreciation for the
unique socioxcultural beliefs and parenting practices of dndividuals.
; 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. ‘ ; } '

i

~

-~~Pioféssionainract1ce and.Training . ..

Health professionals, through their own practices and by their:
own regard for each other, are responsible for creating many of the
barriers to effective service delivery. In addition.to the lack of
coordination in case manageﬁent, addressed in.the Introductiom, these
barriers include, among others: . '

‘e ‘Uﬂresblved differences in philosophy. of care;

“e Cqmpetitioﬁ fpr’limited financial resources;

~

° Professiqnal turf argumeﬁts;
] : ¢
, o Confusion and mistrust among professionals with
6 regard to their respective roles’ and responsi-
- bilities for service delivery;. and -
o Ineffective programs oﬁ/EEﬁtinufhg education. -

v,

«Varied philosophica1=p6§illons 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‘handicdﬁé'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 differences'in 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 poténtially-résult in distortion, leaving the

‘client and family confuséd with splintered andluncdordinapéd services.

«

Professionalipérochialism élso is fostered by diminishing finan=
* cial resources and the competition for funds. This issue affects both

L -
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training efforts and employment secdrity. - Who will receive the money
that is .available? Who will- déliver the -services to this child?
Whose training has bettexr 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 gf persons’ with different handicapping

conditions and the distinct contributions different health 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 changés in the ‘interactions between care providers and

. individuals with disabilities. Among the deterrents to effective

inservice programs are: : Ay
° Lack of appropriate~prior planning and organiza-
‘tion of goals and content; -

° Inappropriate use of personnel in faculty roles;
° 'Irrelevant presentation'bf i;formation; and

° Limitation of part Lcipation on the basis of pro-
fessional role. . . T

Since 1inservice 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.

R

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 be *multidisciplinary: participants should

p
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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 Guide which accempanies this text. '

n

Comzunication Effectiveness

The individual with a handicapping'condition and his/her family
bring g2 series .0of concerns to'the health professional. In turn,- the
health professi\n 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,”™ willelead the professional to dismiss or ignore aspects of
the individual's or family's concerns. This pos.s barriers to prac-
tice and service whicﬁi when not resolved, potentially jeopardizes the
individual and famil
professional.

as well as their relationship with the health

Too, the inappropriate exclusion of individuals = and their
families from active participation in decision-making may undermine
the efforts of health professionals, in spite of the competéncies of
professionals or the provisicn of adequate programs. As appropriate
and. feasible, -clients and fawilies should work in cooperation with
professionals at all levels uof -planning, including the design of
treatment and educational prograus for the client, the development of
professional training programs, and the formulation of laws and
regulations. -

Avfdgtegral members of the multidisciplinary team,_health pro—
fessionals also may encounter barriers associated with the dynamics of
group membership. In the multidisciplinary team, the.- politics of
care are aired and resolved, hopefully to the benefit of: the" client
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 diag~

’

nosis and in a prioritization of needs for the client 3%§ family.

| . Planning, design, and implementation of "services Begin with all
team members'‘clear 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,
bast therapies and therapeutic experiences, educational- experiences,
as well as professional concerns for and of the family.

P
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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
‘demonstrated by the individual suspected of having a handicapping con-
Mition, identify how the disability will constrain the individual
.physically, intellectually, and emotionally, and lead to the process
of ‘'shared decisicn-making to establish the priorities for the indi-
viddiiis\gducational and triftment 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 . ediicational 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.:

N

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 transitions from one care team to
another will 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-—

., s8ibilities for the profess\onal.concerned with g;oviding effective .

services.  Appropriate communication and referral strategies are =
discussed at length in Units 3 and 5 respectively. .
- . .

Programmatic Options and Continuity of Care

‘Health professionals also have a responsibility to advocate for
and participate ih\the development of a continoum of service models.
In addition to direct care, there are consulting models, shared-
treatment models, and models emphasizing direct participation in the
educational process. \ Whatever model is employed, however, treatment
must be coardinated carefully with other aspects of the individual's
educational program. When professionals do.not act in concert, deliv-
ery of services becomes .fragmented and results in ¢treatments -that
address isolated aspects of a person's needs. As appropriate, health
professionals must define their roles in terms' of their respective
services and become integral:parts-of the care team-—got adjunc?. or
parallel systéems of ‘care to other educational efforts. ¥

‘In addition, health proféhsionalé will need to oveércome . those
_ barriers that result from short-teérm contacts with clients and fami-
——1ies and participate actively-ih\the design ofla continuum of

\\
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services. Throughout their liveé, 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

costs, 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. ' EE

"Innovative design models and creative fiscal-feéoﬁrcehélloca—

tions can provide program options for all those in need of services
and should be the concern of -all .those responsible 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 ‘individuals ‘must be

reflected in the plans for intervention, treatment, and educational

g programming. The required services and program options will be de- -
termined by the d:i:gree and type of disability;, changing patterns and .

needs made obvious as development broceeds,‘ahd the changing demands
_of the the contexts in which the individual fdnc;ipns. Consequently,
review systems must be developed'to nwnitorshhanges in the individ-

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

- for the youngster's continuedig;owth 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
sources and,adqzéécy-efforts, improvedfédoqdiﬁation and continuity of
. care can rgsult, including - interagency communication, ' gystematic

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

program and 'service options. ..

’ ROLES AND RESPONSIBILITES

e

5

To address the many barriers to the delivery of education and
related health séryices‘to youngsters with disabilities, experienced
health and education professionals participating in regional workshops
around the country identified specific roles and responsibilities all
hedlth. professionals should assune, whether or not they interact
directly or . consistently with 1individuals who have digabling

a3
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conditions. ~ The roles and responsibilities reported below emerged re-
peatedlyﬂqgtqss“all'fegions.* ‘While this'list may appear extensive,
the roles“and responsibilities are not unlike the competencies needed
for serving -anmy client.: Thé emphasis and implementation of these -
" roles :and; résponsibilties will vary from time  to ‘time, -determinéed
| primarily * by the -context of one's professional practice, pérsonal
-\motiVation;'and'enVLtonmental and organizational"congtraints.

~ Clearly, the competencies 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 professignals
will be expected to possess such competence and, therefore, need to be’
prepared. = . : -

. ~ . . Ea
1. Roles and Responsibilities Related to Legal and Regulatory Issues

o To .understand State. and Federal legislation in order to assist
families in solving problems related to the child/youth's con-
dition; that 1is: ‘

1. To facilitate the provision of appropriate services for the
youngster with a handicapping condition;

. 2., To facilate parenté“'understanding of case management pro—

- cedures for the child/youth; : - '

3. To facilitate identification of an appropriate cze2 manager
for the youngster; K

"4, To recognize and provide accurate ‘information to parenﬁs;
e 5. To assist parents in understanding their legal rights;

:6, To assist parents in defining and accepting'theif roles and
rights; and ' :

7. T6  promote self-advocacy ‘skills among youngsters and
" parents., . : o : '
| z%@

ey

" %The individuals participating'iﬂ\the;workshops conducted in
-California, Minnesota, Maryland, Vermont, Tennessee .and Colorado
represented - the professions .of Audiology/Speech-Language Pathology,
Gorrective Therapy, Dental Assistance and Dental Hygiene, Dietetics,-
Health: Educacioﬁ and Administration, Medical Asgistance, Medical
“Technology, . Medical Record -Administration, Rehabilitation Counseling,
Social Work, Nutritionm, Occupational Therapy, Physical Therapy,
Nursing, Physician Assistance, Psychology, and Recreational Therapy.
7 . , . . .

+




2, Roles and Responsibilities Related to Socletal and Professional
Attituades )
-0 To recognize and accept the needs and rights ofddisabled
- youngsters. '

e To recognize the need to be sensitive to and understand the
infl nce of cultural differences in the identification
'refer al, and treatment processes.
e Y To recognize the prevalent forms of prejudice\ﬁstereotyp—
. ing, and tokenism, and understand how myths and stereotypes
contribute. to the devaluation of people with disabling
_conditions.
3, iRoles and Respons:lbil:l.t:les Related to Professional Pract:l.ce-—
General ' Y »
e To provide effective and competent services for whichgone is
trained; that is: . . ; -

l. .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.

e To understand implement and promote methods for identifying
appropriate referral sources.
. | .
e To maintain accurate records of assessments, treatments, and
progress. ’ :
e _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 of the client and to communicate this understanding .
to parents and clients. :

o_‘TO' educate one 's self, parents, colleagues,A employers, and
communities about the needs and rights of individuals with
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‘disabilities and their families and the roles the various
professionals perform in providing services.

e To disseminate~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 «in the rehabilitation of individuals with
disabilities; and .

4. the qualifications for providing services. .

o 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).

e 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 within one's profession;
J. To participate in various activities that will faEilitatel
" continued growth of professional knowledge; and

To promote appropriate interdisciplinary training of allied
health professionals so as to meet the needa of &nd ensure:
he rights of individuals with disabilities.
Roles and Responsibilities Reﬁ\ d to Professional Practice—-
Coordination » . o L& ‘

e To .help coordinate efforts of health education, and related .
'~ gervices; that is: ‘ - .

1. To understand other health, educati_y and related services
professionals roles, ) . v
!
2. To work cooperatively, with other professiona‘ concerned -
with the services provided for children and youth, . -

3. To be sensitive to and actively participate in coordinateq
and adaptive health-care planning for the life span of the

B v

/youngsters,




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, :

t

6. To read and publish in the_journals of other disciplines;

~ 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 dIsabiliti i and

8. To advocate for funding from appropriate local, state, and
federal- agencies to train health professionals.

To  help - develop and provide cost-effective programs and
services, : >
To identify and help implement creative approaches to funding
programs for persons with disabilities (including community and
business resources and consultants),-

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

‘e Roles and Responsibilitigs Related to Professional Practice—
Advocacy . .

v

To promote advocacy initiatives on behalf of youngsters with

_disabilities with other professionals.’

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

To understand “and* be able to explain the. dimensions and‘
limitations of personal and professional advocacy and its
intimate relationship with - appropriate identification and
referral procedures. '

To “assist -in consumer/c'ient and parent involvement in advocacy'
efforts.

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

. A3

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




"o To understand the political pfocéss aﬁd the implications of
advocacy within one's work setting, community, state, and
professional organization. ‘ S ‘ .

- .
T
/

. . . e . \ .

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 gducationﬂl standards to create
access rather than barriers to individuals with disabilities
who wish to enter. the health, eduéation)\and medical profes-—
sions. ™ : ‘ '

5 \
\

\,

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

o To communicate effectively with individuals with disabilities
and their families; that is:
1. To convey: information clearly and listet actively to

“ individuals with disabilities and their famii}es; o

2. To adapt messages according to the needs of'Lhe individual
' with 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,
giblings, or the individual with a disability.

e To facilitate and effect appropriate intetprofessional communi-
cation. : : : ’

-
\

e To facilitate and effecgvappropriate.1nter— and intra-agency
' communication. : ‘

e To facilitate and effect appropriate communicatioﬁ between
university/college training programs in health, special
.education, and regular education. . -

‘e To facilitate and effect appropridté'communicatioﬁ with and
between , various state»and/or(federal agencies and governing
bodies. : o

As noted earlier, these roles and responsibilities have been
identified specifically for health professionals. - Their relevancy for
other profesgiohals who provide services to youngsters with disabili-
ties and their families (e.g., specialWedupators,‘regular;educators,
physiclans, 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——
skills and strategies for effectively communicating with clients,
their families, ‘and colleagues. Each of the successive units will
detail the health professional's roles and\ ‘Tesponsibilities in
identifying youngsters with handicapping conditions, 'providing and
céordinating appropriate referral mechanisms,-and advocating on their .
behalf.  In addition, each of the units provides\recoqmended strate-
gies for implementing these critical roles and responsibilities.

"\

, SUPPLEMENTAL READING -

Featherstone, Helen. A Difference in the Family: Life with a

Disablied 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” e
'clearly addresses her book bgth to parentg and to '
those professionals who must manage the long-term
implications of dealing with an i dividual with a

chronic disability. :
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UNIT 3: COMMUNICATION
oy .

PURPOSE AND OBJECTIVES -

r

Parpose:

N

To understand the communication process, the professional's role
in that process, and the implications of.apprdpriate communica--
tion behaviors for the provision of health and education
‘services to youngsters with disabilities and.their families.

Specific Objectives: o . , E
At the conciueien of thie.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 edu-
cation, and others concerned with the delivery of health and
-education services to youngsters with handicapping.- condi-
tions. .

v

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. ~ _ C ‘

4o Discues the impact children and youth with handicapping_ .
conditions can have’ on all family relationships and the
implications for communicacion interventions.

5. Identify, promote, and implement appropriate, _supportive
- communication strategies (verbal and nonverbal) when inter-
acting with children and youth with handicaps, their fami-.
lies, and others concerned with the delivery of education
and. health—related services. . . (

6. Identify and promote appropriate cdmmunicatien strategies to
identify and use parents' knowledge and expertise in design-
ing the youngsters' education and related-health program.

S




, o . UNIT3

| 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 youngsters 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——wit lients and their families, as well as with peers,

supervisors, and other health and education profeésionals--is,critical
to effective and 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 themselves, their child,-and
their service providers (Hamachek, 1971). S -/

In the list of roles and respomsibilities 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 interperscnal communica-
tion, small group processes, and conflict resolution.  Training in
persuasion and advosgcy also were recommended. The specific communi-—
cation skills.identified,for_all service providers included:

9

- g,g.‘




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 agcording 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 indicate concerns or problems related to
the handicapping condition, whether expressed
by parents, siblings, or the youngster with a
disability;.and i

5. To establish and maintain effective relation-—
- ships which exhibit sensitivity to, respect
for, and trust and cooperation with youngsters'
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

2. To develop and maintain effective teaming,’

' negotiating, and consulting skills in inter-—
‘actions with colleagues, '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. ] , :

L \ x, ) |

D. To facilitate.and effect appropriate communication with

" and among university/college training programs in allied-

health, special education, and regular education.

E. To facilitate and effect appropriate communication with
and between various. state and/or feperal agencies and *
governing bodies.




_process, and (¢) the implications of
viors for the provision of health and education services. Similarly;
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As reflected in the ‘above list,' a health professional's \compe-
tence as a communicator——whether in intrapersonal contexts e.g.;
personal growth and development) interperson contexts (e.g., team-—
work, consultation, negotiation, assessment), oOr presen ional
contexts (e.g., informative or. -persuasive resentations)--plays a
significant role in the service delivery procesT.' ' R

These competenéies emphasize the need for a cognitive or
knowledge base .in communication: health professionals musthdnderstand
(a) the communication grnggéjiﬂh)£24w959§g§§;0na1'5'rOle.in that

ip

propriate communication. beha-

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. ' - o

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
familieés by examining (a) the process of communication; (b) barriers
to communication effectiveness; and’ (c) strziegies for .enhancing
communication effectiveness. . o '

THE COMMUNICATION-PROCESS .
Competence as a communicator is critical to providing appro-
priate services to youngsters Wwith handicapping conditions and thelr
families. One's knowledge of the communication process, gensit iy
to all verbal and nonverbal cues, and ability.to select and ool
anpiropriate commuqication behaviors are central to provider-clien
compriication. ‘ .

o . .

Sy . . - . L

in studying the»commuﬁication process during the - past thirty

years, communication gcholars have_moved from the definition of

communication as the transmission of information (mﬂﬁqage—centered) to
a definition which focused on -the transfer of -%. - mation from one

person ‘to another (speaker—centered), and finally - an understanding’

that communication must be defined in terms of fue meaning the r2—
ceiver attaches Lo the incoming stimuil (meaning“centered).

This meaning-centered,approqch focuses. on communication as 2
dynamic, on-going,: circular process which is constantly changing
(Barnlund, 1971). This definition emphasizes the compiexity of the
process, recognizivg communication 1is not limited to mensage formu—

- lation in speaking «nd message reception in listening, but rather

involves the,pa;ti&ipants' total personalities in a -‘transaction in
which messages are s&ut and received simultaneously.

59
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Communication transactions are complicated by the "history of
éxperiences each participant brings te the situation, ‘including a

hi'story 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

‘1isteners, and the context of the interaction..

Consider the case of a bright, yourfg.. physical
therapist who was puzzled when she learned the well-
educated parents of a two-year-— old client did not -
follow up on.her recommended referrals to other health
and education professionals.' Perhaps, if the physical

- therapist 'had. evaluated her communication behaviors—-
with the parents and child, the reasons for the

parents' inaction would have been/evident. i N

revealed an inappropriate use /of vocabulary, organi-
zational approach, rate of speech, or clarifying or-
supporting data with the parents. Perhaps her non-
verbal interactions with the/ child (e.g., seemingly.
rough handling with little verbal interaction with_the)
"child) lacked sensitivity. /Perhaps, the therapist's
inability to perceive ac¢urately or adapt to the
child's capabilities or the parents' nonverbal reac—
tions, including their facial expressions, tension,
and inatténtive behaviors, provoked the parents'
failure to follow-through/on her recommendatidns.

An evaluation of the t7ansaction might have

The ability of even w ll—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 cnly 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 this ‘context, but they are likely to be unfamiljar with
the causes and prognosis of the condition, the health providers'
training and expertise in the 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, hospitsgls, and classrooms. Increased interac-—
tion among health and education professionals, parents, and youngsters
L )

N 7 O~
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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 80, .they must under—
stand the comsunication 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 with -such- communication
competence will health professionals be able to "better control the
meaning attached to the messages sent'gpd received in their clinics,

_ hospitals, aand classrooms. ’ L .
To understand the communication process between 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 Comsmunication

As noted in Figure 1, one of the most. critical elements in the -

.~ communication jprocess 1is the individual'siseléctivity”in'exposure,
attention, perception, :and retention of stimuli  which bombard the
senses. The situational climate, which includes time; ‘place, conteéxt,
persons involved, and their motivations, provides '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: : : C ' )

a4

*

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 senses,
nonetheless, the atimuli she selects to attend to,
interpret,’ and respond to will’ be congruent with her
perceptions of~—and particularly her. acceptance of—-
hegself and her world. : : :

. ¢
Oﬂg's perception-of'sélf or self*conéept, then, is centrdl to
the communication process, whether it is. communication with one's self

/




Salective
Pcrcopnon ,

? '§I$3.1' ‘I;\

v

Figure 1. The intrapersonal communication bnocess.
\ v .

. \ -

\
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. As-the dotted lines- indicate,
the self-concept affects and is affected by one's experiential world
--all 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 tuen, the person's experiential world affects the entire process of
intrapersonal communication, As Figure 1~ indicates, ;the process is-
ongoing, circular, and operates as long as stimurf/§rom the situa-
tional climate (time, place, and circumstances) or experiential world
bombard the individual, ' (Del Polito, 1977, page 3.)
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in intrapersonal 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 cauld 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, and questions as evidefice of their understanding and
. acceptance 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 transaction .is compounded by four -
or five different health and education professionals, simultaneously
interpreting the physical therapist's message, each from 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 g future
. (Del Polito, 1977).

-

I3

In many instances, communication is restricted to verbal direc-
tions, with limited nonverbal facial and hand gestures. Communication °
transactions, however, may include a variety of verbal and nonverbal-
comnunication .codes., _.Nonverbal codes may include facial and eye
expressions, inflection, touching behaviors and sign 1anguage, while
verbal codes may include spoken language in the form of script, typed,
or Braille symbols. Yet whatever code of communication we employ, .

. whatever 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 Conmunication Process

Basic to one's perceptions, acceptance, and understanding of
others are the perceptions, acceptance, gnd 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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self, the impact of that self-perception ﬂself—boncept) on the commu-
nication transactions with clients and, others in the service delivery
. process, and, more ‘consequentially, on the young clienFs' perceptions
of themselves. . ' ' ’ .

In an examination of self-concept theory, four lasic proposi-
tions emerge which reinforce the importance of understaqding the rela-
tionship of self-concept to communication in our ,traqsactions with
others: - : H .

. . |

1. Self-concept, one's total percept&al appraisai of
oneself——physically, socially, academically, \hnd
psychologically, guides and directs behavior, and,
thus, our communication with others. T

~ . . }

2. An individual's sglf-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 soclal 'comparisons), self-
concept develops primarily through '1nperactions
(communication) with others.

4., The more influential:- interactions are those in-
volving significant others--those 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 youngster's self-concept - (Del Polito,"
1977). - - .

- A youngster's perceptions of self and his/her feelings of self-
esteem-—feelings of ableness, worthinéés, 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 is’ not uncommon for able-
bodied health professionals with limited personal experiences with
disabilities to interpret the youngster's verbal and nonverbal beha-
viors as inappfopriate and, therefore, perceive the ydungster as less
credible and less competent than he/she actually is:



As discussed in the .Introduction, 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’ hidndicap——and not the youngster as a whole person, the
youngster wi maintain negative self—perceptions, 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 others 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, 80 too do health profession-
als, ,as 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 extremely 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 sign1ficant 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 enhance-

ment behavior and activities with their young ‘clients. In so doing,

professionals must realize that an enhanced self—concept is not . an-

inflated view of oneself but rather a realistic¢ perception of one's
strengths and Weaknesses, and an acceptance of that perception. ' One
method used ,to enhance youngsters' self-concepts is to discuss self-—
concept_ theory ‘with .them so that they understand how -and why .they
perceive themselves and .their abilities as they do.’ -(For a more
- detailed review of self—concept theory, see Gergen, The Concept of
Self, 1971) : ' -
approach recommended to enhance .youngsters' perceptions
of. themsel deals with the professional's style of. interaction with
the youn s84rs and their families, Supportive, humanistic behaviors
which ‘communicate understanding and acceptance-will impact the young-—

A secon

sters' and their families' perception and acceptance of themselves,

one ‘another,’ and their service providers, furfljer influencing their
Joverall behaviors with others. Critical to this: approach however, is

X
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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.:hosé competencies. Specific strate-
gies for assessing and enhancing commupication competence are presen—. :
ted later in this unit. First, howngr, it is helpful to understand
‘some of the impediments to effective communication which can occur in .
any situation. ) o " ! c

A

BARRIERS TO COMMUNICATION EFFECTIVENESS
# .

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-in;erpretaﬁion. 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 environments where a variety of professionals’
must coordinate their activities and services for individual clients,
the noise can become maddening, resulting in segmented, inefficient,
and costly delivery of services. e L

i 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 spansj;, learned habits;
expectations; anxieties and conflicts; social and physiological needs;
.attitgges, beiiefs, and values; and message elements, such as organi-
zation and language use (Pp. 73-80). Thus, an overly hot or cold
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'sndwfall could be classified
as "noise” 'if selectively attended to and, consequently, interferes

with the intended message. T e

While one might ™ assume sensory limitations such as a hearing
loss or a learning disability would create the greatest barriérs 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 hab}tsf of attrib-
uting stereotypical or similar characteristics to unfamiliar personms, .
objects, or concepts (Hurt, Scott, and McCroskey, 1978, p. 73-80).

0f particular significance is the way society generally pex-

ceives and "defines” a handicapping condition.; As discussed in the

.~ 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

- at
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‘the United States publically express positivé attitudes toward disa-
bled persons, most people perceive handicapped persons as in some way
different and inferior" to able-bodied individuals (Yuken, 1981, pp.
’2_3) . v

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 in.the 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. ~ ! '

Labelled by their disability, persons’wiéh handicapping condi-
tions tend to be treated differently and expected to behave differ-
ently as well. The "differentness” or stigmafattributed to persons

with .disabilities presents socf%l, psychological, and. conmmunication

" ‘problems for those with impairments.

In reporting major -research findings related to
the nonverbal communication patterns of children with
learning disabilities, ‘Lieb-Brilhart (1982) supports
this contention. Peers, sgxangers;-as well a& parents
and teachers were found to .perceive the social behav-— "
_ior 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 introduction to this book, attitudes of
health and education professionals working with persons who have han-—
dicapping conditions ‘tend.to 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. b '

. Thus, each of the noise variables discussed so far (e.g., atten-
tion span, language use,- sensozy limitations, attitudes, etc.), can
‘become - a barrier to efifective communication, affectiﬁg the indivi—
dual's selective exposure, perception, attention, and retention of
messages, and can- promote stereotypical responses. ‘Each of these
“noide" variables, then, can lead to other, more commonly-recognized

—.behavioral listening problems, such as:

°

o

S
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° viewing the topic as uninteresting; )

° criticizing the speaker's delivery instead of the
message content; ’

o ~listening only for facts;

o tolerating or failing to adjust to distractions;
and _ ] . C

° listening only to what is easy to understand

_ (Barker, 1971).

A critical "listening” impediment, however, triggered by these con-
dftions, 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 to- Gibb (1961),
rather than listening to understand, the receiver focuses on how he/.
she may dominaté, impreés, win, or eécape 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 pype 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 ~aé “controlling” can

create' a defensive listening posture (facial, ;Lstural, and verbal
cues) which, in turn, raises the level of defensiveness in the origi-—-
nal. co gnicétor. The more defensive one becomes,\ the 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 experiences, 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. ' '

- L)

The health professional’s verbal and nonverbal reactions to and
communication with -the "different” youngster, therefore, indeed may
provokeusubstantial 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 hib/her competence’
as a commmunicator. As prospective models for their clients and
colleagues, health professionals need to examine their own attitudes,
valued, beliefs, expectations, and learned habits and the influence
these variables have on their interactions with all clients--
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irrespeﬁtive of their race, sex, ethnic or cultural background, or
handicapping condition. Similarly, professionals in the healih care
system_~should be prepared 6 to ‘engage colleagues and clients in

:discussions‘ regarding the  mpact of their ‘experiential worlds and
self-concepts on their attitudes and behaviors toward themselves and

others, regardless of their ind%xidual‘differences.

In summary, there are three major communication axioms which
often  are disregarded and consequently create many of the barriers
identified in this sectiont { ' :

1. Communication is tramnsactiomal. 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.
: 2. Meanings are in people, mot in words. As repeated
Avg throughout- this unit,, it .is not what is said, or
<§E§; how it .is said, but rather the receiver's inter-
7 pretation of the message cues, With.the' receiver's
interpretation ' necessarily limited by his/her

mgxperiential world.

* 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. Obviously, this unit can only outline the needed competencies.
Too, health educators and practitioners can rot, and should not,

o
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assume responsibility for all communication trairing. 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 iastitutions to design training
programs most: appropriate for health care .gpecialists'. needs and
responsibilities. ' - - :

4

ENHANCIKG COMMUNICATLVE EFFECTIVENESS
- s ’ . - \ .

_To help alleviate some of the barriers previously discussed and
to improve-communicatidn effectiveness with clients, colleagugé, and
supervisors, health professionals ..can develop and improve. their

competencies as communicators. . As .definéd earlier, communication

competence involves selecting, adapting, and implementing communica-
tion behaviors appropriate for the purpose, audience, and context of
the sigpation., ' . .

i
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In fAn important review of research. related to communication

competenc a report of the Speech Communication Association (SCA)

\>‘\\(Allen and Brown, 1976) outlined a functional or pragmatic approach

-for improvng communication competence, identifying five dominant uses

. of language or comnunication func;ions\which instruction should empha-
size: ' N / .

l. Controlling: Communication acts in which the

participant's dominant function 1is to control

' ~ behavior;  for ‘example; persuading, _ commanding,

offering, suggesting, permitting) hreatening,

warning, prohibiting, contraqtilgia refusing,

bargaining, rejecting,. acknowledging justifying,
and arguing. - '

"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.

o
.
w

3. Informing: = Communication acts in which the
participant offers or seeks information; for"exam—
ple, stating information, questioning, answering,
justifying, naming, pointing out an object, demon-
strating, explaining, and acknowledging. - -

4, ualizing: Communication acts which serve
primarily to maintain social relationships and to
-facilitate rsocial 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 dhenities. ¢

5. Imagining. Communication acts which cast the .

' participants into ipaginary 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 .individual may- assume both the role of conn‘
troller and the one being controlled. Thus, while the nutritionist in
a community hospital may recommend and wish to persuade the physician
of a cljent's need for- solid foods, the physician may reject the
nutritionist's point of view and retain control over the situation.

/
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1f 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). . ' ff*\

v Focusing on the five communication functionsfprovidesxa frame—
work for improving communication competence, as well asvairelevant )
approach for enhancing one's effectiveness in all forms of cOQmunica- ‘
_ 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 utilizing the five functions of communi-

cation ‘and the recommendations for enhancing communication competence

" which follow, personalized improvement programs can be designed by the

L

health professional in collabdration with colleagues from appropriate .
departments/programs on college campuses’s A .
: y :

;] : basic to any improvement program designed
. to enhance communication/: effectiveness are:  social sensitivity,
_active listening, and h hest communication (Del Polito, 1973; 1977;
1983).  These' three supportive communication| skills are critical to
the health professional's ability to iinderstand self and others, to
obtain and utilize feedback from others, and most importantly, to
adapt and implement appropriate strategies for each of the communicaJ.
tion functions in any communication context. . Contexts may include -
interactions with one other person, with small groups of persons, in
team or problem-solving gsessions, 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 éee, feel, and hear with the other person; to step
into the other person's shoes and see the world from his/her perspec—
tive; and to understand the feelings, thoughts, needs, and goals of
the other/person. . 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, past experi-
ences, and future expectations; :
o . 9
2. VUnderstands his/her own ‘perceptual world and
gselectivity processes; ‘

3. ~ Understands the content . communicated--what is
said; and

i
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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 c6é/mmitment to
the- communication interaction. Active listening implies waiting until .
the other person completes his/her statement to understand the situa-
tion as seen by~the speaker. It suggests no evaluation, judgment,
agreement, or disagreement. For example, the health professional, as
active listener, conveys acceptance of ‘the client, along-with - accep-
tance of his/her ideas, attitudes, and values\_ 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, eye-contact,
facial expressions, and verbally through vocalizations which{indicate_
interest in the client's comments. In addition, through paraph asing,
I Bupportive comments, and nonverbal reactions, the health profe sional

‘reflects his/her understanding of the client s-ideas, cern and |
feelings. Providing feedback in the form of reflective/fé:ponse§ aids -

in reducing client defensiveness and ‘in keeping all/éhannels of tommu-

_nication open. (See Appendix 3A for a reflectiwé/response exercise )

) In addition, communication which/is spontaneous and honest>also
reduces defensiveness. Honést communication does not mean indiscrimi-
nate frankneqs,'rather it implfes.'r vealing some of one's norﬁ lly"
hidden self to others, through exprZssions of ideas,. feelings, land_:
rattitudes. A health~professional's ability and willingness to be-
with othetrs, whether with clients, parents, or c lleagues’, will len-—
courage others to trust them and to comminicate o¢penly—and_ hone tly
with them, and with all others with whom they {nte act. ‘ l
3 f

, Slnce honest communication is facilitated by self-disclos&re,
health- professionals should be prepared. to recogphize and facilitate
appropriate disclosure behavior.  Specifically, the y should understand
that disclosures should be (a) appropriate to the siituation and to!the
relationship, and (b) .presented only in settings\of good will |and
‘trust. ~Because there is risk' involved in the sharing, process, an
atmosphere of warmth and trust must be developed to encourage informa—
tion sharing (e.g., sharing attitudes, concerns, interests, percep-
tions, 1likes 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 ﬂisclosed in contexts appropriate to both the” situation,
and the relationship. Thus, through sensitivity, active listening,
and honest communication, the experiential worlds of eath partlc anh
in the communication transaction expands, increasing'th likeliﬁ‘Bd—
understanding, ‘acceptance, and mqre effactive communication.

Gibb (1961) in providing.suggestions 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

pen
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1. A problem-solving orientation. in which profes-
sional and cljent (and/or parenta) collaborate om
seeking solufions to prablems;
. - —_— ' —
2. Genuine requests for information, rather than
implying that others nesd to change their
behaviors; ) ’ C
3. Spontaneity-—honest  @nd straight forwsrd communi-—
cation; and :

4, Empathy and equality--wiilingnes . to..share. feel-. .. ... ...

ings and exhibit trust and respect tor others,
placing little importan.2 on differences 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, inherantly worthy of
the caregiver's concern, patientz want to be able to exercise control
and share in the decisions affecting their care. Further, they desire
interactione with health care providars whc exhibit empathy. and warmth

_in a reciprocal and non-patroniziag yalationship with them (Howard and
Strauss, 1975). o -

Table 1 outlines a basic apprreich for solving probléms fogether
with one or more persons, allowin; all courcerned parties to partici-
pate in the decisions which affect them. This problem—solving
‘process, Lherefore, can and should be used not only with clients and
their families, but with any ané all others (health, education, and
social services professionals) involved in decisiomns affecting the
youngster's diagnosis and treatment program, Often, the demands of
the health care and educatiocnal systems appezr tO presSs the care 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.—._

: ~
Once a solution/decision is selected, the decision—
maker needs to be able to arciculate and defendithe " ~—"w. ..
reasoned arguments to others within the system, be
they the patient/client, the family of the client,
other care providers, or third-party payers (Del
Politof 1983, p.8). - .

-
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Table 1

THE PROBLEM—SOLVING PROCESS

Awareness of the Problem -

a. Significance and immediacy of the problem
b. Effects on individuals involved
c. Broader implications for.the group

’

Definition of the Problem

a. Probleu clearly stated /
b. Terms clearly defined

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

‘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's “policy,
professional obligations) <

Suggestions of Possible Sulutions

fo-

a. Brainstorming all p0551b1e solutlons

‘b. Possible solutions should reflect ﬁhoughtful

realistic, and representative proposals for
¢ decision or action

Exploration of the Possible Solutions.

a. 1liplications of each possible solution

. Best solution Tmeets most of the ‘criteria

identified
Solution Implementation

a. Focus on strategies to put solution into
effect? “ _ .

b. To implement solution, the problem-solving
process is repeated. .

QD
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Strategies for‘improvfng one's skills in the problem—solving
process as well as in all other aspects of communication are provided
in the design of the imprcvement program described below.

Improvement Program
Communication'behaviors within and across all functions of

communication"(contgolling, informing, -expressing feelings, rituali-
zing, and imagining) can be improved.—Récommendations from the Speech

Communication Association's (SCA)\réport on developing communication

competence (Allen and Brown, 1976) are integrated with Del Polito’'s
(1976) recommendations for erhancing self-concept as a communicator,
préviding the following methodology for improving the communication
competencies of health professionals. Similarly, this approach can

and should be incorporated by service providers for use with their

— q,c‘lxli.‘e.xnxth,sé.:'-:—-1-4-4-4- P T R R i T I 2L I SRR GO
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1. Conduct Trealistic, objective evaluations ~of
communication behaviors. Accurate,® objective
feedback which considers knowledge and abilities
in communication as well as content expertise
should ' be sought from competent sources: (a)- to
understand one's true strengths and weaknesses,
(b)‘to accept those §trengths and weaknesses, and
(c) to modify behaviors to achieve desired compe-
tence. With the assistance of expert ,communica-
tors (perhdps through-alliances with departments/

schools of cownmunication/speech), current reper—
toires of communication acts (across functions) of
the health professional can be inventoried and
assessed. '

%

The communication répertoire of a health profes-
sional will:.include the 'strategies selected for
such communication acts as: presenting informa-

ST 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.

o
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- . As skills and abilities within the health profez-

" sional's repertoire are assessed, personal goals

then can be desi sned to expand the repertoire -
where desired.\
L

Establish tealistic communication geals. Recog-
nizing the ef;ent 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, attninabie, and clearly defined.
To maximize succéss-in expanding one's repertoire
in a particular communication mode (for example,
asking questions, igiving 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, «lients, and their families.

Feedback obtained from an instructor and col-
leagues can k2 most helpful if provided in an
atmosphere of trust and in a spirit of assisting
the "performer” to improve technical expertise and
communication <owmpetence. ; In addition, wusing
videotaped playbacks of pregbutations/interactions
in conjunction with audience feedback proves to be
an excellant todl for' allowing the communicator to
observe the product.: of planned strategies and to
make decisions for modifying future behaviors.
Agaln, ccngvltation with colleagues in communica-
tion should be sought’ for assessing both |the
effectivinééi of the communication behaviors and
the 5:r@«egiea selected. Lo~
Conceatrate on improving communication competen-
cles, not perfection. Striving for perfection
increases the opportunities for the communicator
te experience failure for ‘not achieving the
“perfection” goal. It is critical, therefore, for
health professionals to focus on strategies which
wruld help them to iwmprove, 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.

(o
e



tion stre « "Positivas & . =2valuation in the
form of erbal reinfore =+ .»" is ~positively
related to an enhanced ss -oncept (Del Polito,
1977).  Once identified, strengths should be
accepted and praised. While self-praise often is
equated with the negative behaviors of bragging
and hoasting, unless health care providers can
accept themselves and their strengths in their
various roles——as communicators, health profes—

&; Identify, accept, and promots +sonal communica-
v g

- gdonals, - $1blingsy <-dancers yn-Eriends y WL EETS i F o i i

etc.—-the less likely they will be to accepty
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,

v too, when professionals negate their true accom-—
plishments in communication, they do not learn:

~ f&om those accomplishments or -expand their reper—

toires in the skibl 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—

goris "and as communicators. Praise, in. all cases,

—- . must be accurate, honest and appropriate, and
focused on specific behaviors in the context of -~
the situatipn.

Thhese recocmmendations emphasize the need to evaluate contlnually

the effectiveness of the strategies employed in each commUnication.

transaction, whether in a teeepnone eonversation q}th a parent, a

!

lecture presented for the fifteenth time and third year in' a row, an,

1EP conference, or interactions with a client for diagnrosis, assess—

ment, or program faplementation. thosé communication transactions
for which pre-planuing can occur, a ccnseious effort in the design of
the communication is recommended, particularly -for the health profes—
sional in trailning. -

Selecting appropriate strategies and iscussing 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 within and outside the:
work environment. The questions which follow can be appl;ed 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 -

//f the message-—communicator style, organization, supporting data,
nonverbal cues, et cetera--should be adapted to the receiver(s), and
appropriate for the purpose and cootext of the situation (Del Polito,
1977). . -

Qry

U v
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Recommeqded Strategy Questions:
1. What 'is the issue to be addressed? Why is it
relevant for my presentation/interview/discussion?

Z. What qualifications do I have to present/discuss
this issue? ~

3. How should this message/presentation/interview/
discussion be organized? Why is this the best
i ——organizational approach? . .. oo e

4, What main points should-be'stressed? .Whj?

5. What types of information. should be wused 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, values, and motiva-
tions? , . e :

8. How should the presentatiou/?nrervjew/iiscusiton
be concluded? Why use this ccralusivi?

A brief, topical outline can o2 w=cd in planning to insure- an

organized, clear m:nenge. as well as to uclp~gvaluate the approach.

. s
Similarly, evaiuvating the communication event in weitten form ..
directs the healih profsssional.'e attention to what actually occurred.

-In many cases, "I tie transaction was' less than desired, one’ would

prefer to forget g, rvather than focus on the specific strategies

which were and were not eifective in accomplishing the desir#d goal.

The suggested questions listed below should be answered following any

communication event. ’ / '

P

-

Recommended Evaluation Quest:ionss:

1. How well was the st:. ..gy plan followed?

2. Was the strategy effective?

3. What went wrong?

4, What went right? :

5. - What persoril goals should be emphasized in the
future? : , T

6.- What needs to' be done to improve the next similar

: interaction and insure a more effective communica-
tion transaction? ' '
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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: expegimental literature, should assist the health professional
in designing an effective communication environment’ (Del Polito,
1973). .- Further, Appendix 3C provides health professionals with tips
for interacting with youngsters who have 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

Conclusion

strategies, health professionals will enhance. their clients' . self-

concapts, which, in turn, will impact their bdehavior, their program-
matic achievement, and their overall satisfaction with the. treatment
program. . ‘ e

.

. )
! # L . . i

If youngsters——exceptional and nonexceptional alike--are 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 las not been the purpose of this unit to detail
the specifics for conducting interviews or assessments, presenting
treatment recommendation: or lectures, leading discussions, or other
communication acts, basic principles for a-variety of communication

. activities have been identified. In addition, exceilent 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 adsiirional rescurces appropriate to

their specific: needs.:
: . h &

Fundamentélly, effective commrnication will facilitate account— °

able, cooperative, and humanistic -~are-giving. The following guide-
lines, adapted from Hamachek (1971), summarize this unit well dand
reinforce the importance of. enhancing self-concept and communicsation
competencies for professionals in all areas of health and education.

o .
1. Understand- that we communicate what %e zre, not
just .what we say. We communicate our cun self-
_concepts far more. often that we communicate lnior—
mation. - \\ . !
\ ' . Y
2. Understand that anything we do or say. could signi~ '
ficantly change an individual' attitude about '
himself/herself for better or for worse. We must
understand the implications of our role as persons
who are important or signigicant to others if we
are to utilize that role properly. : ’ '
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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 peoplé. In the truest sense of the
word, we. must be  willing to deal with the inter—-
ptetation of a subject as we are to. deal with the
information about it. = S >

5, Understand that we are not likely to get results
simply by” telling . someone he/she 1is - worthy.
Rather, we imply it through trust and the estab—
lishment of an atmosphere of mutual respect.. One

. good way to start is to take time to listem to
what others have to say and to use their ideas
when possible. ‘ '

6. Understiand that behavior which is distant, cold,
and rejecting is far less likely to enhance self—
concept or communication than behavior which is
warm, acrﬂpting, and discriminating. ‘

7. Be willing to be flexible when communicating with
others. o
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social, and communication development of  -children.
Provides a.synthesis of data examining the development
of communication competence, with useful implications
for, instruction and research.

Ethical Dimensions in the Health Professions. 1981, Purtilo, R.B. and
~ Cassel, C. K., W.B, Sapnders Company, Philadelphia, PA."

: .
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fessions. .
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r -small group members into problem-solving
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attitudes, and organization on the achievement of
communicatjion outcomeés are addressed. ° Emphasizes an
inegratived decision-making method of problem solving
to resolve coniilcts.,

Intrapersondffgommunication. 1977, Del Polito, C.M:., Cummings Pub-
lishing Company, Menlo Park, CA. L :
' TN
A semi-programmed text detailing the intrapersonal
communication process and the role of self-concept in

the process. The book can be used by 1" ~ofessional
.to design his or her own improvement Pz " .n commu-
: nication.

a

-\

Social InLercourse. From Greeting to Goodbye.“ 1978, Knapp M., Allyn
and Bacon, Boston, MA, ' ' ,

>
~

Provides a_developmnetal perspective of the, study of
'interpersonal relationships, spe‘ifying communication
vehaviors at each relationship stage from the initias
tion of a relationship to its termination, Contaigs
‘numerous examples and strategies. -

:

- | /
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L., Charles B. Slack, Inc., Thorofare, NJ, 1975.

A strong, well-documented appeal to teachers, physi-
cians, psychologists—-all people in the helping pro— >
fessions. Focuses on the deep,’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.
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1978, Burgoon, J.K., and Saine, T. Houghton Mifflin Co., Boston,
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“Issues|in Identification

"

|

ANTHONY-S_BASHIR

o

14 -
13
a
o
. . ,
[ed
-
\ (
i
- i«




UﬁIT 4: IDENTIFICATION -

!

,PURPOSE\AND OBJFCTIVES

I = : ~

Vo

N

I‘ . ' . .
Purpose . : ,/ - A

. To explore the processes involved in the screening, assessment,
planning, and review of educational and health—related services

for children and youth with handlcapping condltions.

7"

Specific Objectives pd : , ” .
At the conclusion oﬁ/this unit,‘readers should be able to:

1. Identify the//indicators of the handicapping conditions
included %n/@ublic Law 94—‘42 b : ' ’

a. Visual impairments
b. Heaéing impairments
c. O thopedic impairments ¢
- d. peech impairments
e. /Mental retardation
./'Severe emotional disturbances
g. Learning disabilities

h. Other ealth impairments

2. Identify/ and monitor "high-risk" ch;ldrep consistent with
profes dional :ole N

3. Promote accountable decision—maklng 1J the design of early
identification and intervention strategies for children ‘and
/youth exhibitlngihandlcapping conditions. .
& ]
&, /Discuss the roles and responsibilities ‘of all health andf
.~ education plofessionals in coordinating identification and|
/" gcreening procedures and non-discriminatory, multldiscipli—’
/x nary assessments of youngsters with disabilities. ' {
./ 5. Recognize when Tefe rals for euucation and/or health ser—’
b _-vices are inadequate, poorly coordinated, and/or necessary,
! and describe the presenting problem(s) or concerns(s) to the
' . appropriate referral agencies or qualifled professional re="
sources. |
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The enactment of Public Law 94-142 has influenced and altered,
the rationale and methods for the‘identificaﬁion\ assessment, and edu-
cation of individuals with various kinds of handicapping conditions.
As a result;'qualified~individualsﬂfrom-eduéation,*medicine,_andipsyrmm
chology, as. well-as professionals in related health care disciplines
now work in close cooperation with each jother 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'thése!indivianls. S

i

Public Law 94-142 decidely has influencéd the practice of
health professionals. Traditionally, many of these professionals have
practiced principally within clinical-medical settings. The law and
its regulations, howéver,-have_motivated épanges 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 agencles. .Their
roles and responsibilities for screening, identification, assessment,
and planning activities are coordinated through multidisciplinary team
efforts." Goals of.treatment 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. ’ :




LEGAL REQUIREMENTS

o

. As described in Unit ‘1, 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 free, appropriate public education.
The word "appropriate” 1is important. Without this assurance, access
to ‘a meaningful education frequently wodld 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.
! . S B :
'Procedures “governing the identification and assessment of disa—
bilities in children are determined by both federal and state policy.
In some situations, identification and assessment are separated 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 meeds and related-service require-
ments of individuals with handicapping conditions and\theirbfamilies-

In Public Law 94-142,. evaluation refers to the procedures used
to determine whether a child has a handicapping condition and the
kinds of special interventions needed as a result. Three major
conditions are imposed on all evaluation procedures: o

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 fests did discriminate’ against individuals from
minority groups. The issues in asSessment  are serious

and complex. e ‘ ' /

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
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as well as its limitations and restraints on interpre-
tation will be essantial 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 child's mative
language or predominant mode of communication unless it
. is not feasible to do so. Interpreters must be provided
for .children 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 for these populations before a "not feasible”
decision is made. "
~ For the health professional, advoc%cy initiatives will
be necessary for the child who is“a user of an augmenta—
tive . communication system. This might be particularly,
so for the child with severe cerebral palsy. Unable to
. speak: because of significant_neuromuséular 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 scle criterion for
determining an appropriate education. Children may not
be placed in special education classes or related ser-—.
vice programs on: the basis of a single test. Behavior
is complex and multidimensional. No single test 1is
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' requirements apply to the health professional in
clinical settings? thild 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-seryic€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 sedond opinion. In these
instances, the health professional will need .to develop communication
strategies that will facilitate relation: with the family and the edu-
‘cational system. - A : E

_ 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: ; "

o '

policies re ing the  types of disabilities included
under the ferm "children with handicapping conditions™
or "children with special needs.” \

° - DEFINITIONSéBHZ?;iations exist between federal and state

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 disabili-
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. . :

) REQUIRED PROCEDUBRES. Most siates require a battery of
‘tests be administered prior to’a determination 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. ' ' ;

e  QUALIFICATIORS OF EXAMINERS. Professionals mwust meet’
state education agency certification requirements. When
qualifications are not ‘met, the tests administered may )
not be valid for determination of special eddcation /
placement purposes. ' -

" AIGH-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
benefits to the child, to the family, and to society. In addition to
othkr implicaticns of early identification, long—term economic issues
related to care form another basis for early identification. The

v

T
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first three ar four yeats of life is ,a period characterized by rapid
growth and development.’ By identifying a youngster's disability and
provfﬂing 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, incredsing the costs for-
rehabjlitation. These benefits- of early identification apply to
youngsters “at-risk" as well as to children with identified handi-
capping conditions (Smith, 1980, pp. 6-12), R ‘

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 1f no;/ﬁféﬁted at
. an early stage. Environmental conditions, which have {
been proven to increase the'probhbility of creating
handicapping conditions, include'poof nutrition,.1ack
of medical care, abuse or neglect, and economic disad-
vantage. These "at-risk” factors may be present prior
fo or after the birth of the child (p. 4).,
/ ' -
. The historical presence of an antecedant risk factor alerts ithe
‘health professional that an individual is at-risk for subsequent medi-
cal or developmental disorders. A body of research exists that
addresses the consequernces of differemt 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 profesSion 1s share in the responsibility for
prevention of catastrophic outcome%& Indeed, all the activities in
early 4 intervention programs are giirected toward enhancement"or N
amelioration of outcome behaviors.“flt is important, " however, that
~ planning and treatment for developmental disabilities be based on 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 Hostler
——€1982). The following three categories of risk factors are proposed:
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1. Established Risk, including children whose disabilities
are related to medical disorders of known cause and ‘with
documented expectations for developmental- problems;
e.g., Downs . Syndrome, congenital deafness, and/or: blkind-

- - ness; C : s

2. FEnvironmental Risk, including children whose life s
— experiences cause ‘them to be at risk for disability if -
" interventiofd is not instituted; e.g., children with his-
tories of abuse, children with failure to thrive, and
chronically ill and hospitalized children; and
. i .

3. Biologicélvnisk, including those children whose pre-
, mnatal, perinatal, neonatal, or early developmentlsuggest-
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 aspé&ts of devclopmental 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
~addition, some children with histories of significant neonatal compli- .
cations may do well in the course of their development, while other
individuals without significant‘indicators may .evidence later develop-—
mental variations which will require extensive attention for approp-—
riate service dellvery. ’ ' :

) \ o

/ 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 of performance, including - sensory, intellectual,
eommunication, social, and motor abilities. The behaviors assessed

' seem to serve at least two purposes.

. The first use of indices is the detefpination of the indivi-
dual's abilities in rcertain areas of ability on the basis of expecta-
tfon_for age level. One disadvantage of behavioral indices, however,
is that in most- scréening instruments insufficient numbers of items
are present at each age—16691‘0r~in.any”9pe area of tehavior tc allow
for 'a complete understanding of an indiviaﬁﬁl‘sﬁabilitiﬁgi\x}n addi-
tion, some items are subjective and rely on parent—clinician agréement—
for scoring, for example, whether a child combines sounds or enjoys

making. noises. - ) "

v

The second use of screening tests is to serve as a first level
“gieve,” 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

B . 12 . N, a
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education and related services guaranteeafby,the law. ’Sugh a referral -
and evaluation are required even when the assessment is conducted: for
health rather than for educatfonal purposes. - . "

-

Without . a comprehensive assessment, planning for intervention
*cannot be achieved effectively. Screening -is mérely the first step to
this determination, And as such, is no replacement for a, comprehen-
sive, integrated assessment of the individual. The elements of this,
asgessment must be ascerqained by the direct and shared decision-
—making efforts of a multidisciplinary team who work :in cooperation
with parents and within the requirements established by law.

» Althbugb.variations exist in individual states, the identifica-
tion process hsually'includes the following sgeps: .' ' :

o

A." Screening: : B ,
e Initial assessment is conducted. . - | B
o High-risk indicators are- identified. - e -

_ ' : . : . \
B. Referral: Referral is made specific to a set of chief
' complaints or. concerns. '

. @ Consent for testing from pa;ght or legal guardian is .
received. : ' :
e -Decisions for assessments on the basis. of chief
complaint or concerns are ﬁetermined. :

C. . Assessment: _
\ ) U t
e Clinical—educational needs- are determined.

° A%?itional assessments are conducted as required.
D. - Meeting of the Multidisciplinary Evaluation/XEP Team:

e “Assgssment”findiggéiafe;shared. 4 I

e bre integrated.

3

‘e The presence or ébsence of a handicapping condition:
is determined.- : ’

e .
e

" , . . . . 4 i . - /,‘,
o““The-Indig1gggl}zed Education / Program (1EP) which
speciﬁiesiservites~to;he_ggliye;gd is developéd by
- parents anq\gr¢fession§15,(8eé Unit 1/
E. . Individualized'Education_B;ogram_(IEP) is’ Implemented:

o. - Serviges are delivered. oo

Q . . ' E ) 103 - )
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e IEP goals and objectives are monitored.
° ”Student.prdgress is documented.

F. Annual Review:

1

e The IEP team is reconvened.
° Current clinicalieducaticnal needs are determined.

e Appropriateness of the Individualized, Education Pro—
) gram and placement is discussed. -

° .Appropriateness of the Individualized Education Pro—
gram is reviewed and revised as necessarye. . :

T
G. Reevaluation: i . ‘
i N
e Reevaluation and assessments must be conducted.every
three| years.

If the child is first identified by a healthg9r~huian service
agency, a representative from that agency should ‘otify the local-
director of- special education who will initiate an assessment of the

child to determine’ the need for special classroom services. The ),

school district should be notified, even if the ¢hild is of toddler

age, so planning for the child can begin in advance. Many school dis-

tricts have preschool programs for children with disabilities. Heal
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.

I5S13S IN SVREENING AND IDENTIFICATION .

The purpose of screening and identification procedures is to
separate (a) those youngsters who demon 1strate no disability; (b) those
who are at-risk and will mneed systematic follow-up for eventual

‘determination of developmental gtatus; 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

C will allow resolution of the dilemma.

’

Other issues, including the need for early identification and
the use of high-risk approaches have been addressed prev*ously._zThese
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issues and‘limitationé of screening suggest an additional cohsidera—.

tion for health practitioners: CORFIDENTIALITY during the identifi-
cation process. Controversy regarding thne use’ of high-risk regis-
teries. and the ethical considerations surrophding-classificatioﬁ of
youngsters Wwith disabilities (discussed in the Introduction  of this

book), as well as the»possible discriminatbry 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, ;must be perceived as a é?n—
tinuing process, not' sporadic, Lrrevocable events., Caution is necCes—
sary both for test administration and for the way test results are
interpreted and used. ' - '

DEFINITIONS OF HANDICAPPINRG CONDITIONS

Definitions bf handicapping conditions provide a basis for
identification, research, and funding efforts. (As 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 demqnstrate'multiple disabilities, as when
such generic functions as inteflectual, affective, 1inguistic, and
motor skills are involved simul ously. Consequently, health pro-
fessionals need to understand t erns of behaviors demonstr#ted

by groups of individuals, recognizing that all disability groupsfare
heterogeneous, not homogeneous, in . composition and that- each indi--
vidual within a group is unique.- ;

¢

Because definitions ére 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

' gymptoms, behaviors, aﬁd/aeggs"0ccur over the‘life—time of an. indivi-

dual with special needs. ]/ Because of the misinte%p:etations related to
definitions, many. theoretical, research, and service—;elated problems
occur gnd'confound an understanding of the handicappin condition and
the iniividual.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
of fered. This list is intended as a preliminary outline of concerns
that can be detailed further by health professionals #n their efforts
to develop a more complete understanding of the various conditions.

/ . Lo -

¢
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[DENTIFICATION OF HANDICAPPING CONDITIONS '

-

,-Hapdicapping condf&ions included in PuBliC_Law 94-142:

© "1, Hearing Impairments, including Deafness

'+ 27--Mental Retardation .
3.) Orthopedic Impairments
4. Serious Emotional Disturbances
5., Specific Learning Disabilities
6. Speech Impairments s
7. Visual Impairments, including Blindness

'8, - Other Health Impairments ‘

hs ‘ )
M

1. THE DEAF AND HEARING IMPAIRED
A.  Definition: . 1 o -
{ . ,
"Deaf” means a hearing 1m§afrment which is so severe that the -
 child's hearing is impaired in processing linquistic information
through hearing, with or-without amplification., “Hard of hear-
ing" means '‘a hearing ‘impairment, whether permanent or fluctua-
ting which adversely affectsa child's educational performance,
but which is.not incluydad under deaf (Public Law 94-142 Regula-
tions 300.5 (1) and (3)). v S .
B. ‘High—RisEvindicators:. ' ’
Hearing loss can be congenital or acquired: 'Familiai history is
important since hearing loss can have ‘a genetic" basis. High-
risk indicators %ﬁclude: : : : :

v

Meningitis

e Rubella °
e Anoria ¢ -Encephalitis
[} Prematurity o Congenital Anomalies
‘e Rh-incompatibility e Cleft Palate
"6  Mumps - e Prolonged High Fever
e Ototoxiic. Medications e History of Chronic Middle
¥ b Ear Disease -

+

Béhavioral Indices:

£

. Inconsistent; awareness or response to sound or speech

° Soéiai'siﬁpational concerns: Withdrawn behavior, poor
attention;"dnd over-activity . ‘

e Difficulty with localizing the source of sound
. \

° Delay in the development of language andXspeech abili-
ties : ' ‘ L '

° Difficulty attending in group situations ith improve-
ment in a oné-to-one setting o Y c

Pt
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c. Classification_of Hearing ;npairmenté——lssugs for Consideration:
° Typeé (conductivg{/sensori—neural, mixed)

i

e Degree. _.-

o Age of onset .
A conductive hearing loss is caused by interference with the
normal transmission of sound through the outer and middle ear. Con-
ductive 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-meura hearing loss is caused by .inner ear
or auditory nerve dysfunction. An individual with sensori-neural
hearing loss benefits from hearing aid use to the extent that sound
discrimination is preserved. Mixed hearing loss is a combination of
sensori-neural and--conductive txpes; Management,strafegies such as
.those discussed above apply simi}arly to ﬁhe.cAre of a mixed hearing
loss. Some sensory-neural hearing: losses may-\be progressive. Regard—.
.less, careful and routine otologic\and_audiblogical follow-up of .indi-~
viduals is essential. - \ S S '

\ -

v

!
[
D. Assessment Issues: - : \» SR X
. . | o o Ny :
Assessment should be conductéd by a multidisciplinary team
and include, as appropriate and as requiréd by State policy,
_an otolarynogolgist, audio%ogist, teacher of the Pearing
impaired, speeéh-languagé pgthqlogist, educational Fpecia> :
. list, afid'a psychologist familiar with the uanique problems
N of individuals with hearing impairments.. = - 1
E” Issues to Copsider.in Planning Interventiom: : /
. . - \ . 4 . ’
\ ..

Intervention should include accountable %lecisién-malking_ in

the design of programs and strategies. A considerétion of .

\

the following is essential to the 'planniﬁg of -effective

intervention for youngsters with hearing.impairments.

] Early identification and earlj\ prégrams:' Auditory
- Approaches i . ‘

° Decision regarding oral or total c&mmunication
. . T !
o Amplification needs.

] Speecti and language therapy needs

o . Implications for learning in school:: Program Options-
,, and Support Serviges .
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® Implications for psychological development' .

e - Implications for life planning. involving the family,

‘peers, and other ‘health and , education - professionals,
including vocational and independent living specialists.

——

2, MENTAL RETARDAIION

Y

Definitionﬁ | .' . |

“Mentally Retarded” means significantly subaverage general
intellectual function, existing cpncurrently with deficits in
adaptive behavior and manifested during the developmental

vperiod' which adversely affects a child's educational perfor-

ance (Public Law 94-142 Regulations 300 5(4)),

‘ High{kisk Indicators:

Mendal retardation may be  caused by genetic, metabolic,
environmental, and pre- -natal or postnatal factors. Mental
retardation also can result as a consequencg- of ‘infectious
diseases, centralxlnervous system damage, U xic causes, or,
unspecified cultural-familial factors.

Behavioral Indices: . : : ,//

/

° ;Delayed acquisition of motor milestones

° _Delayed acquisition of speech and 1anguage skills

o Inconsistent patterns in the development of attention "
skills, eye-hand coordination, activities, and language
comprehension ' :

o Significant reduction in the comprehension and production of
language - '

° Decreased rate and effectiveness in academic ieacning
\

Classification of Mental Retardationr—lssuee\for conuideration.

° Range of severity - a

o Differential Aspects of’Deviang;Functions;‘including:

Cognitive skills

Judgment and reasoning abilities
Self-help skills

Motor abilities

Communication skills
Socialization skills

Academic learning abilities
Family-environment interaction
Vocational abilities

\ .
_..0.0..OOO
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gessment Isgsues: - _ "
a| Assessment, areas inciude psychological, medical, com~
* ‘municative; “sensory, ‘motor, education, developmental,
W and. socio—adaptive behavior ’
® Uée of non—digSE}minatory meﬁﬁods and instruments
° 'Evidencé of, three criteria: significant intellectual
impairment, manifestation during the ‘developmental
period, and impaired adaptive behavior |
Issues to Consider in Blanning Intervention:
o Educational program needs
e Least restrictive environment - i
° Independeht living arrangements, ) IR
e Vocational ;faining needs
o ’ s . ' A

e Family needs ' L o \

° Medical needs

~ . v

. .

3. ORTHOPEDIC IMPATRMENTS S

Definition: o l. .-? ',' . "\

~"Orthopedically impairéd' means a severe orthbpedicﬁimpairment

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 cauvsed -

by diéease (e.g., poliomYelitis, bone tuberculesis, etc.), and
impairments . from. other causes (e.g., fractures or burns which

Law 94-142 Regulation 300.5 (6))>.
High Risk Indicatofé: : . 7‘“\\;

-

Ortﬁobedic *wmeaifments, -.recognized- . as__,héhromgscular‘/ or

-musculpskelétalffimpaifﬁénts,v-may”'result'vffomf congenital or

acquired causes.. o

Behavioral;Indices:

: - N L B
e Delay in developmental milestones for rolling, sitting,
ot standing and walking activities. ' .
0"'ﬁack ofuindependgnce;in.self—care activities to include
locomotion, activities of daily living (eating, dress-
.~ ing, bathing). ‘ el -

109
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. cause contractures, amputation, cerebral ‘pélsy, etc.,) (Public - -

e
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e Loss of muscle activity or increased motor activity
(spasticity, paralysis, athetosis).

e Decreased arc of motion in joints.
. - - ,'// !
‘o Loss 6f or abnormal configuration of limb or body part.

v

. Classification Considerations:

I
¢ Type of fgpairment \

o( Site of involvement

/ ]
e Age of onset o
° Sensory, motor, bor sensorimotof disturbance (sensory:
lack of sensation palsy; "sensorimoter: C=-6 quadri-
qlegic) : :

‘e. Available Voluntary movement
oy A
: |

e Involuntary movement

e Available Arc of motion |

® Presence or absence of independent functional activities

N

' Asgessment 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, wmotor, emotional, and developmental
growth“éﬁg involved differently. For example, a child with
clubfoot ~and a child with a sfignificant non-progressive
central mnervous system disorder resulting from cerebral
‘palsy will require different as essment - techniques and pro—.
. cedures. -

'fhe 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-—
-
: //h361or, 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.

EQ . Issues to Consider in Planning Intervention:

’

e Early Intervention Programs: Determine specific needs

/ . .
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v,

e Integrative, gblistic approaches - for all .orthopedic
problems which' involye .parents along with ‘health and
education professionals as “primary” therapists

~

e Accommodation needs:

e Physical needs, orthotic and prosthetic appiiances
o Motor planning, tfaiq&ng, and facilitation

e - Adaptive equipment and adaptation of‘équipmenf
. o) ' ) : .
e . Environmental needs, e.g., feeding, grooming, bowel and
" bladder training

o - Architectural accommodations'

v’

T

° Augmentafive communication sysfems needs
° Currichlarwheeds and providervﬁqdels
° Social-vocational needs -and approprihté plaﬁniﬁg'

e . Planning for disruptions in educational . process iué to
need for medical/surgical intervention . , o

° Faﬁily assistance ‘ . . o

o Extended health or physical care needs.

!

4. SERIOUS FMOTIONAL DISTURBANCES

Definition: o . - ‘

: "Serioﬁély emotionally disturbed” means a condition exhibiting

one 94 more of the following characteristics over a long period
of ,/time and to a marked degree: an inability to learn which

cannot be explained by intellectual, sensory, or health factors;
gﬁd inability' to build or maintain satisfactory “interpersonal
,relationships with peers -and teachers; inapproporiate types ‘jof

/ :
/ behaviors or- feelings under normal circumstances; a general/or

pervasive mood of unhappiness or depression; or a tendancy to
develop physical symptoms jor fears associated with personai or -
school problems. The term includes children who are schizo-
phrenic. The term does not include c¢hildren who are socially
maladjusted but not emotionally disturbed (Public Law 94-142

Regulation 300.5 (8)).-
High Risk Indicatoxs:ic

The etioiogy of emotional disturbances can be genetic, bio-
chemical, or environmental/interactional.

113 -
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Behavioral Indices.

o 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

of -Inappropriate or bizarre content of communication
S \ 7
o Behavioral disruption, .g., significant aggressive
behavior, disruption in sleep patterns, regression in.
. bowel and/or bladder control, significant changes in
feeding behavior

° Irrational or exaggerated fears

,5 Periods of unexplained sadness, crying, withdrawal, or
lethargy e .

¢
=

o Periods of "ritualistic” behaviors, e.g., rocking, wash-
ing hands excessively, echolalia .

° Inability to tolerate change or alteration‘of routines

e = Excessive use of substances such as drugs or alcohol

e  Unexplained physical complaints”

cC. Classification of Emotional Disturbances——Issues 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’ {
o Age of onset . ’ . ‘ /
o i y
" D. Assessment Issues: .

° Establish current levels of functioning, e.g., cogni—
: tive, emotional, academic, and social functional levels

e Evaluate the factors that. interfere w1th the person's
resolution of conflict

e Determine the appropriate milieu for the ‘individual’ that
will facilitate emotional and cognitive growth

H

~

)
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"o Areas of assessment may include: medical,'psycho—
" logical, socio-adaptive behavior, and educational .
development.
Issues”zgycgaéider in Planning Intervention:
o T, : ) . ‘
o Mileau, setting; residential setting; other service
f~models. - -

° ':P$yqﬁiatric/PsthoiégiCal Therapy -
° \héea§ of the family.
o Related health needs
o Educational Elacemeht‘Optidns

® Speciél .therapy needs; (e.g., dccupétional 'thégapy,
. physical therapy, speech-language pathology)

5. SPECIFIC LEARNING DISABILITIES

. Definition:

. [%

I3

“Specific Learning Disabilities" means disorders in one or
more of the basic psychological processes involved in under-
standing or in using language, spcken 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 dysfunctiony-—dys— —
lexia, and developmental aphasia. The term does not include
¢hildren 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/mei?bolic imbalance,
. severe nutritional deficiency, trauma to e central nervous
system, or other acquired causes. 7 ‘.
Behavioral Indices—Include a History of the Following
Characteristics: ; N

o Inattention, distractibility, impulsivity

" e  Hyperactivity

/
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o Hyposctivity proﬁlems with eye—hand coordtnation

o Problems in orientation.and laterality

L3N

¢ Presence of'langgage"disorders§

. e Perseveration-

e Péerceptual motor diffggﬁlties

-\

e Motor imbalance PR : : '{

v v
/

° Problems in self—regulatiOn and social interacéion

\ . ) . . . . .
c. Clagsification of Learning Disabilities: Issues for Considera—

tioﬁi c ‘ ' ' _ .

©
\ 7

o Type of presenting1disability:

Disorders of listening

Disorders of “oral expression.

Disorders of written expression

Deficits in acquiring basic reading skills
Deficits in reading comprehension

Deficits in conceptual funétioning and meaning
Deficits in mathematical calculation

‘e Severity of presenting disability

D.  Assessment Issues:

. The goal of assessment is the determination of strength and
weakness patterns épd 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, speech—language
pathologist, reading specialist, psychologist, occupational
therapist, social_ydrker, and the regular classroom teacher’ .

E. " Issues to Consider in Planning Intervention:

e The type of educatioﬁal'progrém;_e.g., regular class
with additional services, the use of the resource room,-
or substantially separate program" '

The educational ‘training and experience of educators and
related service providers with individuals with learning
c(isabilities N -~

The coordination of related—serviée needs to the
education of the individual with learning disabilities

14




° Psychological ané counseling needs

e ' Pre-vocational and vocationaiwplanﬁing

o Family needs \

v

A.  Definition:

Lo T . . . = B ‘\
“Speech Impaired” ‘means. a communication disordef, such as.
gtuttering,_impaired ar;iculation, a ‘language impairment, or
_a voice impairment, which adversely affects a child's educa-
. tional performance (Public Law '94-142 Regulation .300.5:

. 5 (10)).b . ) . . . . . - v‘.,',\

B. High Risk Indicators: .
Speech impairméﬁts/lmay-,rdsult from7 étructhfal causes,
central or periph?ral nervous systems . disorders, mis=
learning; -or a sensory, cognitive, emotional, or acquired
basis (e.g., stroke~induced). : . '
' Behavioral Indices?

o Hearing“vimpairments

e Significant,éistory of‘éhronic middle ear disease in Ehe
first two years of life . : o :
. . [ >

° Structural disorders of the oral cévity, suchiaé:cléft :
_ 1lip and palate ' ' ’

e f e

"o Neurological disease or disorders

° iéck_of two-word phrases by 2 years,

e Lack of compreﬁension of name, 'body\ parts and ov common . .
objects by 2 years . e P

e iack of sentences by 3 years _

c. Ciassification of Speech Inpairments——lssues“for Consideration:

- Types of Disorders o " , ’ ;\‘ -

1. Resonance Disorders: Deficits arising from a dis-|
ruption in normal oronasal sound balance and:mostf'
| ’ commonly heard -as hypernasality -or. hyﬁonaSalitny
b . Resonance . disorders are frequently 'present in .thel
) speech of individuals with palatal deformity; €.g., -
cleft lip/palate. . S o -
. ' ’ e
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2. Volce Disorders: Deviations in the quality, pitch,
or loudness of the voice. The  basis of these
deficits may be physfological and/or psychological
in nature.- o - T . .

3. ‘Fluency/Rhytﬁh Disorders: .Disruptions in the
natural flow of connected speech. 'The most common
form of the disorder 'is stuttering. :

" 4, Articulation Disorders: . Problems in speech ‘sound
‘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
o or use ofian aughentativé 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 ; © e
D, Assessment Issugs}

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
gcreening 1is essential.’ Medical/neurological, psycholo—
gical, and related-health services dlso may be required.
Referral to-other specialists should:be made when indicated
on the basis of history, examination data, and other pre-~
genting complaints or ‘conditions. o ‘

Issues to Consider in ?lanningAIhtetvention: o ' y

e Early intervention programs T B /

' ' P . o
o Pre-school -and gchool-based speech improvemert/language
\ classes - ' :

/o " Psychological/éounseling support sYStéms

o Family support systems\
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/

o.. Medical-surgical intérvention -

o Frequéncy and duration of spegéh—laﬁguage therapies

/
/

@~ "AudPological assessments and/managéﬁéntn
/
/

- v ) / N
~ @ Consultation with teachers/ .

°: Educational implféatioﬁsﬁ €.ge,y.. impa?t of language
disorders on learning t7/réad and write

7. VISUAL IMPAIRMENTS
// [ / ’ ‘
Defi;xi_tion: . / o :

/

'"Visually Handicapped"/ meéns é visual impairment ‘which;

B.

after correction, _adyersely affects a child's educational
performance. The term includes both partially-seeing and
blind children (Public Law 94-142 Regulation 300.5 (11))..

High Risk Indicators:

"Visual impairments” may result from infections, injuries,
excessive oxygen neonatally, tumors, rubella, or other
prenatal and }mmediate.post—natal conditions, or may occur
in conjunction with other developmental disabilities. Two

_ categories of behavioral indices occur:

2. Visual Behaiior:

1. ‘Appéaranqe ofufbe Eyes:

o ?wollen or red-rimmed eyelids

K //Crusts near the lashes

; ~ ‘ .

. Frequent stiesh
/ Unusual diséharge from the eyes or alopg thg };dsv
° Eyes'appéar to wander when child tries to fccﬁ;-
o Pupils of the eyesrare of differéhf sizésa.

o Eyes that involuntarily move constantly

o Drooping eyelids (ptosis).

- @ Complaints of aches or pains in the eyes, excessgive
"headaches, dizziness or nausea after close eye work
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° Sduinting, blinking, frowning, facial distortioné,
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

o Undue sensitivity to light '

o Holds reading material too closé:or too far awafj"
frequently changes the distance of reading material. -
from near to far

° 'Head thrust forward or body ;énse when viewing
distant object - T e

" @ Inattentiveness during reéding; cannot read for long
. periods without tiring; reads more poorly as time.

gpan increases
| | " |
o Tendencies toward reversals of letters and words or
confusion of letters and numbers and similar shapes

e Poor spacing in writing
c. Classification of Visual Inpairnents——lséues for Consideration:
o Site of lesion _

° Type of disorder: visual acuity, visual field limita-
.tion, progressive eye disease (e.g., glaucoma), physical
condition which may lead to gradual vision loss (€8s -

- diabetes), .and binocular vision. problems. '

e . Severity of disorder

> e

, o General level of functioning

/' e Age of onset
D. Assessment Issues: S

R Assessment of visual impairments shoild include medical
(including ophthalmqlogical), educational, and psychological
evaluation. A family health history may indicate 'a poten-—
tial for visual handicaps; for example ; -prenatal maternal
disease. - Tests. should include visual'aguity; physical ap-
pearance of the eyes, muscle imbalance, and color vision.
Degree of dependence in exploring and dealing with the envi-

_ ronment, compensatory ‘methods of discrimination (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. ‘
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Isgsues to Consider in Planning Intervention:
e Medical management, need for surgerj or glasseS"

e Type of educational setting -

o Ambulation and pérapetic training needs

‘o ;:Usé of special equipment; i.e., records, typewritéfﬁ;"

“brail imprinters, talking book machines
© Mobility issues; home environment, transportation
e Pre—vocational,and vpcatiohal aspects‘

o Personal and social intervention needs

8. OTHER HEALTH IMPAIRMENTS

Definitioﬂﬁ

"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).

7

High Risk Indicaﬁors: o : o

Health impairments are ‘considered handiéapping conditions
under Public Law 24-142 if, as a result, the - child requires
special education and related services. The causes of

__health impairments are too varied to ligf and may. be con-

genital or—acquired. Behavioral indices may include any of
the indicators listed forjother-disabilities.

Classification of Health 1npa1rnents——lssugs for Considetatiaﬁ;“fﬂ

o Type“of impaifment

e Specification of functional limitations in
sensdry, motorgAintellectual, emotional, stamina,
independence, or other areas - ‘ oo

) Severity '



=110~ ‘ \

e Age of onset

e Presenting syﬁﬁf&ﬁ%}méfg?f“ffé&ﬁéﬁf”ﬁaiséizdfes'":. S
D. ’ Agssegsment Issues: L
) o o
Assessﬁent ‘must be mgltidisciplinary. and multifactored
“including appropriate medical, education, socio—adaptive
behavior, and psychological components as necessary.

e,

E. Issues to Consider in Planning 1ntervention: . - :

An approach which .integrates the unique and differing ways
various diseases affect a child's 1life 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 managéd
realistically in all aspects of the child's 1life 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:

e Alternative settings:  hospitals, rehabilitat;onv cen—
ters, home—-bound instruction ; ‘

° Adjustments in scheduling to accommodate medicél inter-
ventions or loss of stamina ' ’ :

o Need for life support or other speéial equipment

e Related service needs

° Preparation. of educational personnel for mmanaging;jthé
child and providing assistange to peers in clarifying
the child's condition and needs

""_wnen health professionals inte st with c¢lients in their profes—
sional capacities, they deal with nly one aspect of the individual's,

life. Dieticians look at . the /person’'s nutritional needs; dental
hygienists view the person's dental health; and so on;L;fs necessary
as these roles are, the result/ can be like the perso

deﬁgribidg an elephant by only/experiencing the elephant's trunk. For
this reason, health professionals and educators. must collaborate in

conducting screening and agsessments of .handicapping conditions in’

.

children. The following récommendations' from—the Boston Conference
on Screening (MEIR, 1976b)/serve to summarize this unit and to provide

a framework for an effeéyive identification program for children with

disabilities. : : ) et _

/ 129

ho is blind
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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—:
priate,;ntervention and follow-up strategies.

2. Al screening programs need to respect the rights of
 individuils and their families, A clear statement of
_what the results are, how they will be clarified, .and
the jcourse of assessment need to be specified. This
recommendation - increases the roles and responsibilities
“of health professionals to (a) understand the roles of
othe% professibnals“in”health’caré; (b) develop- intra- -
and ‘interprofessional cooperative relationships; (c)
formulate appropriate referrals; and (d) provide appro-
priate advocacy for persons in their care. '

3, -All screening. programs should be seenJ%@ continuous
processes that .survey fanctions throughout the young-
ster's development. This\is critical to ascertain the
possible presence of‘_earfqu missed conditions, to
account for the emergence of “new" problems as a func—*
tion of age and functidndl'lé&gning demands, ‘and .to
allow for the removal of the individual®from risk cate-

‘ gories when problems are resolved. C
e o . . o |

4, Screening without appropriate follow-up and intervention
is futile. \ . _ ' -
. . . l} . .

i\

5. The poor predictive validity of: screening instruments in
some domains--for example, intelieétual or communicative
abilities--warrants their careful use. '

6. At all points in the identification process, a coordi-
nator or coordinating agency should exist to ensure an .
integration- of screening, referral, assessment, and - .
serJice delivery activities., - = : :

7. Agencies should'prqgidd,timewfor“stéffffa'ﬁﬁaifg’fheir

Knowledge —and 8kills regarding identification methods,
instruments, and legal requirements .via ingervice 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 éysteﬁslgervingargral and -
itinerant populations need to'bg;imprOVed and expanded.

Ta o i ¥




~112~

s REFERENCES

ir, A.S., Kuban, K. Kleinman, S.N., Scavuzzo, A. "Issues in
Language Disorders: Considerations of Cause, Maintenance, and
Change" i1in “"Contemporary Issues in Language Intervention,”
Miller J. Yoder, D.E., and Schiefelbush, R. (Eds) ‘1983, ASHA
Reports 12, American Speech-Language-Hearing Association,
Rockville, MD. : -

Burrows, Oscar K. 8th Mental Measurement Year Book, 1978 (2 Volumes),
\\\Efyphon Press, Highland Park, NJ. e o

Liebergott, J.W.,.Bashire, A.S., Schultz, M.C.. "Dancing Around Making
Strange Noises: Children at Risk” in Language Disorderd in

Children, 1983, Holland, A. (Ed). College Park Press, San

- Diego, CA. I g ' '
Meier, J.H. (Ed) Background Paper.. of Boston‘Cenference. Screening
and Assessment of Young Children at Developmental Risk, 1973,

U S Government Printing Of 'ce, Washington, DC.

Meier, J.H. Screening_gnd Ase +nt of Young Children at Develbp;

- mental Risk, 1973, U.S. Co.. wvent Printing Office, Washington,
DC. : . , _

Ramey, .C.T., Trohanis, P.L. and Hostler, S.L.. An Introduction -in:

Finding and Educating High-Risk and Handicapped Infants, Ramey,
C.T., Trohanis, P.L. (Eds), 1982, University Park Press,
Baltimore, MD, L S

a

~

.Smith, Barbara J. -?olicy»options'Related to the Provision of Appro-
priate Early Intervention Services “for Very Young Exceptional
Children, 1980, The Council for Exceptional Children, Reston,
VA. . : ) : : ‘ ’

ADDITIONAL HEADINGS

Developmental-Behavioral Pediatrics. - Leviﬁe, M.D,, Cafei,'uﬂ.ﬁ.;
Crocker, A.C., Gross, M.D. (Eds). 1983, W.B. Saunders Company,
Philadelphia, PA. ' . : ) | ‘

s

{ . .
This volume is divided into eight parts that deal

with variations in -child development over .time, fac-
tors that change the course of development, techniques

for assessment, the major ‘developmental disabilities,

issues of team management and the contribution of’
different participants to the care of children with

developmental problems.' :

T

5e
-
%)
oo




-113-

Issues in ﬁhe,Classificatidn of Childref. 1975, N. Hobbs (Ed) Volume
,;wrw”I'and II, Josey—-Pass Publishers,lSan Francisco, CA.

This comprehensive two-volume work provides a systema~
tic examination .of issues in classification, screen-—
‘ing, eduéation, and needs of the various. groups of
handicapping conditions. C ' . -

v

Mainstfeaming'Preschoolers, Vol. 1-9. Project Head Start, U.S.
Department of Health and Human Services, DHHS Publication Number
OHDS 80-31111-31119, '

Provides definitions, observational checklists, issues
in mainstreaming, and management ideas. Each volume
in the ‘series covers children with a different disa-
‘bility: health impairment, hearing impairment, visual
handicap, orthopedic handicap, mental retardation,
learning disabilities, speech and language disorders,
or emotional disorders. ' “ i

"Psychological Assessment of"Haﬁdicapped Infants and Young Children.

1982, Ulrey, -G, and Rogers, S.J. Thieme-Stratton, Inc., New
York, NY. ' L :

" Provides a comprehensive examination of _ issues and
. methods involved in the determination of psychological
' Essessment of infants and preschool-aged children and
. implications for planning and coordination. - .
. .The Practical Management ~ of = the Developmentally Disabled Child.
1980, Scheiner, A, and Abroms, I.F. (Eds). C.V. Mosby Company,
St. Louis, MC. '

This book provides an in-depth examination of medical

issues related to the developmental disabilities, as

well as a consideration of dental, motor, affective,

psychological, . and communicative '~ needs ~of the
s individual with a handicap. ' :




UNITS

Referral, ‘Coordination and
Management of Services
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UNIT 5: REFERRAL, COORDINATION AND MANAGEMENT OF SERVICES

Purpose:

¢

. PURPOSE AND OBJECTIVES

Ko

To explore appropriate .strategies for referrél, coordination,
and management of health,. education, and related services for
"”""‘““—youngsters*wtth*disabilities;rff————~*f-vffxr:~~» —

~ Specific Objectives:

At

5.

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

Identify -referral sources within their particular health
agency or facility. . .

Identify local, state, rggionéi; and national'resourées for
services for children~and youth with handicapping conditions
and their families. '

Identify and use existing netg&rks of community, parent, and
disabled consumer groups to assist 'and support parents and

siblings of handicapped children and youth.

Use procedures for making p@fer;als for appropriate educa-

tional and health-related services, consistent with profes-
sional roles. [ '

'Facilitate and prdmote’cooperq@ion with.oqher,héalth*related"
and education professionals in- providing services to' child-

ren and youth with disabilities.

Identify, use,'aﬁd promote the use of effective fdilowsup
and case management “strategies to facilitate children and
youth receiving appropriate gervices.’

_ Facilitate the parents' active - involvement throughout the

referral process in such a way as to make the best use of
their knowledge and expertise. ' k '

0N



- - UNIT5 -

Coordinating Services for Youngste}s with Disabilities: A
- Parent’s Perspective -

- JAYN-WITTENMYER

. . ’ . ' {’V - .
In the preceding unit, indicators of . handicapping c éditions~

were presented to assist health professionals in ‘identifying children.
with unique education and related service needs.  Once needs 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 havé direct respomsibility for
identifying and coordinating such services themée}ves. 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 of services, 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 for her
gservice 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, including’ psycho-
" 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
_ between myself, 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

it ) ST ’ ‘\\ | ‘ ' 1.26
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professional advocate to assist other parents, profes-
sionals, and the general public. in understanding the
' rights and needs of persorms with d1sabilit1es.

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 €ducation providers, whether or not they interact directly or
consistently with youngsters who have disabilities.” Without ‘the
additional ‘effort required for coordinating and managing such ser-
vices,  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 somé 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

3routine 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 toO
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:. care+~,Dwindling—resources——professional

competition, and the lack of interagency coordination result in  yet

more service delivery inadequacies. In addition, many services simply"’

are not -available to be coordinated. When this occursﬂtthe health
professional must manipulate systems or parts of existing:Tresources

creatively to develop meaningful services for. a particular child.

Collaboration and cooperation between and among professionals in

health and in regular and special education .are essential to overcome-

these barriers. . -

This wunit 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., . . .

'



IDENTIFYING AND EVALUATING SERVICES AND AGENCIES

'A good first step in learning the .referral process is to
understand the process used for referrals in one's own agency and/or
organization. It will be important for the health care provider to -
identify the person in the agency who is the reférraylcontgét}and to
. gain an understanding of how referrals come into and gofdut‘of the
agency. The procedures and forms to be completed shoul@[be/reviewed
and information. relating to the agency's responsibilitiés“and pro-
. cedures for follow-up. services should ‘be identified prior to client

contact.
Making a Resoutce-ngg;'

Once: the ‘referral 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>iagéncy, 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 Wwith disabilities. The state agencies’responsible for
public education and/or social services should be contdcted 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"deYe}op-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 them 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 Public Law
94~-142 (discussed in Unit 1), the local school syétém 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 eonditioﬁ. ‘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 partial 1list- of potential specialized
services. These ppbgrams may not exist in. every community, particu-
" larly in rural ~areas, 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 these 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 through local health and human service agencies and should™ ™

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.

H

_ Specialized Service
1. Regular and Speeiel'Education“"
programs and related health
gervices. :

2. ,Screening Clinics for hearing
./and vision. C '

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,;§gecial Day- Programs offer a
variety of social, daily living,
and pre-work skills training.

C:f!',' . ‘ - AV
‘5. Parent Support Groups for parents
- of children with handicapping
" ‘conditioms. .

6. Sibling Supp;}t Groups for brothers
and sisters of individuals wit
disabilities. - A

.
f/;:f{-'

-

Where to Get More Information

~ Local school Ehperintendent'si

office.

Local health departmenf;'
school nurse; or Crippled
Children's-agency.,

Local health department; also
see listing of disability
organizations listed in.
Appendix'SBl. .
o (.

State or local  education
agency; vocational/technical
center; office of vocational
rehabilitation; or organiza-

‘tisns listed in Appendix 3B,

Contact one of the organiza-

tions listed in Appendix 5B
under the specific disability
of the,child‘involvgd;-

. Usually organiéed ender the
_auspices of a parent. group

such as the Associatfion for
Retarded Citizens (ARC) or
other organizations. See: ..
Appendix 5B. v -
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Genetic Testing/and Counseling
for individuals at risk of having

or transmitting genetic disorders.

" Home Training Programs for young—\

sters with disabilities and’ their

"families.

10,

11.

12,

13.

14,

'»'resources a
to- access hem.

15.

o T

Specialized Recreation and Leisure o

Activities. These range from
holiday parties to-regular-day -~ -
activities and summer. camp
experiences.

Vocational or Workrreadiness
Centers for youth and adults
with disabilities.

e
! -

Coungeling sernices for persons - -
with disabilitles and their
families..

j
-

Respite Care which may include

. gshort—term child care, emergency

services, and vacation planning
assistance.' : :

Out-of-ﬂqne Living Arrangements
may include boarding homes for
children’ attending special schools,

foster care,’ group homes, half-way .

housesy specralized nursing homes,
and state'institutions. '

Infornation/and Referral Servicea
to assist iﬁ/identifying available
d information on how

Financil'”zsaistance to indivi-
duals wifh dfgabilities and

ﬁocal
'\bound instruction for
children nable to attend

-~-of—Parks-fand—Recreation; or.

.Appendix "S5B. .

Local health department

schools offer - home-

classes; [ contact ~ community

" gocial services agencies to

assist families to care for
and adjust to children .,

_with didabilities.

- Commupity Action Agency 1if

one-qéigtsf local Department

organizations listed in
Appendix 5B«

Local vocational rehabilita—’
tion office; /school district
vocational ucation director,
or organiza ions - 1isted in

Tl

Community ental health

center; Crippled Children's —
ServiéesE or -school district
psycholo dcal '
department. [

services
séfvice‘agency.

o
Lo

Local-socia

R

Local education agency;
department of social ser-
vices; mental health, or
mental retardation agency.

- Usuallya runcc1on w1Lu;1 '
‘each agency and organization.

Two national information
services are listed in~

Appendix 5B.

Local -social security office
for Old Age, Survivors, and

k]
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their families to help meet
basic needs. '

16. Transportation Pr&gr
persons with handicapping
conditions may include-safe
and appropriate mass/transit,
~air transportation for indi-
viduals, and funds for acquisi-
tion and improveme & of
transportation veh?cles,

. equipment, and fi7dlities. E

General resources are those available to all -‘members of éociéiy,

- Disabjlity Insurance (OASDI)
and ‘Syipplemental Selurity

Income (SS1) programs.

Airlines will provide infor-
mation on reduced air fares
and othér assistance to per-—

"gons with disabilities and

their attendants; contact
the state or local department
of transportation for other
information. - :

_not_only to th&ge with handicapping conditions¢x==0ccasionaffr?zbné“"
hears of a health club or social organization denying membership to

persons with didabilities.

It is unlawful to discriminate on the .

"basis of a handicap; therefore, persons with disabilities have the
right. toVJparticﬂpate in programs and activities available to the

general public.

_ Through/ their knowledge of general services, the

. health care profesgional/can assist parents in obtaining support and
respite services_from’th? comnunity at large, and increase the quality
of life for youngsters with disabilities. The following are examples

of genefal community resources.
| . : :

A}

| .. .
‘General Services .

1. Medical Care unrelated to"a -
dTsability from phyéicians,
‘dentists, and other|medical
professionals. EE

2s Déf"Care for ﬁbrking parents;
nursery schools. :

"3, Children's educatlomal, social,
recreational, and/or religious
programs.

4, Sinélé Parent Groups offer
" support, information, and

social activities. -

5. Suﬁpért for Children in;single“
- parent families.

6.'?an11y Planning Assistance.

Where to Get Information

L

" Public Health Department;

i

Yellow pages of the telephone_-

difectofy' ’

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 Sister

" Program. :

Community health clinics; .
Women's Health Clinics;
Family Planning Organi-
zations. :

&



-123-

7. Child Abuse Prevention and Local human éervicg!agency; \7
‘Treatment. Handicapping , health'department;ﬂor ol
conditions have been :both a: Parents'_Anonymous; ' e

consequence of and a suspected |
contributing factor in child - - ﬂ
abuse and neglect cases. ‘ S

i
/i
. v . : . //_
8. Food and Income Assistance . " Local food Stamé/office;

|

programs such as food stamps, health déﬁartmeﬁt; local )
homemaker services, the WIC public assistarce (welfare)
program (supplemental food agency. / =

program for women, infants,
and children) aid to families
with dependent.children.

"9f'Fﬁﬁaf51§15§;'36Cia1'and gexrvice ’WSocial'énd‘,%aterﬁal“orgahi#—"~-
! activities. ~ s -zations suqﬁ as Lionsj; Elks;
' : Shriners; Moose Lodge; Junior
League; Baﬁinéssvand_Profes—u
* gional Women's Clubs; A
Jaycées;/@aycettes; and the
Veterans//of Foreign Wars.
10. Advocacy and Legal assistances PubliC/interesp law firms;
’ : : : League//of Women Voters; :
. state ‘Protection and Advocacy
“ ‘_  Officé (listed in Unit 6).
~ Agency services are appraised initi;lly to determine their
guitability for inclusion in the resource’ file and potential for
. meeting the needs of youngsters with disébilities. 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. SR J S T
Agency Name . ,
Address - .
Phone Number ' S
‘Contact Person’ Co
_Office Hours '
Description of Services
" Client Eligibility Criteria
referral Procedure / -
Fees/Costs - Lo '

s <
7

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 "betfer than other agencies? What should the
" parents bring with them for their. first visit (e.g.,'birth;certifi—‘

cate, insurance card)? ,1Is one contact person more sensitive toO

families of children with\diéabilities than another person at that -

a,

\~ ‘ ' o L

[AV]
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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 information required. What are 'the agency's follow-up

policies 'and procedureg? How much time will it take,to“receive the
service followingia referral? : -
MAICHING THE CBILD 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 the two

together. In addition to knowledge of the child and community-

resources, _this .step requires good judgment, sensitivity, tact,

Apatience, and persistence.

) 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

l.criteria.. It is not unusual for agencies to retest children referred

“to 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 .eligible 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.

3

— r

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 1is mecessary particularly when no match can be .made between the
child and .currently available services. In addition, for rare
handicapping conditions, services are regionalized and/parents may
need to travel gut of state to obtain treatment for their child.
Unfortunately, no quick formula or easy solution for matching?
children and services exists. The best preparation for this step 1is

‘to find out as much as possible about one 's community and state

services and to carefully review the child's diagnostic records before
attempting to make a referral. Carefully summarizing the reasons for

' the referral will help the intake worker at the referral agency deter-v

mine if indeed a match is made. = . 4

? . . ) .
i - . L@
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Working with the parents through a systematic problem—-solving
process should help in making referral decisions. Thus, the needs of
the youngster'must be clearly. identified and defined, resources
systematically reviewed and analyzed, and .criteria determined for the
best solution. Comparisons are made for costs, eligibility reqhire—
ments, distance from home, and so on, until a.proper fit is assured.
Sometimes a. phone call to verify some detail can save, parents a wasted

"~ trip. ' ' '

. : ' y .

The following case study i{llustrates the process of mgtching the -
child's needs with appropriate services. In this example, the child,
Mary, is eight years old and has mild cerebral palsy. She is moder—
ately retarded, moderately overweight, and has controlled -seizures and

—ggthmas=—SWe—1iVeég at home Wit h~both~ parents ~and attends a spec fal—
education class. Mary's parents are devoted to her but after eight
years of constant searching for medical, social, and educational
gservices and = maintaining their 'daughter on a limited income, they*.
both feel frustrated and exhausted by their efforts. . The service
needs identified by the care provider and with Mary's parents are
1isted below with the agencies most likely to’ meet the needs. -

Services .Heeded : o . Refer to -
Family Support Program S Agsociation for Retarded
o ' Citizens . -
o i o _ o ,
Weight Control Dietitian/Health Dept. .
" : : . ' o . //
Case Manager to Coordinate - _ Medical Assistant/Parent/ :
'Scho%l and Social Services _ Special Education Ieachgr
_ Respiﬁe Care ’ ' : 24 Hour Residential

. Program/Mental Health Agency/
L g _ - Title XV Social Services

’ A E . " Agency . .
Pental Careifor Seizure Victims Ded{;1 Hygienist
/Training in Walking, Sitting, PT, OT/Crippled Children's
/Motor Skills ‘ ' : Services ‘ '

! , Once.éefvicé 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
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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. ' o

The following section discusses types of referral and teSponsi—
bilities of each party in the referral process.

USING REFERRAL PROCEDURES

Types of Referral - .

~As noted earlier,"the. roles, 'rélationships, and professional
_responsibilities of the health care provider will determine general
referral activities and procedures. Further decisions will concern

the type of referral provided--direct or indirect. With the indirect -
referral process, information on available services is provided to the

parents- and the responsibility falls on the parentsf'shoulderé 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 - -

- i?direct 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 telephoné number of a specific service also would be con-
sidered an indirect referral. The parents then would take the respon—
gibility for contacting the referral source and for following up when

necessary. -

Indirect referral is -used primarily for ' two -reasons. First,

when the-parents 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 im the

process. Sométimesaindirect'referral information is provided to let

_the parent- know that services are availdble and that they, the
parents, are not alone in seeking services for the child. S

‘ Tﬁefditect réferral is a ﬁ:ocess‘in which both the parént'and
the health professional take responsibility for the referral contact

and follow-up. Methods of’ referral include. telephone, written -

requests, and personal contacts.'

One methad of difécﬁ referral.is when tﬁgnheélth professiohal

makes a telephpﬁq referral on behalf of ‘the parents who have a child
. with a disability.: This call may be made to an agency or organization
providing either'a'genera1~service or a specialized service and may be

directed to a personal friend or.trusted colleague of the health pro=
fessional. With this approach, the health care provider generally

A\
LR

e
w
e
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1

makes the first éppointment 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
appointménték A written referral also may follow a telephone contact
to satisfy agency policy, to provide additional data, or to fulfill
the request of the referral contact. .

A
\

Whether the child is referred by .telephoné or letter, it is
important -tq 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 processwﬁwNaméTeaddres&Frand phoneinumberushouldﬁbe—included+so4

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 going to use thi
information? - How useful will the inforpation be to the service need
of the -child or the\parent? For instance, the health care provide
should not ask about the sex 1ife of the parents prior to the-child’

birth unless. the relationship of how that information iz relevant- to
the child's present service needs can' be illustrated. Respect the.

Y
I3

parents' right to privacy.

The - last point to rehember in . providing information about  
youngsters: with handicapping conditions is confidentiality. Remember .-

to obtain the parents' permission’ to share information about their

child. Store test data and other information in a safe place and do’

not. release it to anyone withqut the parents' permission. (See
Appendix 5D for a sample releasejfotm.).'

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 paféntS,/if,availablg,ﬁbe present - at 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 ¢child ‘must  follow prior. to the referral visit (such as

abstaining from solid food for several ;hours, bringing a-urine‘samplg,\

current medications or special adaptive devices)?
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“When making referrals, do remember to:

Provide reason(s) for referral;
Include all relevant data;
Respect parents' right to privacy;
. Maintain confidentiality of records; and
Help parents prepare for the appointment.

o
"R XX

PARENTS' BOLE
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'solutiéhs and collab-
oration in ~the “remediation stages. = The health prd%essional should-
help parents understand what, services their chi}dfén'may need, where
these services are available, and how parents-may obtain these ser-
vices for 'their children. One aspect of/xﬁe health professional's
responsibility in helping the parent understand the process is to
"1isten” to what the parents say. As-noted in“Unit 3, through active

- listening, the health care provider:can determine whether parénts.have

- A

understood the explanation of the service(s) needed or whether the

——

parenfs\require,more inf rmation or support concerning the referral
process. : : i o :

]
“

— ——It—{snoteasy 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 tien make the best decision for their child. Unit 3. on

" Communication provides general strategies for interpcting'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. ' '

o 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 1istenfcarefully in a problem solving
‘approach rather than simply to give directions or
soTiitions to parents. Parents have valuable data
which can be used in addressing their child's ~
needs and should be considered part of the team
‘with . the professional. Through collaboration 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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e A parent may refuse another referral agency recom-
- mended. by the health professional because of a
veerniernac.:PE@ViONS. bad . experience. with. a..xeferral . agency....
The professional needs to understand the history
of the situation--needs to understand the parents’
. previous . experiences——-before attempting a new
referral which may be the parents' tenth such re-
ferral in as many months.

e 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-- profes§ional's diagnosis or
treatment, this parent may need a parent—to-parent
referral. Another parent may be able .to "get

" through,” whereas.the health or other professional
may have failed. : -

‘e And 'lastly, a health care provider must remember
that he/she sees the child for a limited period of - -~
time, while the parent has 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 coBdition or needs. Aléo, in unfamiliar
surroundin; a child may act or react quite dif-
ferently tham when in familiar surroundings such
as his/her home. ~ ' ‘

©

FOLLOW UP ON BEFERRAL

. Following up 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 refexral. The parents may want-to thank the health profes-—
siondl for guiding the family in the best direction for their child or
to expressi’their negative reaction to the referral -staff or service
recommended. Sometimes parents will seek clarification and/or under-
standing @f what they heard from the referral source or they may just
" want to talk about taeiy child and his/her service needs., 'Maybe the
parents want another veferral 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. B

B s
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Next, the referrer should contact one or both .parents. If the
parents dii not keep the. appointment; discuss what can be done to
assistmghgghip»;ggghggglgggi;mIhggg"may have been legitimate reasons
why the appointment demmissédf—'KEEYE?“EﬁngEYEHEEWfHJEsfffﬁgwfﬁgﬂww
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:
e client's name i o service and date requested
e referral agency : e date of -initial contact
- @ contact person e date of service delivery
‘e referral method (phone or e comments on quality of
letter) o . 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. ithen delays are -
noted, a phone -call is in order -to determine the cagggypf”the delay

and to assist, if possible, with any problem uncovered: s

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 parentag_hlnc1Uding an agency response form

-—at-—the—’time——Of——referral——ean——save——those__making__referxals__fxgm__
repeatedly'calling agencies to follow-up on a referral (See Appendix
5F). 1f 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 delaye 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
also must be coordination of services among the health and education

rofessionals. One persqn must assume the role of case manager to
injure each service is and continues to be appropriate for the child's
needs and that additiomal services are added as needed.

The pr0§gssional providing physical therapy, for example, also
should understand how such inteérventions affect someone else's role,

¢. whether it be the “special education teacher, speech—language‘patho—
1oéist, dietitian, occupational therapist, or regular education

!;BJ‘;‘ . :\ ' | P . _1:3{}




common household objects when the - teacher uses thé term "couch” to
identify an object, the speecq—langpage pathologist uses the word
SAgvant “for “thegamé “object; Tand therparents/p@éffhéfWUrd”*sﬁfin“”'
This confusion can be correct¢d ‘easily by coordination and communi—!
cation among providers, parjﬁyé, and the child/ ‘ ' - o

teacher. Consider the child'syconquidn.whenvlea fing to identify

Many parents have assumed the role of manager for their child's
service needs. This may/be the moéfnaasﬁrahlﬂ;and_appropriate role
for the parent. However4 this does not/let the health or educational
professional off the hook from assuming’ any responsibility for cbordiT
nation. Team work i§(%eeded throughpht the child's growth and devels
opment to assure the child's needs are -met appropriately. J

. _, )
To assist in this coordiphtion, our family used a’ 7
"traveling"” notebook. /Amy carried a note book to [
school so that her teacher, language specialist, !
ph&sical 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 ' i ‘
saved time by not having to repeat the same activities Lo
or concerns. ' . h '

g 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
——happens_more_ixequentlyvxhan_health_za;eﬂ4ummidera_xgcggnLgQL__Ihﬁ;;
following example from my own experience illustrates this point.
“When Amy was fifteen and in a Milwaukee Brace for.
- scloliosis, 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 o
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- ©o
~ 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 during’ 'the exercises
designated by the physical therapist.

e
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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 education 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'fura1 communities),
or .support or lack of support by some professionals on the team. All
professionals, whether or not they assume a case management function

should"féke the responsibility of ¥inding out what other services the
child receives and determining what coordination would be appropriate

:.under the circumstances.

Professionals and ﬁarents working together on behalf of a child
with disabilities havé been described as the "glue" that really makes
the system work. This always is easier to write on paper than it is -
to put into practice. Most people believe;in coordination until some-
one wants to coordinate them. Professionalism, turf issues, person=
alities, and reimbursement Pol: cies all seem to be excuses which pre-

" vent services. from being coo dingted and provided in the best possible
way for the child and/or the \family. = : _ A

\ .

SUMMARY AND COECLUSION ,

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 bqen'explored. Not surprisingly, the real key to
referral, coordination, and management of services for children with
disabilities and their families is COMMUNICATION--with the child, with

‘the family, and witﬁ'tpg child's other health and, education service
- providers. ' ’ : : : :

Lt

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 learn to listen and communicate.
The one complaint I hear most from other parents,

family members, and persons with handicapping condi-
';tions'iS“that”the'professional didn't listen, didn't
appear to hear what parents wanted for their children.

o -Healtﬁlprofessionals play a vital rolé 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. N
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 ADDITIONAL READINGS

/ 13

Cﬁéck List of Income Tax Deductiﬁles ‘for Medical Expenses. 1980.
United Cerebral Palsy Association, Inc. ' Pamphlet.” Free.- -

A helpful resource to share with ﬁérents. A

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:fhe findinggﬂggwgﬁgggdonfﬂa,sampling«ofmseven
infant centers located in the East, Midwest and Far :
West . ' i ' TTTT———
Psychological Consultation: Helping Teachers Meet .Speciai‘ Needs.
Clyde A. Parker, Editor. 1975. The Council for Exceptional

Children. 270 pp. Price $10,00, members $8.50..

Services Qnd ﬁractices‘which help special and regular A
teachers, principals, and support - professionals work
_togetber*iﬁﬁmainstreaming exceptional children.
Rural Resources. 1980. Unitéd Cerebral Palsy Associétions,'lnc.,IIS
'pp. Free. . ' ; . - ' o S

A listing of rural organizatiéns and agencies across
the nation of interest to persons with developmental
disabilities. ‘ - .

v
r

- Special Education'and‘Pediatrigsé A New Relatiohship.,-A special
issue of Exceptional Children. Jan. 1982,  The, Council for
Exceptional Children. 96 pp.. Price $5.00, members- $4.25.

A COilection of articles discussing the role of thé_
pediatrician in collaborating with education and‘rela—

ted service providers.

<

Guide to Community Awarenes and Interagency Cooperation. 1981, "
Jacquelyn O. Jones, Kathleen Petisi, Carol.S. Eagen, and Amy L.
Toole. Board of Cooperative  Educational. Services. 119 pp.

) " This guide explains methods for helping professignals
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 emcourage

attitudes of sharing and t eamwork.
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PURPOSE AND OBJECTIVES

Purpose:

.To.clarify the advocacy needs of children and youth with handi-
" capping conditions and. the diverse roles health professionals
may assume in the advocacy process. o

Spfg}fic”0$jectibves:

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

1. Idéntify and pfomote the advocacy ‘needs of children and
" youth with handicaps. . , : '

' N - ' e ~ i
2. Discuss the concept of "advocacy“'and promote an advocacy N
role for professionals in health. oL e
. o [ " _ B o .
3. Describe the different models of advocacy and .their approp-—
riate use by health professionals. :

b, Identify existing or pdtential _coalitions and independent
* groups with whom to effectively advocate on behalf of
children and youth with disabilities.

5. Identify and Jutilize\ resources “for ‘effective advocacy
appropriately. " "

-

' 6. Idénéify barriers to and soldtions.fér_efféctive'advobacy.4
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_ Most children are expected to grow into independent adults who
are able to survive, even flourish, in the_competitive world of
coptemporary American society. Over the centuries, the family,
school, church, and other;‘social’.institutioné have evolved as-
mechanisms _to- ‘provide the support, protection; and education those
children need to accomplish the growth expected of them. '

e e

. _ . e o .
_ Until recently, society had quite different expectations of
—ehildren— with disabilities.- # If they lived’ at—all, and their
‘disabilities were severe, they were expected to be perpetually
- depefhdent on\ their families or to gubsist 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 Eq 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, gociety applauded their: success as .
" an exception. : ' '

puring the last four decades, some of us have shifted our
expectations of children with-disabilities markedly. . Advances' 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.
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As a result, we have begun to build mew social institutions and
modify..old.ones..to.-provide -these-youngster the--protection;-support;-—--
and education they neéed to become independent\ adults who can fuhction
effectively 4n our competitive society. We hav¥e created these changes
in our socfal institutions self-consciously through litigationand
legislation. Lawmakers and courts have established the rights of
these children to ‘a free and appropriate educat on. Discrimination
against them on the_basis,of'theit'disabilities hys been prohibited.
Some of the - physical--barriers blocking their access to, and travel
within the. larger society have been removed. Programs. in education
and human services designed to.support and protect thege children have
Been created. ' ' T

" 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 ipstitutions\ through which this society _educates 1its
‘children who are not disabled. While the secial institutions of
'regular“eﬂucatton“have*eVOlvedﬁbVéfmfiﬁéméﬁdwaﬁf"Bf”é”laﬁg_ffédifibﬁ}w
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' their:livelihood 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 health -professionals - ' '

As a result, the health care professional and special educator .
"havé had to become advocates for programs which promote the ability of
youngsters with handicapping conditions to become independent adults..
To do. so effectively, sérvice'providers must acknowledge the ability
of these children. Some reexamination of what is believed about
children with disabilities may be required, for thosq'beliéfs will
determine how health ,and education professionals provide these

youngsters with services as well as how they advocate on their behalf.

This unit will examine how the beliefs and attitudes of those
who provide education and health care- to childfen with disabilities
affect those services and shape the children who receive them gs’well
as how those attitudes determine 'the advocacy roles profegsionals
‘assume on, behalf of youngsters with disabilities. i

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 significaat roles in our lives. :

_ As previously discussed in the Unit ph 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
~wwincapablewinwall#areaswmwmhiS*VieWWOfwotheTSNaboubmthenltmtted“”w
abilities of youngsters Wwith handicaps often limits. their
accomplishments more severely than do the physical or mental =
limitationg of the disabilities themselves. S '

i ! ' ] .

Edueators and health care professionals who serve youngsters
with.disébilities play a critical role in determining what they think
about themselves 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
gelf-fulfilling prophecy. o : ’

Even more critically, the professional's view of -the child with

~~ g disability determines how he or she serves that child and the
benefits that child gets from that service. Within reasonable limits,
the teacher who %c*'aves that the child can ‘learn ﬁroduces learning
children; the spe¢~ - ic. fuage pathologist who believes ‘that the child

==can talk produces a taixings child. When thus encouraged, the child

who talks and learns when others thought he could not, goes om to

~accomplish other wonders 'thought impossible. .

We know little abSﬁt this magic circle in which belief.

~_illuminates teaching and’health.cafe so that they in’turn beget.self-

bél?ef and accpmplishmentAin youngsters,with“handicapping»conditions.“‘
While we don't know enough 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
gservice, it also illuminates:and expands the role that professionals
assume as advocates for youngsters with disabilities. If a teacher

. believes that a child can 1§?rn, he or she is energized to remove
obstacles which block the child from a productive life. - 1f the
physical therapist-believes-that a childfcan walk or learn to -
manipulate its enviroament to its -own ends, he/she  becomes impatient

with the barriers 'society puts in-the ‘'way of that child as he/she
seeks a greater degree of -independence. : .

[ e

. - P - . . ]

That belief and that impafienée‘generate the " energy of which
creative, effective advocacy is born. . Such -advocacy may 'take many
forms, dictated by the particular needs of a child or group of
children, by the skills of the professional, and. by the resources at

his or her disposal. Some are obvious, some less so.

- . N
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S Ihe,following:sitdgﬁidﬁs illustrate how the héal;h}profepsional-'
and educator can act as’ advocates for children. with gdisabilities.
They suggest ways in which professionals ‘can expand their'QWﬂﬁaﬁvocacy
activities. o - Coe o STt T

‘e o'~ e e °

.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 on new developments in the treatment of .neuro-
logical disorders in children. When 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, 4

 Maggie 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 referra} source for parent self-help groups.
-~ ° s’ °o o ’

~* Susan is a dental technician with a large dental group practice.

Her sister's son has multiple disabilities which has made her aware of
the need for specialized dental equipment for such children. - She
persuaded her dental group to -purchase:guch equipment.’ The practice
"-is now recognized as the major gource of 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 aavocéﬁy'dn behalf of her sister's son has led hér.
employers to become an important link in the network of services to
persons with disabilities in her commpnity. It also has increased
their business considerably. . o '

Bob -teaches a-class of children with moderate mental retarda-
tion. He also is president of his district's teachers' association
and active. in their state organization. When it “appeared that the:

" federal regulations implementing -the Education for All Handicapped
Children Act might be weakened, he persuaded the state teachers
association to support legislation which strengthened the state's.
special education statute. I

oo e
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Maryanne .is a lab technician at a pediatriézhbépital; Many of -

its patients attended a P
incidence disabilities. -
and hosts teas for candid
visors. When the privat
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rivate school for children with severe, low
Maryanne also is active in county politics
ates during the elections for county super-—
e school had to close because of financial

problems, she took an intéresat 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
disabilities. '

CHARACTERISTICS OF EFFECTIVE ADVOCACY -

~ These examples illu
advocacy as practiced by
behalf of 'children with
issues related to one'

“competence as a professional.

.One may advocage on

Whenashe givesﬁsupporxive'tgg}imbny at special:educatién hearings. . .

. One may also advogate on

for children with severe, low-incidence

g o

c

B

strate several charactegristics of effective
health care professionals and educators on

disabilities. A closer look. will: reveal '

professionalism——both technical and ethical

c
QG "

behalf of individual cﬁilﬂreﬁ as_Maggie,doeS

behalf of a group of children with disabili-

“ties. ~ That group varies 1in -size acgordinthc the level at which

decisions are madq.which

improved _the entire service delivery system ~for persons with

affect those children. Susan potentially

disabilities in -her community, ‘Maryanne's “advocacy guaranteed
services to a narrow 'range of children throughout her county-and Bob's "’

actions improved - the educational . opportunities of youngsters with

handicapping conditions across his state. <

A wide,vgniefy of 8

X

- ,

kills'éoﬁé‘ihto,play'iﬁieffective adyogac&.v

Some skills are job-related, others are not. ‘Maggie uses her profes-

sional skills ‘as an eXpe

rt witness and ‘lecturer  and when she makes

referrals to. parent groups. Maryanne's job brought her in contdct

with Ehe_children;who ne
whiéh made ‘the new school
Bob's familiarity - with

disabilities is rooted in

he combined it effectively with his pogitidn and power in the.

teachers' association.

3 v’ :
. . Effective advocacy
" resources to deal with a

:' within our networks that
.hand, - The creativity imv

eded a’ new school but the political skills’
happen - were not part- of her job description.
the. educational needs of - children with

his professional training and experience and

; ten requires "marshalling variety of
problem. We all have or know.of. resources
can be brought: to bear’ on the problem at

olved in effective advocacy is.to recognize -

. ywhat these resources are and how and when to, use them.,
’ W - = . .

' The way in which“a particular problem is resolved depends on the

Tesources available. Take away Maryanne's political contacts and the

%
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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 advocacy-—advocacy .
which 1is necessary if children with disabilities are to_ live more
cindependently in our society. , .

Professionals in healthiand'education function in & 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 im 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 providers. . ‘

A P

Albert Schweitzer defined ethics as "the name we give to our
concern for good—behavior. We feel an -obligdation to consider not only
our own personal well-being, but "also that of others’ and of human
society asta whole" (American, Viewpoint, 1980). Viewed in ‘this light,
ethical behavior and advocacy go hand_in hand. The challenge for"
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 ystematic
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. . o ' )

, o | ; / \
| PRINCIPLES OF EFFECTIVE ADVOCACY

Advocacy is:- a very pragmatic business, despite its very prin-
’ cipled gofls. In fact, its first rule is that problems and.resources.

determine [solutions. Despite that pragmatism, there are some basic:
principles which have proven effective over time. They include the
"following S : . - '
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Find out how decisions are made within the syntan'
and who nmakes them. . . :

In some decision-making systems, the process 1is
simple and straightforward and the decision-makers
are easily jdentified.. 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 course. It is equally true
that ‘the Individualized- Education Programs (1IEPs) -
in a particular school district may be shaped by a
dominant member .of the child study’ team exerting
'inflqence beyond his/her area of expertise. if
yop want to influence such decisions on behalf of
youngsters with disabilities, find out who makes
them and how they are made.

Enow as much as you can about decision—makers and
what makes them tick.

b4 . ) .
This is a corollary of the first principle, but a
.very important one. Many positive decisigms for
youngsters with handicapping conditions have been
made by public figures who were very private about.
the members of their = families whe _ had
disabilities. Many other such decisions have been
made as political trade-offs or to please an actor
not apparently on. the scene. For ekxample, 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 advocacyl
caused $39 million -to flow.

Tfreat each advocacy effort as a unique event.

lecause Johnny and Jimmy are both fifth .graders
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, psrents and other advo-
cates may have to elect their own candidates to
the school board. ' .
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4. Don't éssume that anybody knows anything, but
never treat them as if they dom'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 1is

.bath reliable and favorable to your cause. Do it
gracefully and responsibly and they will come to
rely on your opinion as Yﬁli as on your informa-
tion. :

5. IXnvolve 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 you are 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.
1f 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. ' S

‘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 gbnfidence in advocat-
ing for their child in other situations. It is
wise not to make such a decision without consul t-
ing a colleague who is wiser .and more detached
from the situation than you are-.
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7. Know your limits. :

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 N
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. '

y o
Y

Laws and Regulations — Federal and State )

N The rights of children with\Hisabilities are spelled out in a
variety off 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
agsistance when their.interpretation tg beyond professional training.

. \ :

County courthouses and librariés as well as most larger
municipal libraries have law libraries Wpigh 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 fot administrating laws. While the statutee -aay 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 } for a discussion of the hiéhogy and provi-

v .

sions of this federal law.) Its provisions are spelled\out in detail
infregulations 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, ' ’

153
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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 Unit.1).
This section bars 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'théﬁFederal Register on May 4, 1977.* These, regulations
apply withcut)mbdification\in all of the states .and territories.

In addition to these basic federal statutes, many states have
passed laws which establish additional rights’ for persons with
disabilities within their borders. Some of these statutes‘ﬂrohibit
discrimination against- persons  with disabilities in 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 and>regulations in these areas as they are written in his or
her state. ,> ‘ ’ ‘ : ‘

‘Other Legal Information : - N 7

R . R . . [
; While every advocate for children 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 sevéral.w§ys. S

- Every state. has "a network of legal service or legal aid
societies which were set up to provide legal representation to persons
who can not 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 othér advocacy services to that population. Most
are located in the state capitol, but many have local offices or toll
free telephéne numbers for easy access. In addition to providing
answers to specific- legal questions, many P&As provide trdining in

_ *Copieé are- $1.50 each and mé&”be obtained from the Superinten-—
dent of Documents, U.S. Government Printing Office, Washington, D.C.
-20402. .

‘ I 154
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disability law to consumers; parents, and other lay advocates of per-

_sons with disabilities. Generally, this training 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 ﬁumber of'groups'have_published<handbodks 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 piece 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 advocates *in keeping up with pending federal

" legislation and judicial decisions which have national implications

for children with disabilities. Many.of their. publications_are free
or relatively inexpensive. A list of these organizations appears in
Appendix 5A. _ o

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 Pprocess, there dre a- few
pieces of information which should be helpfuls :

_ Each state legislature has one or more public information
offices which supply an incredible amount of detail to anyone who asks
them. That information includes 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
scity. -They often can be reached by toll-free numbers. '

The majdr.source of information in this system; of course, 1is
your local state legislator. - He or she usually has a _local oifice,

. 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

153



been mentioned already. Because each has limited resources, they both
identify other gources 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. o

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 resourceg 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. . S

Advocacy Networks

P . A

The advocate who is seeking social change to benefit children
and youth with disabilities is in need of allies who share 8similar
_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 Associatien (ucrA) maintainvgovernment 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 thé needs
of children and youth with disabilities. Local-chapter§~gften‘perform
the same function at their level and support thg/stafe'and national
offices in- their efforts by involving parents” in the legislative
- process. . The strength of these organizations/ varies from -state 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 argfscattered throughout the country. Many are,raffiliated with
a.particular disability, while others arg"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 work closely with the State and

. local parents' groups mentioned above. Often they are known to the
P&A in their state as well. : E

_ 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 organizationé 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. : %

g . :
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 join{::kﬁzgy others who also advocate on behalf
.of children, youth, and adults with disabilities. It is important to

know what these other advocates do and what they call what they do.

~ What 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 angles.
Advocacy activities then will be classified in terms of whether they
serve individuals ‘or groups, followed by an examination of how
advocacy 1is accomplished - (individually ‘or collectively). The unit
will close with a discussion of the\pgrsons 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. - N

Indivi&ual AdVOcacy‘or fcasé'advocacy" is advocacy on behalf of
individuals with disabilities and includes: '

‘5 Provision of generic or functional services
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e Counseling and support--Citizen Advocacy and .Peer
Counfeling : ' L ,

_'e Coordination of generic sérvicesé—case E%nagemept-

rimal due process

o Lay representation——ihformal aﬂ&¢ﬁ
proceedings L

e Legal representation-—for due process prdceedings; litigation

e Protective Services——interventidn against abuse and neglect

Collective Adyocacy or ‘“class, advocacy” is adsocacy on behalf of

groups of persons with disabilities and may involve the following
activities: '

-

e Planning and administration of generic services’
e Mutual support

e Systems advocacy--administrativéfcoordiﬁ;tion and rulemaking;
legislation ' : T

o Standard setting and enforcement; licensure
- e :Class Aaction litigation

In each categbry 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 theﬂprofessionalé‘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_liéted<and how they have earned their practitioners' claims for
inclusior under the umbrella term, advqpacy. . N S

" INDIVIDUAL ADVOCACY

_Provisions of.Genetic Sef;ices

.  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

- N\
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having difficulty with a'knife.or\foqk‘and suggests an*occupgtional
therapy evaluation is an’ advocate at the most basic level. The 1lab
technician who -spots a. barely perceptible limp which, on examination,
proves to be evidence of an undetected stroke is' an ‘advocate. \ Both
have transcended their normal »professianl duties to obtain bitter
gervices for the persons under their care.\ - \

\

Counéeling and Support—Citizen Advocacy and\geef Coﬁnséling

4 . N .
- 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,_cbunselors, friends, and other . professionals provide this
advocacy service. ’ ’

In addition, there are two -programs of support which have become
formalized enough to be recognized as sub. fields within advocacy. The -
first, Gitizen ‘Advocacy, was developed to provide suppoit to young -
persons .and adults with mental retardation so that they can live more
independently. Most Citizen Advocacy programs are spounsored by local
" Associations for Retarded Citizens, but an increasing number are being
~developed to serve others with developmental and Trelated disabilities,

either by volunteer agencies such as, United Cerebral Palsy Assocla-
tions or by the Developmental Disabilities Protection and Advocacy
(P&A) Systems.‘*‘ i ' - : : ' o

‘These programs generally employ volunteers on a one-to—one basis
' who provide support and companionsghip to a person with a disability
called a protege. The volunteer may perform other services for the
protege to improve the gkills he or she needs to function more
independenti&.. These may include tutoring or less formal training in
reading and language” arts, grooming and personal hygiene, money
management , shopping, and meal preparation. In some inétances, the
Citizen Advocate may intercede on the digsabled 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 advocate’
~and some programs -engage in systems advocacy to change the community
response to persomns with disabilities as a group. - '

The second, Peer Counseling, has grown out of the Independent
Living movement. In this program, persons with digabilities who have
gsucceeded in living independently share their skillS?hnd 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,vlikeﬂtha; of
Citizen Advocacy programs_varies.ﬂith'the degree of training of the
helping person and the complexity of the problems of the person he or
she is helping. Some peer counselors 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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CQOIdinatipn of Generic Services—Case Management

Some disabling conditions requiie 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 her
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 Representation—TLay 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 additionm, 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;persbns 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
proces® ‘on their own behalf or that of their child. 1In 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. . )

“p
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Legal Representation,
e I .

' When' such 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 to protect his
or her human and civil rights. The Protection and Advocacy Systems
have been established: by Congress to provide that service to persons
with devélopmgntal;diéabilities. A number of states have expanded the
P&A mandate. to ‘include persgns with other disabilities.| All have the
capacity to bring /legal action, either directly or through contact
with private attorﬁéyifbr legal service agencies. In sounie states,
legal service agencies' have projects which specifically |serve persons
with disabilitids. :~In somé others, state or local bar associations
take the responsibility.’ ' : ' ’ ’ '

Proieqtive Services

‘Advocacy and laéxhnforcement-éoﬁbine in programs :which protect.’

classes of persons who particularly are vulnerable to abuse and
neglect. Begun to protect children, many such programs!havé"expanded
to cover the elderly, nursing home residents, and pesons with mental
retardation. Generally, they are a function of state government.
Included as protective services are -alsé thosé agencies'which 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 pfotective‘sgrvices, scme .
guardianship programs are designgd'spécifically to sérve persons with -

disabilities. Other programs are set up to serve ' persons with

disabilities if they belong to another protected class, such™as
children in foster care. ° - . _

-

z ’
¢ 3 |
o _‘ - COLLECTIVE ADVOCACY -

Planning of Generic Services _

- At the governmental level; there are many services designed for
able-bodied persons\\hich play an important part in a comprehensive
.service network for bQ:sons with disabilities. Health care systems
" and income maintenance \programs are but two examples. i Increasingly,
’ plannery and administrators of’ programs which serve persons with disa-
bi;;%?ég have interceded with these larger programs to redesign. their

N |

se ces so that they will be more accessible and more responsive to

the particular needs whicﬁ‘arise from those disabilities. This,

advocacy function_is'largely carried out in the public and private
sectors of the human services community and it employs the tools of
planning and administration.in gentle persuasion. If it were not 8O
sequestered and so gentle, it would be classified as systems advocacy
(see below). Many do call it that.

161



. =154~

Mutaal Suppoétkgl _
Historically, the eariest 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 public sector, many of the earlier groups shifted their focus §nd
many new groups have formed. For example, when services were
ppimﬁrily 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

-7 Class action litigation includes legal actions 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 “ v » 8

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 disabildties. 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 who does what in advocacy is, perhaps,
the most slippery part of. the exercise gince 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 professionals; and. (3) persons .with .
disabilities, their parents, relatives, and friends. ‘

Lawyers obviously litigate and individual suits and claés 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 &dvocates. ' .

A relatively new ptofessional.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 sgtting 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} theif‘ 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 f£ill the largest number of roles in that area.

*

CORCLUSION

This article has attempted to emphasize the diverse roles health
and education professionals- may agsume in the advocacy process. The
concept of advocacy, advocacy models and resources, barriers to and
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solutioﬁs for effective advocacy have been presented. Due to the
nature off the health and education professions, advocacy is an inte-
gral, life-long role for health care providers'and'educatoré. It is
hoped that this unit enables practitioners to use their skills and
contacts more effectively on behalf of those with disabilities,

T -
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Appendix 1A

SELECTED P.L. 94-142 REGULATIONS AND THEIR IMPLICATIONS

g FOR HEALTH PROFESSIONALS
REGULATION — IMPLICATION

300.2 - Applicability _to Swutc, local,

- and private agencies.

(b) Public agencies within the State,
The annual program plan is submijtted by

the State educational agency on behalf -

of the State as & 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 dgency, (2) local edu-
cational agencies and intermediate edu-

~eational units, (3) other State ageNcCles

and schools (such as Departments of
Menzal Healthh and Welfare ang State
schools for the deaf or blind), and (4)
State correctional facilities,

comment. The requirements of this part
are binding on each public agency that has
direct or delegated suthority to provid2 8pe-
cial education and related services tn a State
that receives funds undeyr Part B of the Act,
mgardless of whether that agency {s receiv-
ing funds under Part B. .

300.12 Qualified. .

As used in this part, the term *cuali-

fied" Means that a person has met State
educational agency approved or recog-
nized certification, licensing, registra-.
tion. or other comparable requirements
which apply to the area in which he or

she is providing special education of re-

lated services. .

300.13 Related services. |

(a) As used in this part, the term "re-.

lated services™ means transportationl and
such developmental, corrective, and other
supportive services as are required to
assist a ‘handicapped “child to béhefit
from special education, and includes
speeth pathology and audiology, psycho-
1ogical services, physical and ocCupa-
tional therapy, recreation, early jdentifi-
cation and assessment of disabjlities in
children, counseling services, and medi-
cal services for diagnostic or evaludtion
purposes. The term also includes Sthool
health services, social work servicés in
schools; and parent counseling and train-

ing. : .
.%b) The terms used in this defitition
are defined as follows:

¢1) “audiology” includes:

(1) Identification of children
hedring loss: °

(il) Determination of the rangé. na-

with

\

ture. and degree of hearing loss, includ- -

ing referral for medical or other profes-
sional attc: .~ for the habilitation of
hearing; '

. 8pecial education.”

It is sgometimes 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 proféasionals + who
provide "related services” to youngsters with
handicaps must be authorized to do so by the
State education agency. ' :

N
“Related Services" is the term used in this lavw
to degcribe 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
The law ,does not require
that services such as those listed be provided
otherwigse. For example, physical therapy may be
provided for a child in a wheelchair who 18 en—
rolled in a regular 5th grade and does not need
special education. In this case, the physical-
therapy would not be congidered a ~*related
service” and the chiid, although disabled, would
not be 'considered “handicapped” for purposes of
thig law. As discussed earlier, the purpose /of _
the law, is to insure that all children with
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.(iil) Provision of habilitative activities,
such as language habllitation, auditory
training, speech reading (lip-reading),
hearing evaluation, and speech conserva-
tion; :

uv) Creation and administration of
programs for prevention of hearing loss;

(v) Counseling and guidance of puplls.
parents, and teachers regarding hearing
loss; and o

(vl) . Determination of the child’s necd
for group and individual amplification,
selecting and fitting an apPropriate aid.
and evaluating the effectiveness of amn-
plification. .

(2) “Counseling services” means serv-
ices provided by qualified soclial workers,
psychologists, guidance coumselors, or
other quallﬁed‘personnel.

(3) “Early identification” means the
implementation of 2a formal plan for
fdentifying a disability as early as pos-
sible in a child's life. , i

(4) “Medical services” means services
provided by & jicensed physician to de-
termine & child's medically related
handicapping condition which results in

* “ihe child’s need for special education’and

related services.
(5) “Occupational therapy” includes:
(1) Improving, developing or restor-
ing functions impaired or lost through
illness, injury, or deprivation;

(il Improving ability to perform'

tasks for independent functioning when

- functions &re hnpaired or lost; and

(iif) - Preventing, through early inter-
vention, initial or further impairment or

_ loss of function.

“(8) “Parent ccunseling and training”
means assisting parents in understand-
ing the special needs of taeir child and
providing parents . with information
about child development. :

() "Physical therapy"” means services
provided by a qualified physical thera-
pist. . .
(8) "Psychological services” include:

() Administering psychological and
educational tests, and other assessment
procedures; )

(1)) Interpreting assessment results;

(iii» Obtaining, integrating, and inter-
.preting 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 indlcated
by psychological tests, interviews, and
hehavioral evaluations; and

(v) Planning and managing a program
of psychological services, including psy-
chological counseling for children and
porents. .

{9y “Recreation” includes:

(1) Assessment of leisure function;

(i) Therapeutic recreation services;

(ii) Recreation programs in schools
and community agencles; 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”
includa: :

(i) Preparing a social or development- .
al history on a handicapped child;

4’ Group end individual counseling
with the child and {amily;

(i) Working with thost proceems in | ’

‘program.
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-handicaps have available to them 2 free apprO.p—
riate public. educgtion 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

Health professionals should be familiar with
this list of related services, although-it is
not exhaustive, so they can help inform parents
about them, be aware of some Of'-"'fg’,e other
professionals with whom to- coordinate, and be
able to make referrals to other professionals or
agencies when appropriate. i :

pel
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a child & Jiving situation {home, schodl,
and community? that afect the child's
. adjustment in -chooi; and

(iv) Mapilizing school and community
resources able the child to receive
masxinium benefit from his or her educa-
tional program.

{12) “Speech pathology’ includes:

(1) Identification of children with
speech or language disorders; )

(1) Diagnosis and appralsal of spe-
cific speech or language disorders;

(i)’ Referral for medical or other

professional attention necessary for the

habilitation of speech or language dis-

orders; .

(iv) Provisions of speech and lan-
guage services for the habilitation or
prevention of communicative disorders;
and s/ _

(v) Counseling and guldance of pa-
rents, childrzh, and teachers regarding
speech and/language disorders,

(13) “Transportation” includes:

(1) Travel to and {rom school and be-

. tween schools,

(1) Travel in and around school
buildings, and - _ .

(i) 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 serve

fces, the Senate Report states: .

The Committee bill provides a definition
of “related services,’” making clear that ail
such related services may not be required
for each irdividual child and that such
term .includes early identiication and as-
sessment of handicapping conditions and
the provision of services t0 minlmize the
effects of such condlitions. .

(S¢nate Report No. 94168, P-12 (1975).)

The 1ist of related services Is not exhaustive -

and may include other developmental, cor-
rective, or supportive services (such as artls-
tic and cultural programs. and art, music,

and dance therapyh if they are required to -

gssist & handicapped cnild to benefit/from
special education. :

There are certaln kinds of Services which '
might. be provided by persons from varying —

professional backgrounds and with a varlety
of operational titles, depending upon re-

quirements in individual States. For example, -

counseling services might be provided by
soclal workers,* psychologlsts. or guldance
counselors; and psychological testing might
be done by qualified psychological examiners.

© psychometrists, or psychologists, depending
upon State standards.’

Each related service defined undet this part
may mcluqe_approprmge administrative and
supervisory activities that are necessary for
. program planning, managément, and evaluae
tion. B

-165-
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300.14 Special cducation.

(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 rieeds of athandi-
capped child, including cl8ssroom
instruction, instruction in physical edu-
cation, home instruction, and in- " ~¢c-
ton In"hospitals and institutions.

(2) The term includes speech pathol-
oZy, or any others,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 opportunit
“7 moal—=Ffucilitics, personnel, and sery
ices, Lo
(a) General requirement. Each annual
program plan must include a'description
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, home-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 childrenand the
number and kind curcently iniifse in the
State, including regulaf classes serving
handicapped: children, self-contained
classes on a regular school <armpus, 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, pnysical
therapy facilities, public sheltered woik-
shops, private sheltered wcrkshops. and
other types of facilities. R

- years; data updates are

T =166-

Paragraph 2 of this section explains that some
related . services may be considered "speclal
education”. State policies should be consulted
for clarification as States usually determine
when a service is considered special educ%pion

rather than a related service.

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)
submitted annually.
Personnel and facility needs?must be thoroughly
documented. The excerpts included here pertain
to health and other related services perscnnel

*and facilities.
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300.134  RAponsibility of State edu-
cational agency for all cducational
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 under paragraph
(a) of this section must include a copy
of each State statute, State regulation,
signed agreement betweern respective
agency officials. and any other document
that shows compliance with that para-
graph.

300.137 Procedures for consultation.

S pach annual program plan nfust In-
clude an assurance that in carrying out
the requirements_of section 612 of the
Act, procedurées 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. -

N

o~

LocAL EDUCATIONAL AGENCY
. APPLICATIONS—CONTENTS

300.220 Child identification.

Each application -must inciude 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 services are iden-

tifled, 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-
celving needed special ecducation and re-
lated services: :

comment,. The 1ocat educational agency !s
responsible for Insuring that all handicapped

“ehildren -vithin its jurisdiction are ldentl- .

fied,-located, and evaiuated. including chil-

_‘dren in all public and private agencles and

Institutions within that furisdiction. Collec-
tion’ and use of data are subject to the con-
fidentiality Trequirements In §¢ 300. 560~
300.576 of Subpart E.. .

“

~167-

The State plan must é\]_.so contain copies of

“interagency agreements” i 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-othersnin implementing the law. Health
professionals “should be ‘involved 1in this
procedﬁre. ' : :

N

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 locdted in the administra—

tive offices of every school district.

Health care professionals will .be esggﬁially
interested in the <child identification section
as this area is one of the major referral points

between education and health agencies.

sy
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30032-}' Facilities, pecrsonnel, and - As in the State plan, each local application
scrvices. . must document the personnel, facilities, and

Each application must provide é de- 1 children with
acription of the kind and number of fa- services needed to serve ts
cilities, personnel, and services necessary handicaps, including related services.

to meet the goal in 300,222, - .

300.224  Personnel development. . The comprehensive system of personnel deye_lop-
Each application rmust include proce- ment 1is described below. It is important for
2hurea for thﬁ m;:lementmtlont'and use ofl health care professionals to know that the CSPD
e comprehensive system of personne i
development established by the Stateed- 18 @ part of every local application.
ucational agency. o A
Pustic PARTICIPATION £ The next five (5) sections of the regulations
. ' describe the State education agency procedures
300.280 Public hearings h(forc ! N
adopting an annual program play. ~ to insure public participation in developing its
«a) Prior to its adoption of an an;gl plan to educate all children with handicaps in
program plan, the State educationa the State. Health care providers interested in
agf{‘;’{f:;:l{he plan available to the gen- reviewing and commenting. on the plan should
_eral public, = . - i contact the State education agency for specific

(2) Hold public hearings, and
. (3) Provide an opportunity for com-

: times and dates ‘of public hearings.
" ment by the general public on the plan. »

. \ .
. _ . \
300,281 Notice. W \‘ \
{a) The State educational agency shall - .
provide Notice to the general public of
the public hearings. - .
(b) The notice must be in sufficlent
detall to inform the public about:
(1) The purpose and scope of the an-
nual program plan and its relgtion to

Part B of the Education of the Handi- ‘
capped Act, ’
' (2) The avallability of the annual pro-
gram-plan, - :
(3). 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. L
t¢) The notice must be published or
‘announced: I : ‘
«1) In newspapers or other media, or -
both, with circulation adequate to notify ,
the general public aboitt the hearings./
and (2) Enough in advance of the date ' .
of the hearings to afford interested par- .~ o '
ties throughout the State a reasonable. T
opportunity to participate.

£ 300,282  Opportwnity to participates '
comment period. sy

(a) The State educational agency shall
gonduct the public hearings at times and
places that afford interested parties . ) .
throughout the State a reasonable op- ' ) -
porttinity to participate. ’ ’

(b) The plan must be available for : !
comment for a period of at least 30 days :
following,thc date of the notice under

300.281.

Q - \ | 174 '
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300.283 Review of public comments
before adopting plan.

Before adopting its annual program
plan, the State educational agency shall:
1a) Review and donsider all public
comments, and
“1b) Make any neczessary modifications

. i_n the plan.

300.284  pyblication and availability
of approved plan.

After the Commissioner approves an

annual program plan, the State educa-
.tional agency shall give notice in news-

papers or other medis, 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 Purticifunts 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-

- jcapped child who has been evaluated

for the first time, the public agency shall
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 abotit the
evaluation procedures used with the
child and is familiar with the results of
the evaluation. : i

-169-

This section refers to the meeting at whigch the
child's individualized education program (1EP)
is developed. of particular. importangg to
health care professionals is section (b). The
involvement of .health- related professionals as
evaluators in ‘IEP meetings has implications for
institutions of higher education to develop pro-
grams where the gdﬁﬁunication,‘decision—making,_
advocacy, and other skills needed in this pro=
cegs are developed. o ' :
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- and other

. ucation programs,

.

COMPREHENSIVE SYSTEM OF DPERSONNEL
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 inclucles:

(a) The Inservice training of gencre

and special educatinnal instructional, re-
lated services, and support personnei;
(b) Procedures to insure that all per=

‘sonnel necessary to carry out the pur-

poses of the ‘Act are qualified (as de-
fined in 300.120f Subpart A) and that
actlvities sufficient to carry out this per-
sonnel development plan are scheduled
300.381 Participation of other agen-
cics and institutions.

(2) 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,
advocacy
4n 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, locil educa-
tional agencies, public and private insti-
tutions of higher education, and other
agenciess - ¢ o )

300.382 Inservice training. -

(a) As used in this section, “inservice
trainlng” meéans any training other
than that received by an individual in
a full-time program which leads to &
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) Identify. the areas in which train- .

ing is needed (such as individunlized ed-
non-disc. wininatory
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) ;

organizations! -

~170-

These fQur (4) sections-describe the personnel
developmjht requifemen{g-df)P.L‘ 94-142. These
prqvisionéfwere written ‘to insure’ 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 1identified, then 1inservice
training must be designed to meet those
needs. ’ : '

3. Other agencies must have an opportunity to

participate in .planning and comprehernsive
system of personnel development.

4. The State education agency may contract
with other agencies to deliver inservice
training. :

.
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_class. ) -

300.383 :Pcrsom_tcl development plan.

Each annual program plan must: (&)
Include a personnel development plan
which provides a structure for person-
nel planning and focusés on preservice
and inservice educntion 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 ger.-
eral education and sbecial education
instructional and administrative person-,
nel, support personnel,-and other per-
sonnel t(such as paraprofessionals, par-
ents, surrogate parants, and volunteers- .

30Q..500 Definition of
"evaluation." '

As used in this part...

“Evaluation” means procedurés used
in accordance with 300.530~300.534
to determine whether a child is handi<
cappedr 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 -

1
° #

PROTECTION IN EVALUATION PROCEDURES
300.530 GCeneral. -

(a)  Each State educational agency
shall insure that each -public agency
establishes and implements procedures

. which meet the requirements of :300.

530-300, 534 .

(b) Testing and evaluation maierials
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 Preplacement t"vul‘uulion.

Beforé any action is taken with re-
spect to the initial placement of a handi-
capped child in a special .education pra-
gram. a full-and individual evaluation

of the child’s educational needs must oe
conducted in accordance with the re-'

quirements of 300.532.

a
300.532 Evaluation procedures.
State and local educatfonal 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;

-171- S

Assessment of disabiYities is a major service
provided by health [dar providers. According
to this definition/such assessment is intended
to determine ~whether. the .youngster -is
hagdicapped.for\ rposes of this law; i.e., in
need of special éducation and related services.
State educatioi agency eligibility criteria
must be used in making such assessments.

While thege 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'personhel involved in the assessment pro-'
cess. : .

1»-? -"I
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(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 nrovided by their producer; :

tb) Tests and other evaluation materi-
als include thpsextallored to assess spe-
cific. areas of educational need and not
merely those which are designed to pro-.
vide a single general intelligence quo-
tient: :

(¢) 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 accurs.tely re-
flect the child's npmude or nchlevement
level or whatever omef factors the test
purports to measure, ranher than reﬂect.-
ing the child's impajted sensory. manual,
or speaking skills /(except where those
skills are the factors which the test pur-
ports to measure);

(d) No single procedure is used as the
sole criterton for determining an appro-
priate educational program for a child;
and

tidisciplinary team 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 disdbility, in-

cluding, where appropriate, health, vi-
sion, hearing, social and emotional
status, - general intelligence, academic
performance, communicative status. and
motor abuitles L

Comment. Children who have a specch iine
pairment as their primary handicap may not
need & complete battery of assessments (e.2..
psychologloal, physical, ‘or adaptlive be-
havior). However, a Gualified speech-language
pl.t.hologist would (1) evaluate -each spcech |
impaired child using procedures that are ap-

cpropriate for the dlagnosis and appraisal of -

speech and language disorders, and {2) where*

necessary, mnake referrals for additional as-
sessments needed to make an npr)ropriote
placement decision, o

300.533 Placement proccdurc.w. [

(a) In interpreting evaluation data
and In making placement decisions, each
public agency shall: )

(1) Draw upon information froma va-

- riety of sources, incitwling aptitude and

achievement tests, teacher recommenda-
tions, physical condition, social or cul-
tural backgrcund, and adaptive behavior;

(2) Insure that information obtained
from all of these sources is documented
and carefully considered;

(3) Insurethat 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 platement deci-
sion Is made in conformity with the least
restrictive envlronmenc rules in ;300
550 -300.554, o B

(e) The eévaluation is made by a mul-

S =172-

the use  of test

describes
results for making decisions about the stu—’

Section - 300 533>

dent's educationals program and servicee to. be
provideda These are important rules for 11
"health and other related services vearsonnel to

. kpow whether they cdnduct assessments or work -

* with parents of youngsters wi;h_disabilities_in
other capacities. - :

v

-
LN
o
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() If a determination is made that
a child iIs handlcapped and needs svecinl
education and related services. an indi-
vidualized education program must be
developed for the child .in accordance
with 300.340-300. 3490f Subpart C.

Comment. Paragraph (a) (1) Includes a
1ist of examples of scurces that may be used
b7 a.public agency in making placement de-
‘elaicns, The agency would not have to use all
tho sources in every instance. The polant of
the requirement is to insure that more than
one source i used in interpreting evaluation
data ard in making placeriznt declisions. For
example, while all of the named sources would
have to 0e used for a-child whose suspected
disabllity is mental retardation. they would

not be necessary for certain other handieap-. .

ped chlldren, such 8s a child who has a se-
vere =articulation disorder as his primary
handicap. For amuch a chid, the speech-lan-
guage pathologist. in comnplying ‘with the
multnouicr requirement micht use (1) a
standardized test of artlevlatian, and (2) ob-
servation 2f the childs articulation behavior
A convalsmtionsl speeelr.

300.54 Reevaluation.

Each State and local educational
agency shall insure:

ta) That each handicapped child’s in-
dividualized e¢ducation program i re-
viewéd in accordance with §§ 121a.340—
121a.349 of Subpart C. and

th) ‘That an evaluation of the child.
based on précedures wnlch meet the re-
quirements under § i21a.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
evaluation.

(a) General. (1) The parenis ol a
handicapped child have the right twader
this part to obtain an independent edu-
catlonal evaluation of the child, subject
to paragraphs (b) through (e) of this
sectlon.

(2) Each yublic agency shall provide
to parents, on request, information about
where an indeperident educational evai-
uation may be obtained.

(3) For the purposes of this part:

(i) "Independent educational cvalua-
tioA’\;eans an evaluation conducted by
a quklified exasminer who is not em-
ployed by the public agency responsible
for the education of the child in question.

(i1 “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. ! :valuation at
public expense if the pn. t disagrees
with an evaluation obtained by the pub-
lic agency. However, the public agency

oducational

‘may initiate a hearing under 300.506

of this subpart tc show that its evalua-
tion is appropriate. If the final decision
is that the evaluation is aprroprinte, the
parent still has the right to an independ-

.ent educational evaluation, but not at

public expense.

'Wran wonitoring a client's progress,

-173-

managing
cataioads, -or scheduling appointments, health
care providers should be aware of this require-
ment to reassess the person with disabilities
at least every three (3) years. ‘

Health professionals who provide evaluatiocns
either as employees of agencies or as private
practitioners might want te contact
education agency to be sure the agsncy is aware
of their services for the purpose of providing
information to pareuts about independent eval-

uations as required in paragraph (2) of this

gection. .

3

to bay for
they

Sometimes the school is required
independent evaluations; at other times
are obtained at the parents' expense.
circumstances under which independent evalu-
ations ‘may be obtained at public expense is
discussed in this section. _—

(Y
- J
[

the local

The -
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(c) Parent Iinitiated evaluations. If
- the parent obtains an independent edu- <
cational evaluation at private expense,
the results of the evaluation:

(1) Must be consideredd 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, ani

(2). Mzy be presented as evidence at a
hearing under this subpart regording
that child. )

metA) Bequests. fozcvaluutinns by hegra - -
ing offfcers. If a hearing oflicer requests
an independent educational evaluzation
as part of a hearing, the cost of the
evaluation must be at public expense.

(e) Agency criteria. Whenever an in-
dependent evaluation 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.

N
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Miles S. Kawatachi
Special Needs Branch
State Department of Education
3430 Leahi Avenue

Honolulu, HI. 96815

w,-Martha Noffsinger

_ Special Education Section
State Department of Education
Len B. Jerdan Building

Screet-

Boise, 1A 33720

Joseph Fishex b o

Specialized Educatiicnal Services
State Board of Educztion ~

100 N. First Street

Springfield, 7L 62777

ﬁ,
Sara Cochran
Divisicn of Special Education
Z/Department of Public Instruction
¢ 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

‘Bureaus of Education for
Exceptional Children

State Department.of Education
Capitcl Plaza Tower, 8th Floor
Frankfort, KY 40601
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“Wititey ‘Harud* Kuartel ==

.Pat Cooper

Spuocial 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 Complex, Station 23

Augusta, ME 04333

,

S

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 Specjal Education

Stzte Department of Education
200 W. 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.0. Box 30008

Lansing, MI 48902
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" Wayne Erickson
Special Education Section
State Department of Education
Capitol Square Buildlng
550 Cedar Street
St. Pa?l, MN 55101

Walter H. Moore -

Special Education ‘Section
State Department of Education
.P.0. Box 771 ' '
Jackson, MS 39205

AN /
Dee, John o

iv151on of Special Education
Department oi\plementa;y*and
Secondary Education. __
P.0. Box 480
Jefferson City,

MO 65101

Judith Johnson -

Special Education Unit

Of fice of Public Instructlomq
. State Capitol .

Helena, ML
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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 W..King Street

carson City, NV 835701

Edward DeForest

Division of Special Education
State Department of Education
105 Loudon Road, Building #3
Concord, NH 03301

Paul B. Winkler

Special Education and Pupil

- Personne€l Services

State Department oﬁ Education
- 225 W. State.Street :

Trenton, NJ¥ 08625

Elie S. Gutierrez

Division of Special Education
State Department of Education
300 Don Gasper Avenus2

Santa Fe, NM 87503,

Lou Grumet

.Office for Educatlon of
Children with Handicaps

State Department of Education

Education Building, Room 1073

Albany, NY 12234

I3

Theoaore R. Drain -

Educatinﬂ‘Building/
114 E. Edenton Street

\\__gglgigh/~—ﬂe' 27611

Gary Gronberg
Special Education

Departi2nt of Public Insi . uction

‘State Capitol
Bismarck, ND 58505

Frank E. New

Division of Special Edus . tion
State Department of Education
933 High Street '
Worthington, OH 43085

Jimmie L. V. Prickett
Spec1a1 Education Section
State Department of Education
2500 N. Lincoln, Suite 263
Oklahoma City, OK 73105

Division for Exceptional Children
Department of\Publit Instruction
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Special Education Section
State Department of Education
700 Parkway Plaza )
Church Street

Salem, OR 97301

Gary Makuch.

Special: Education

State Department of Educatlon
2.0. Box 911 ~

Harrisburg, PA 17126

Adela Costa

Special Education Programs
. for Handicapped Children

Department of Education

Box 759
Hato Rey, PR 00919
Charles Harrington

Division nf Special Educatio:
State lispuriaeit of Education
Room 204 Rogar Williams Building
22 ‘Hayas Stre.t !
Providsrae, =

02908

. -Robert S. Black

Office of Programs for the
Handicapped

State Department of Education

Room 309 Rutledge-Building

Columbia, SC. 2921

o

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 Handlcapped
State Department of Education
103 Covdell Hull Butlding
Nashville,” TN 37219
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~Salt Lake City,

" Donna. Livingston

Department of Special Education
Texas Education Agency

201 E. 1l1lth Street

Austin, TX 78701

R. Elwood Pace

Special Education Programs -
State Board of Education
250 E.  5th South ,

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.0. Box 1
Christencted, St.
Virgin Islands,

Croix
00820

Grant Tubbs

-Special Education Supp01t
Services

State Department of Education

P.0. Box 6Q

Richmond, VA 23216

Greg Kirsch

Special Education Section
Department of Public Instruction
7510 Armstrong Street., S.W.
Tumwater, WA 98504

9

William Capehart

Office of Special Education
State Department of Education
Building 6, Room B-346
Capitol Complex

Charleston, WV 25305
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.Victor Contrucci

Division for Handicapped Serwvices
Department of Public Instruction
GEF 111, &4th Floor, B 93

125 S. Webster . : ;

Madison, WI 53702 N

Gayle Lain _
Program Services Unit ,
State Department of Education
Hathaway Building
Cheyenne, WY 82002

Charles Cordova

BIA; Department oi the Interior -
Department of Exceptional Children
Code 507, 18th & C Streets, N.W.
Washington; D.C. 20245 '
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Appendix 3A° ’ g .
THE REFLECTIVE RESPONSE
TECHN FQUE o

L4
o

Definition:

- A response7By the listener in déich he/sheuverbalizes back to the

speaker the essential ideas and“feelings the speaker has experessed.

The listene: .acts 4s a miPror, reflecting back and supporting the .-

speaker's megsage.

Objectives:

1. Listen not only for the words of the gpedker, but for the feelings
' .behind the words as well. .

2. Try to 'see and understand the world through the speaﬁer's percep—
tions. :

M ‘

-3, Do not evaluate. Suspend your own value judgments, so as to

understand the speaker's thoughts and feelings as he/she experi-
ences them. o -

4, “Check out” your undesgtanding by verbally and nonverbally

reflecting back to the gpeaker 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 gaying is . . .
I think you're saying . . .

7;. When sharing your own person&L.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 i8 . + «

For myself . . .

I think . .

b=t
3

B

Lrs
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Appendix 3B

SELF-CONCEPT ENH ANCEMENT
AND COMMUNICATION

FES]

Health Provider Guldelines

-

racilitate client—centered case management. Actively assigc
children and youth to see themselves as planning, purposing,
choosing individuals, responsible and accountable. Children can
grow, flourish, and develop much more readily when_the significant
person “projects ‘and inherent trust and belief 4in their capacity
to become what they have potential to become” (Hamachek, 1971, p.
202). ' ‘ - -

\

HEelp children and youth identify their owm pattiéular needs;

“Interusts, 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.® ‘ : ‘

[T

Personalize your interactions. Be,sincere, uncalculating, and
attuned to youngsterg with disabilities as individuals.

trovidéfthe 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 1is particularly, important for the highly anxious
child who requires a structured gituation in which to operate.

Eighlight the child's specific stteggths, agsets, and skilis 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. -

Alleviate ambiguity, disreépeét, and rejection in your inmter— .-

actions with children and youth. .

Maintain an atmosphere of warmth and acceptance. -The more -posi-

“tive the children's perceptions of your feelings tc- tan, the
more positive their self-image, the better their ac - - and
the more desirable their behavior. =
Praise yourself. Recognize and acknowledge your own . .. . - 8

~in the presence of your clients. Your recognition - own
strong points will provide an impetus for your cliemws . praise

themselves.
{

»
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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. Ptovide children with a continuous, long term exposure to a parti-
cular appraisal. From a credible and personal source, it should
?ave profound effects on self-concept.

' 12. Provide experiences for each client to recefve acceptance from
peers whehever possible.

13. Provide experiences for clients to praise others. Persons with

high self-esteem show greater acceptance of others.

14. Help children to evaluate thenmselves realistically. Evaluation
should be based on the child's comparison of his/her -actual per-
fyrmance with his/her own personal standards, not on comparisons
with others.

15. Urge clients to concentrate-on'inprovement, rather than perfec-
tion. ’

16. Provide experiences for childrem snd youth to praise themselves.
Self-accepting individuals tend to have higher self-¢oncepts.
Positive .gelf-evaluation in the form of verbal affirmations is
positively related to self~-concept. C '
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Appehdix ic

TIPS FOR.THE HEALTH PROFESS LUUAL
INTERACTING WITH YOUNGSTERS‘EITH DLSABILITIES

The following pages contain some tips which health professionals may
find useful when they interact with a ciild/youth with special rieeds.
Suggestions on this page'are general and apply to most children/youth
with handicapping_condiﬁions. Included in the following pages are
jdeas intended for children/youth with specific, mild handicaps
(learning disabilities and mild retardation), communication disorders,

hearing impairments, visual impairments, and orthopedic impairments.
.y d : '

A, Ggﬁeral Tips:
o Relate to the child, not just the<chiid's iabel.
° Astively try to understand how fhe child»feels.
o Accept the child and“éee him/her as a learner. .
° Heip the child feel accepted. Once the child feels
accepted, he/she will usually meet your expectations 1if

they are within his/her ability.

e - Realize that your acce,. s a prerequisite to the
child's acceptance of seli '

o Promote friendships between the exceptional child ard
other children in the health-care: facility. .

e Expect the child to meet established rules. éf

e Realize that poor behavior may be caused by boredom or
an inability to respond. because of the mode of presenta-
tion. Mz}ntain challenges and responsibilities. . -

/
o . Be consistent; make needed modifications gradually.

o' Include the child in conversations; do not shelter the
child with a handicap. !

e As with any. child, prc-l-e succensful esgeriences for
' the youngster with a disab’ing condit

'
L} ' -

/./ / -0

-~
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3. Medical Considerations:

[

N

Maintain open communication between the parents and
medical personnel. This can be very helpful in under-
standing the medical needs of a child.

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.

Be aware of the physical stamina limitations imposed on

"a child by a particular disabling condition. Such a

child's schedule might al;ernate between active, stress-—
ful activities and more passive, relaxing tasks.

Be aware that more physical energy is needed for the
child with a disability to be ;mobile, whether that child
is using crutches, braces, or a wheelchair. __ -

7/
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.)..

-

' If a child is kﬁown to have any form of epilépsy, 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, orthopqdic
impairments. ) » )
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TIPS FOR TBE HEALTH PROFESSIONAL

INTERACTING WITH CHILDREN/YOUTH WITH MILD MENTAL RETARDATION.

Preéenting Information:

./,

: /
' ¥

[}
|

Y

“and approaches. . e

Focus on the child's strengths.

equential steps.

Present. information in small

Use -several .. short '1earning periods; this i~ o
effective-than having one long period.
\

H

\ -
Present the same concepts using a variety ‘of paterlals:

. - | ¥
Help the child recognize how he/she can use 1.2 ‘earned
skills in daily life. ' ) -

A

Use a multi-modality approach wh neygf possibie; includ-

'ing the use of tactile and manipulative matcrials.

. Rl
Iiclude realistic, practice;, students learn better by
doing rather than by readingor hearing about something.

Present tasks in a clear, conci§e manner to increase the
child's success potential. *

Other Considerations:~“

Use concrete objects whenever p sgible to 1llustrate
abstractions. ¢

Practice on realistic materials) so gkills are more
easily transferred. For example, real money 1s a more
effective teaching tool than play money.

Look for high-interest low—level mLterials—-approprihte
both to the child's learning level and his/her chronolo—
gical age. E

5ome children may have difficulties with distractibil-
ity. Provide a small cubicle, or geparate chair behind
a screen, to temporarily separate ! the child from the
activities of the surrounding area.: '

' 3

191
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TIPS FOR TEE HEALTH PROFESSIONAL :

HORKING WITH CHILDREN/YOUTB Wi HAVE LEARNING DISABILITIES
N

.

7 -
Children and youth with learning disabilities _may have processing dif-
ficulties or mild sensory impairment. Those professionals who work -
with these children may find it helpful to skim other/the other tips’

sections for more helpful hints.’ o i
!

' - -~ s’
v e

/

e Break tasks ‘into short sequencesVand present one at a

A, Presenting_lnfornation:

time. P
- /'
E ° Give verbal as well as written directions whenever
v possible. - N v //
s /7

° Present only one (or few) items or questions at a time
during testing and pract}ce periods. 3

° Include only that ?éterial which 1is absolutely neces-—
sary. Y // /

/ ’

o Establish a few realistic goals.

- Keep child's area free from all material except what ‘

he/=he currently is working with. ; ‘/
l ~

[ Give the child a longer time than other children té
_complete tasks. - # . .

. ; ’ |

o Alternate tasks that are difficult and those that are
more relaxing. . i

e 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 activitdies before the
child's attention is gone; watch for early signs of
attention loss.

e Make movement as purposeful as possible.
1‘(5’
& Make certain the child understands directions of assign—
‘ments, repeating important directions. !

B Ve

O

' !
o Provide options for obtaining and reporting information
—-—tapes, interviéws, reading, experiences, making some-

. thing, etc. ' ' . o
’ : '
' | . _ /,//// ) i

1



. TIPS FOR THE HEALTH PROFESSIONAL - : . }
WORKING WIT# CHILDREN/YOUTH WHO HAVE HEARING IMPATEMENTS '

L

A. Environmental Considerations: .

e Arrange the seating so’ that the child can sit near you'
and observe your face, as well as others in the room.

N
° Be aware that gesturing\ano facial experssions are im-
portant cues Wwhich help the hearing impaiied child s

understanding.

° Realize that the child needs to see your full 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 back’ to: the 1ight so the
1ight falls on your face or on the material the child
must focus on. -
\
\ . 3

v

Childten/Yduth with Hearing Aids:

e If the child wears a hearing aid, consult with a parent,
teacher of the hearing impaired, or audiologist for spe-
cific informat ion—on-the-operation -of the-aid. Unless
the child ckecks his/het hearing aid, it would be help- '
ful for - you to. know how to check the aid to see if it

%s working properly. Specifically

1. “Check to see if the aid is on.

2.\ Check connecting plug for firm connection.

3.\ Check .for frayed wires. o

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 wmovements.
Speaking too slowly is as ineffective as speaking too

rapidly. i

o Be aware that aids amplify all sounds 1including ¢
instructicnal and environmental sounds, such as feet

shuffling, paper crumpling, air conditioning, etc.

193
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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. i

Listening 1s hard work; provide a variety 'of activities
balancing those that require concentrated attention and

-those that are more natural and thus relaxing for the

;
/

child. v .

\ > #
If a word has several meanings, explain them. Words
like pail -or plain, if 1lip read, look like pale and
plane~—the child needs to know all meanings so compre—

hension is increased and confusion decreased.

'/

k]

Materials and Media Considerations:

AN

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.

When '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 Took down;

and talk, thus ooscuring your lips from the child's
view. '

When presenting instructions, have -them available in
print as well as giving them verbally..

‘PteSentation Considerations:

Organize your presentations into sequential steps. In—
dicate clearly when you move from step to step.

If <you need to repeat something, try rephrasing it to
give imore cues. Don t just repeat and repeat the same

thing. -

Periodically, summarize what has gone on before proceed-
‘ing. Ask .-for confirmation’ that conce%ts 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. ) '




. WORKING WITH CHILDREN/YOUTH WHO HAVE VISUAL

TIPS FOR fHE HEALTH PROFESSIONAL L
ATRMENTS

e

. A, Environmental Coasiderations:
. N\
/@ ‘Seat the child.in clear view of the person speaking.
) Seat-the,bhild wi;h his/her back to the_light.

° If the room arrangﬁent is changed, inform the child and -
let him/her explore where and how changes 'were made.

e Keep supplies in the same,'predetermined place. This
will allow the child greater independence in locating
the materials needed. .

] Be[sure the child'knows about ‘the location of any
breFkable, or potentially harmful objects.

e Half-open or swinging doors can be potentially danger-
ous; have doors_either open or closed.

o Tell the child when you ‘are leaving or entering the

' room. '
B. Other Considerations: ' "
. e Most partially sighted  children can learn to use .their
y . residual sight; encourage the child to do so. Consult
with a vision specialist about this.

° Using residual 'sight may make the child tire easily, as
it is hard, ccncentrated work. Plan varied activities
so as not to fatigue the child with one type of visual-
task. : i :

e When written directions are given, read them aloud giv-
ing auditory information.

o Whenever possible, have information on tape——theée can
be prepared by you, an aide, or a volunteer.

e Assist the child in developing active listening -skills.




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 - inter-
esting, manipulative-type tasks. Also, do not hesitate
to quietly remind the child of such habits. N

D. Material Considerations:

'(BSB)

\

. Use concrete objects and manipulatives 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 car be ob-
tained from your local Bureau of Services for. the Blind

A . e [
’ . .

N\
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‘ TIPS FOR THE HEALTH PROFESSIONAL .
WORKING WITH CHILDREN/YOUTH WHO HAVE PHYSICAL
- OR ORTHOPEDIC BANDICAPS

L

N

Environmenfal Counsiderations:

4

e Allow room for movement——increase aisles to 60" and more

_for turning corners.

- : - : \
° ldentify or help plan for str&tegically loca%ed ramps,
. bathrooms, drinking fountains, and curb gradings to in-
crease the child's mobility in and around your facility.

‘o Be sure there is adequate maﬁeuveringﬁspace next to a

door.- a o *»

jo Provide ‘ample space near a child's chair or- table to

store/erﬁfEhes an§{l any other adaptive equipment. >

e Doors 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.

e Make ﬁaterials avalilable on a level whicﬁ is comfortable
for the child in a wheelchair to reach them. o

’

Considerations for Chila£en with Hotor'06otdinatidn ProBlens

° éncou;age development ofﬂeritingAskills. 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 equipment he/she may use. ’

e 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 ox restleness.

e Provide adequate time to complete a task.

'

) Be aware that some children may have difficulty in

speaking cleariy. Your  patience is needed here to be —
understanding and to become familiar with the. child's
words. :




IIText Provided by ERIC

LY .

If spastic or jerking movements 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.




- Normal =~ -

Infancy .
to Six Years
- of Age~ |

- .'.I‘he chart of*normal development
on the next few pages presents

to six years of age in five areas: -
motor skills (gross and fine)
cognitive skills =~ o
“self-help skills
“social skills :
communication skills (under-

‘language).

" milestone is reached on -the average is

ful if you have a child in your class
who you suspect is seriously
..one or more sxill areas.

- However, it is important to remem-
- ber that these milestones are only.
average. From the moment of birth, .

develops in his or her unique manner.
~ No‘two children have ever reached all
the same developmental milestones at
the exact same ages. The examples

that follow show what we mean.
’ 4

By nine months of age, Gi Lin had
.- spent much of her time scooting /
_around on her hands and tummy,;

* 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

~195- .
‘Appendix\4 A

"Development: -

- children’s achievements from infancy

standing language and speaking.

In each skill area, the age at which each .
also presented. This information is use-
delayed in

each child is a distinct individual, and

AN

L]

‘monthes.

Marcus learned to crawl on all
fours very early, and continued crawl-
in'gwuntil 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! ' :

_ wallaéd with ease and séill by 9%

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 again 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, réemember that children
don’t read baby books. They don'’t
know' 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 mand)lr, times
cannot be , to repeat them. All
areas of development and learning are

- influenced by children’s iences
as well as by the abilities ey are born

with.

__From: Mainstreaming, Pre-schoolers, Head Start Bureau.
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Chart of Normal Development
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Sits without support.

Crawls.

Pulls self to stand-
ing and stands
unaided.

Walks with aid.

Rolls a ball in im:
lltatlon cf adult

‘ Reaches, grasps,

puts object in mouth.

Picks thin fs up with
thumb and one fin-
ger (pincer grasp).
Transfers object

from one hand to
other hand

" Drops and pleS up
toy. -

Responds to speech
by looking at
speaker.

Responds different- -

ly to aspects of

speaker’s 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-

i panied by appropri-
! ate gesture.

Stops onﬁomg actlon :

when told no (when
negative is accom-
panied by appropri-

. ate gesture’'and

. tone).

Makes crying and
non-crying sounds.

Repeats some vowel'
and consonant o
sounds (babbles)
whenalone or when
spoken to.

" Interacts w1th others -

by vocalizing after
adult,

Commumcates
meaning through
intonation. :

Attempts to imitate
sounds.

|
.
|

Walks alone.

~ Walks backward.

-chks 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 2or 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 questlon is
accompanied by
gesture).

-Understands prepo-
sitions on, in, and
under.

"_"Follows request to —

bring familiar object
from anpther room.

Understrands 81mp1e .

phrasesg 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 gingle words
plus a gesture to ask
r 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). '



Follows moving
object with eyes.

Recognizes differen-
ces among peopie.
Responds to stran-
gers by crying or
staring.

Respbnds"‘tq 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 bein
dressed. .

' Smiles spontaneous-

.. familiar people.

' .Copies simple

ly

Responds differently
to strangers than to

Pays attention to
own name.

Responds to no. -

actions of others.

!

-

Imitates actions and
words of adults.

Responds to words or
‘commands with
: afpp’ropriate 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
me._

Ha‘ls very limited
att;e‘ntlon span.
Ao‘compliéﬁ-es pri-
mary learning .
through own explora-
tion,

Uses sp‘opn; spilling
ittle. ~ ~ ‘

:

Drinks from cup, one
hand, unassmbed .

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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\24-36 Months |

’

36-48‘ Months

Chart of Normal D_evelobment' | |
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Runs forward well.

‘Jumps in place, two
- feet together."

Stands on one fo_o,t,' .
with aid. .
Walks c')n»-tiptoe.,
Kicks ball forward..

Strings 4 large

beads. 4
Turns pages singly.
Snips with scissors.

Holds crayon with
thumb and fingers,
not fist. : o

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

.clay. ‘

=

" Points to pictures of

common objects .

‘when they are .

named.
Can identify ob-

jects when told their, _' Asks what and

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 tl.em
again,

Joins vocabulary

words together in

two-word phrases.

Gives first and last
name.

where questions.

‘MakKes negative

statements (for ex-

~ ample, Can’t open
it), o

Shows frustration at
not being under-
stood.

Runs around ob-
stacles.

Walks on a ling;

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,
oth feet *

landing on
together.

Throws ball over-
head.

Catches ball
bounced to him or
her. .

'Copies circle.

Builds tower of 9
small blocks.

Drives nails and
pegs.

Imitates cross.

Manipulates clay .
materials (for exam-
ple, rolls balls,
sna}(es, cookies).

Begins to under-
stand sentences in-
volvin% time con-
cepts (for example

We are going to the

zoo tomorrow).

Understands size
comparatives such
as big and bigger.

Understands rela-
tionships expressed

. by if...then or

because sentences.

Carries out a seriesof
2to4 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. :

[Pl

Uses ‘s” on-nouns
to indicate plurals.

Usgés “ed” on verbs
to indicate past
tense. - Co
Refers to self using
pronouns I or me.

Repeats at least one
nursery rhyme and
can sing a song.

Speech is under-
standable to stran-
gers, but there are still
some sound errors. - -




answers).
» Knows own age.

Knows own last
name,

example, can identify-
“pictures of hand ah{i’

f?ot as parts of body).

Begins to be aware of
past and % resent (for

example esterday

weé went to the

. park. Today we

go to the library).

203

S . L
. . -de N \Q B V} .
. é.“\\ . . é@ &%
. - \t .
kJO : 5 9}4 | Y . @0
Responds to sunple " Can talk briefly ' Usw spoon, spllhng' Plays near other
dlrectxolns ((}for gibgup what he or she little. . children. - -
N e, [SdomE . °  Getsdrink fom . Watches other chil
block. Get your " Imitates adult actions fountain or faucet . dren, joins briefly in
.shoes and socks). kfor examf)le house- unassisted. their play.
Selects and looks at - eeping play). Opens door by Defends own posses-
picture books, names Has limited attention tummg handle. _sions..
tu bj ects and span, gis .
%gnéﬁ oséveral through exploration Takes off coat. .Begms to play house.
objects within one -and adult tion - . Putson coat with . S bolically uses
picture.\ , (as in reading of assistance. - jects, self in play.

= Matchw and uses plc.tur? '?t?nes?' , Washes and dries ' Partxcxpates in sunple L
assomatgd objects - _Is beginning to - hands with assis- group activity (for
meaningfully (for / ° ~understand function:  tance. . example, sings, clapS,

" example, \glven cup, oal concepts of ) dances).. -
saucer, and bead, familiar objects (for Knows ender idé ntl
puts cup and saucer . example, thata = g €
together). spoon is used for | . . ty,

: eating) and part/ |

Stacks rings on peg ~  whole concepts (fo
m Ol‘der of S\IZB . example' parts of A
- Recognizes self in . body). Co] '
mirror, saymg, P
baby, or\own name. )

\ .

R ' ] _

* Recognizes and Has short attention Pours well from Joms lay with .
matches six coloxr span. small pitcher. other children. Begins
Intentionally stacks ~ Learns through | Spreads goft butter % interact.
blocks or rings in - observing and imi- with knife. Shares toys. Takes
order of size, - _ tating adults, and by .. turns with assistance.

: adblt instruction and Buttons and unbut- ]
Draws sog;ewhat : explanation. Is very tons large buttons. - »Blegms dﬁr:mat;c
recogm,,a e plcture : - .play, acting ou
that is meaningful to easlly distracted. , , Wagl:gs hands un- whole scenes (for

"child, if not to adult! ~ Has increased under- 28818 example, traveling,
Names and briefly standing of concepts  Blows nose when playing house,

- explains picture. \ of the functltgng gcntg reminde pretex:31 ; g to be

\ .groupings of obj , ‘ , animals).
ﬁﬁ?ﬂ?:ﬁf)?\o(“;}f;o; \ E‘lfolrl e}alxamp}e catI:xr%Ut gsttlas toilet independ- :
and how questions u:) comouctsem%us) Xf '
requiring ‘simple part/whole (for
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] 48-60 Mlonths

Chart of Normal Development
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Walks backward
- toe- Beel '

Jumps | forward 10

times; mthout

fallmg

* Walks_up-and down
stairs alone, alter-
- ’,natlng feet .

" Turns somersault

i

Cuts on hne contm

uously.
~ Copies cross.
’ 'Coples square.

Prints a few capital

"letters. -

. Incorp

Follows/‘“th.‘ree un-

. related commands

in proper order.
Understands com-

. paratives like

pretty, prettier,
and prettlest

Listens to long
stories but often -
mlslntei'prets the

- facts.

qrates ver-
bal dn‘ectlons into
play. aTtl\vyles
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

g will eat it).

.and why ques- -

_ple, I like choco- |
ate chi

. fuse facts

Asks when, how,

tions. T
: f
Uses models like: |

can, will, shall, |
should, and mlght‘ e

Joins sentences to- |
gether ﬁor exam- |

cookles'
and mil

Talks about causah~ SRS
ty by using because
and so. - I
Tells the content of a:
story’but may con

.'\'.(7 R . /
: | //. .
' 60-72 Months  Runs hghtly on
- ' toes.
Walks on balance
beam. \

Skips on alternat
feet.

Jumps rope.
"Skates.

Can cover 2 meters
(6'6") hopping. :

Cuts out simple
shapes.

Copies triangle.
Tra&as\ diamond.
Copies first name.

Prints numerals 1
to 5.

 Colors within lines.

-Has adult grasp of
pencxl

Has handedness well
established (that is,

child is left- or
right- -handed).

Pastes and lues |
appropnately.

Demonst:rates pre-
academxc skills.

There are few ob-
vious differences
between child’s
grammar,and adult’s
grammar.

Still needs to learn

such things/as sub-

ject-verb agreement,
and some Irregular -
past tense yer 8.

__Can take' appropn
ate turns m a con-
versatlon

Gives and receives
1nf0rmat10n

Co:. municates well _
with family, friends, -
or strangers. ‘ :
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Plays with words Knows own street " Cuts ea foods with  Plays and interacts
(creadtses own rhyr;lkmg and town. : a knige (for example, - tf‘xts other children.
oS BTN g o xtndel DS Dramatcplayle
- attention span. ex s
similar sounds). Learns throu h _attention paid to

Laoes shoes.

accurately tlme

concepts of tomor- "~

row and yester-
day. /

~Uses classroom tools
(such as scissors and
paints) meaningfully
and purposefully. '

-

Time concepts are

~eéxpanding into an

undel rstandmg of the
future interms of |
majo events (for—__-

ple,/Christmas

w111 come after
two weekends).

Points to and names  observin listen- detail, time, and
4 to 6 colors. ing to a %ts as well space.
Matches pictures of azrtlh ligue%sff plora- Plays dress-up.
familiar objects (for - distracted. > \
example, shoe, socl;- Sholws interest i dll&
foot; apple, orange,” - Has increased under- exploring sex differ-
banana) * standing of concepts ences.
Dt ith . of funiction, time,
aws a person w1 part/whole relation- 't o
2 to 6 recognizable ships. Function or : R ,
. parts, such as head, . use of objects may be .
arms, legs. Can name  gi.404 iy addition to
- or match drawn parts | . e of ob ects'! .
to own body. ) ;
Draws, names, and Time concepts are
" describes recognizable expanding. The child
picture. - can talk about R
. yesterdaf/ or last
Rote counts to 5, week (a long hme
mutatmg adults. ‘ago), about today,
and about what will
» happen tomorrow .
‘ Retells story from Begins to relate clock Dresses self oomplete-'_ Chooses own
" picture book with time to daily ly. . friend(s).
:asonable ac;:uracy ;chedule . " Ties bow. Plays simple table
: ames some letters ttention span games. .
" and numerals. .increases noticeably. - Brusht:g teeth un-
s ' Learns through adult 28818 : . Plays compehtwe
Rote counts to 10. instruction. When Crosses street sa.fely | games. .
Sorts objects by .. interested, can ignore d::fages ‘with other
(sfgngle charlactﬁnstxcs dmtractxons : d in oo?pera
or example ve play invo vmg
color, shape, or size. lgogecgg;sagfmcg:n ».group emmons,
uriderstanding of
Is beglmun o uge why things happen. play
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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-
“.tlons 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 on’hearing and touch as his/her chief
means of learning; (b) a determination
of legai 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 Impalrment [Handicap] - A child
shail be reported as visually impaired if

centrai acuity,|\with corrective ienses,

who is not blin
is greater thaj

» or whose visual acuity
20/70, but is accom-

. does not'excéezci/27/70 in either eye, but

" panied by a Jimitation 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 parposes of
life; (b) hearing loss is greater than 92
decibels (ANSI-1969) in the bettey/ ear;
{c) legal determination of deafness .In -
he state of residence.

"

;Hearlhg impalrment [Handicap] A Ehild

shall be reported asihearing impaired

“when any one of tne toilowing exists: (a) -

¢ Multiplé 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 Hahdicépped Child'ren in Head Start i’rogréms,
February 1980. |, ' : '
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- the child has slightiy 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)’ hearing loss from 26-92°

decibels (ANS| 1969) in the better ear.

-
Physical 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 development of gross
or fine motor abilities. Such functloning.
is impaired as a result.of conditions
assogiated with congenital anomalies,
accidents, or diseases; these condi-
tions inciude, for example, spina bifida,
loss of or deformed limbs, burns with
cause contractures, cerebral palsy.

Speech Impairment [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 articuiation problems affecting
.social, emotional, and/or educational
achievement; and speech and language
“disorders accompanying conditions iof
hearing loss, cleft palate, cerebral
palsy, mental retardation, emotional
disturbance, multiple handicapping
condition, and other sensory and health
impairments. This category excludes
conditions ‘of & transitional nature con-

sequent to the early developmental pro-

cesses of the child.

Health Impalrment - 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 ceil 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 inteilec-
tual functioning accompanied by im:
pairment in adaptive behavicr. In any
determination of intellectuai function-

--ing special services. This definition.
"~ would include .but not be limited to the

" non-communicative, hyperactivg to the~|"

Specific Learning Disabilities - Children. -

ing using standardized tests that lack
adequate norms for all racial/ethnic
groups at the'preschool 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). o R

Serious Emotional Disturbance - A chiid
shall be considered seriously emo-
tionally disturbed who Is identified by
professionally qualified personnel
(psychologist or psychiatrist) as requir-

following conditions:—dangerously—ag-—
gressive towards others, self-
destructive, Severely withdrawn and

extent that it affects adaptive-behavior,
severely anxious, depressed or phobic,
psychotic or-autistic. =

who have a disorder-in one or more of .}
the basic psychological processes in- |
volved in understanding -ot in using

language, spoken ‘or . written, which.

disorder may manifest -itself in im-

perfect ability to listen, think, speak,

read, write, spell, or do mathematical

calcuiations. Such disorders include |
such - condltions_as_ perceptual han-

dicaps, brain injury,--minimal~brain—
dysfunction, dyslexia, and developmen-
tal aphasia.‘Such term 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 functions
to understanding and using language
spoken or written, and computational or
reasoning abilities are included:- (Pro-
fessionals considered qualified to make
this diagnosis are physicians and
p§/ychologists with_evidence of special
raining in the diagnosis of learning’
disabiiities and at ieast iAaster s ceqrese
level special educators with evidence of
speclial training in the diagnosis of

lanenimm —Nnahiliﬂne )
1ISaTNy Woaviiswy
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_ . Appendix 4B ‘ ~-
Sample “Screening' -Questions for Various Developmental
_Levels from Pregnancy _ : , |
- To 8 Years of Age*

(A) PREGNANCY

/ Examples of Questions - _ »fIllustration'of "At Risk'i Response

1. How often do ybu visit with - l.' Rarely .
~ your parents or other family? i

~ 2. Has anything happened either before 2. My husband calls his ex—wife all

or during your pregnancy that causes the time. It upsets|/ me terribly.
_~ you, to worry about the baby? - .. I'm afraid it will hurt the baby.
3. Do you have any condition that youv 3.' Yes, ;?had'a kidney |infection lastf
thipk might be made worse by being . . year. 3 ' '
. pregnant? ‘ N

4, What was your reaction when you felt 4, I don't remember.

life?
. ) ~. \~ .
5. Is your husband (the father of the \\5:\\39'8 like anofﬁér\qhild to take
'child) much help? o . . care of. e '
6. How would you compare the waf you, 6, Everything hurts, Can't geE\my
» feel now with the way you normallyf . housework done, Never sleep now.
‘feel? ’ o ‘ : :

[

/

i

(B) NEONATAL PERIOD [(up to 4 weeks)

Examples of Questions . : : " Illustration of "At Risk" Response

1. Do you think you can.tell your qaby's 1.'_No.‘ They all sound the same td ne
" .~ cry from others? ' . : ;
\ _ _
2. How.does the baby compare with iwhat 2. Very different. | He's too active.

you imagined he/she would be ‘1like Never gives me “any peace, And
when you were pregnant? A : he doesn't look| like either of u
' . N . Wonder if it's mine. ’ :
3. .As'far as .you know, is everything 3. The doctor tol ‘Qe he was fine.
OK with the baby? ] ’ But my girl friend lost her baby
v o when he was 4 months old. Maybe
. - _ : something will) happen. B

* Developed by Richard L. Cohen, M.D., University of Pittsbuyrgh, Western :
Psychiatric Institute and Cl}nic, School of Medicine, Department of Psychiatr
pivision of Child Psychiatry. ' S ' :




Are you getting any help with I'd rather not., I really don't,
the baby”' ' § trust anyone else with him,

5. How has your husband (mate) react- 5. I think he's pretty jealous of
: ed to the baby? : . him, '

6. .Are ‘you satisfied with your abil-. 6. He 8 really a mystery to me.
: -»ity to take care of the baby? . I never know what he ‘wants.,.
He keeps me running In circles.

‘ — N -
(C) LATER INFANCY (up to 15 or 18 months). . .

Examples of Questions Illustration of "At Risk" Regponee»

1. Does the bahby seem to know>you? 1. I'm not sure. He smiles at me,
How can you tell? : 7 but he smiles at everybody the

(around 4ahonths) " same way.

2. What does the baby seem to be inter- 2, He's pretty_quiet} He mostly
ested in? (around ‘6 months) likes to look at the TV,

3. What does he do when a stranger : '3, Anyone can pick him up. He really
: comes into the room? {about 8 months) doesn't seem to favor anybody very
I . much,

4, Does the baby like to explore things?4 Yes, but I'm afraid he'll hurt
(abOut 1 year) _ himself., 1've got most things

o " put away and I keep him always

| v in the kitchen or his own room.

5. Does the baby try to get your atten- 5. " No. not really very often.
tion by other ways than crying or try :
to do things with you?

6. Has he become fairly regular in his- 6. No. Depends entirely on his
' 'habigs of eating, sleeping, elimina- mood--or maybe mine. I never
tion; etc,? _ f " know what thé day will be 1ike.

’

(D) TODDLERHOOD

N
.

Examples of Questions : Illustration of "At Risk" Reéponse

* 1.’ What kind of toys does he seem to -1. Well, he doeSn t really havé\ggf
: 1ike to play wit : of his ow-. He just uses hisQlder
T oo brother's who is six.. "~ :
2. Will he try to ask for things when 2. No. He points or cries, —
-+ ~he wants something? o :

'..'.l"-"ﬂ " ‘ . . .. "Il .V'. ) . | 2{)9 . | ] ) | ( . s, -



5.

6.

"~do for himself?

=207~

[

What kinds of*things can the baby
For inst&nce, how
well can he feed himself?"

—_—

Does he seem to say 'mo" a lot?
How do you handle that?

How does he act if other kids his
age are-around?

e

How does he. act if you and your' hus- 6.
band go out ‘in the evening?

*

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.

I just can't ;please him. Every-h
_thing I do is wrong. Maybe he'll -
'go through the rest of his life

 just rebelling .against everything.

He usually ignqres them completely.

He makes 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 outg

/-

Examples of Questions

- (E)

PRESCHOOL YEARS

Illustration of "At Risk" Response

1.

2,

l.
~ - have to do for him?

How does he act with kids his own 2.
age?
Does he(she) like to imitate father 3.
(mother)7
Does he mostly sleep through the Qfﬁ'
night? -
Is he showing ‘interest in his own TS._
body ~- and in his parents or
siblings7
What is he interested in? Does he 6.

What kinds of things do you still

ask lots of questions or want stories
to be read to him? _ e

He comes to me for almost every-:
thing. He still wants me or my
"husband to go to the bathroom with
him,

He can t share. ‘Always has to be
the boss or. he won't play.

No, I can't think of any examples
‘of that.

’No. He gets up a lot. He seems
to have nightmares.  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 whether ‘it will get well agd]
He still likes to play with his ™

He avoids new things:

-baby. toys.
‘or -new ideas.
things to stay the same.

Y

‘.9




(F) 6 TO 8 YEAR PERIOD

Examples of Questions ' "~ - Tllustration of'"At Risk" Response

1. How has he taken to the idea of 1. He complains and fusses a lot.
going to school everyday? v - Full of excuses., We have to stay
' R0 ' ion top‘of himuthe whole time,"

2. Does he 1ike to play games with 24 Yes, but they don't 1ast very long.
: other kids? . " : He likes- to change the rules if
' : \ he's losing and they get angry
‘ ~ with him. S

‘3. What does he(she) talk about being 3, We never hear him talk about
when hke(she) grows up? ‘\\anything like that. I think he
T L has the idea that he's. going to
\h{fy with us forever., h

4, What is he 1ike when he gets . 4, You never saw a bigger baby. He
sick? S acts like a 2 year old.

'/ 5. How does he act toward the baby? 5. He's very jealous. We have to
[ S ' T - ¢ _ watch -him to make sure he doesn't
’ ' ' hurt: the baby. .-

6. - How does he react to doing chores 6, We ve stopped that, You have to - |
sround the house? - - . . nag 8o much that it's easier for

‘ . ~ us to do 'it,

\ .
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APPENDIX S5A -

NATION AL OFFICES OF FEDER AL

e AGENCIES AND PROGRANMS

ChiId Abuse and Neglect Prevention and Treatment '

. U.S. Department of Health and Human Services .
 Administration for Children, Youth and. Families =
Children's Bureau . s : ,
400 6th Street, S.W. S - v
‘Washington, D.C. 20013 Co ‘
. (202) 245-2856

National Center for Child Abuse and Néglect (NCGAN)

NCCAN ‘provides information, research, training, technical -assistance,
and grants and contracts aimed” at preventing, identifyiﬁg}\_and
‘treating child abuse and neglect. Individuals can contact.the
_national center or the child abuse and neglect specialist located  in -
the regional office of the Departmerit -of Health and Human‘Services.\\

Child Welfare Seriées. T

Children's Bureau : .
Administration for Children, Youth and Families-
P.0. 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: Ffoster
care- and adoption, .child care  (in-home and(out-of-hdmé day care),
services to unmarried parenthgnd theirfbabies, homemakq&'services;
protective services, legal services and emergency assistance services.

‘The Social Services Program (Title XX)/E}ovides gervices 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 %gency."

Conﬁunity Mental Health Centers (CHHC). -

. U.S. Department of Heaﬁéh and Human Services S

, National Institute of Mental Health ) i
' 5600 Fishers Lane's S o ’ oy
Rockville, MD 20857 ’ . // - S

(301) 443-3606 Lo | /

CMHCs provide comprehensive mental health services including: o -
inpatient, outpatient, day-care, partial hospitalization and emergency

[y

N




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 CMHC or state department of
. mental health, social services or human services to locate the nearest
CMHC. L :
N .

Crippled Children 8 Services E ' _ |

J S. Department of Health and Human Services
/Division of Maternal and Child Health
Bureau of Health Care Delivery and Assistance o :
Room 6-05 ° B S - o e
/ 5600 Fishers Lane ' ' '
~/ Rockville, MD- 20857
.,/ o (301)’443—2170 B
Children and youth’ below the age of 21 with handicapping (crippling)
/conditions ‘are eligible’ ‘for screening, diagnosis and treatment
services under this program. Diagnostic services must be’ provided at
no cost to the child or family.; Transportation, drugs, therapy, and
// supplies and equipment also  may be provided, depending on ‘the state.
Other services are available to SSI recipients. Contact the local
‘Health Department, public health nurse, or Crippled Children's Agency
for more ‘information.

Developmental Disabilities ~ Basic Support

"U. S Department of Health and Human Services - C . \ e
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,  Tecreation,
transportation, . eployment, 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 L
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

213
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used in developing more effective education programs. Comp&tep
searches, bibliographies and spectal reports and responses  to educa-
tional information requests are provided among the serviceé. C

.
|

Genetic Diseases Testing and Codneeiing' ; B} ’ ]

. U.S. Department of Health and Human Services
- ' Bureau of Community Health Services : ;
Parklawn Building — Room 6-49 -
5600 Fishers Lane , :
Rockville, MD 20857. N
(301) 443-1440 S

. This program provides screening, diagnosis, counseling, and referral
"Services for individuals at riskof having or transmitting genetic
_‘disorders. Funds can_ be used to ‘transport patients to, the facility if
necessary. Contact the 1g§§1'ﬁealth department to find'.out where to
go for testing or counseling. . : o Com .
- : - e
Head Start { = .- - : /
Head Start- o TR
National Office . .
- Administration for Children, Youth and Families
‘f0£fice of Human Development Services . /
P.O. Box 1182 : ‘ ’

Washington, D.C. 20013
The purpose of Head Start is to provide comprehensive services to low-
income and -handicapped—preschool children. -This Program awards grants
‘ to provide services to preschool children and their families in -the
following areas: health,--edueation, nutritio#, social, and vother_
gservices as required. A major emphasis is to involve parents to the
degree that-overall gains in the above-mentioned areas are maintained.
Parents or others who wish information on Head Start Projects in their,
area or are interested in initiating.a project should contact their
neighborbood elementary school. | o \ " .

] .
/ S -

Infornation and Referral Services . /

Clearinghouse on the Handicapped j K
Office of Information and Resources fér the Handicapped
Office of Special Education and Rehabilitative Services
U.S. Department of Education )
330 "C" Street, S.W. ‘
Washington, D.C.* 20201~
(202) 245-0080

2 . .

‘This.Clearinghouse provides-inf&?mation*and referral services regard-—
ing federal funding for the ‘handicapped, publications, prograus,
organizations and other national ‘resources and related services for
persons with handicapping. conditions. /' : o ‘

i
I
/




Maternal and Child Health Services

‘U.S. Department of Health and Human Services .
‘Health Services 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 handicax ng
conditions. Services are delivered to individuals through ~local
health departments. :

Medicaid/Early and Periodic Screening, Diagnosis, and Treatment
(EPSDT) Program ' | N .

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 program 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 We;faréﬁﬁffice to apply for EPSDT .

services. Other séreening services are offered under the Crippled
. Children's Service Programs. ' B

- Medicaid — Title XIX

U.S. Department of Health and Human Services
~ Health Cafe Financing Administration
e Humphrey Building —. Room 414G
.7 T~—-200-Independence Avenue, S.W, ,
o -7 "Washington, D.C., 720201 — . __ - S _
(202) 245-6726 . o T e

Medicaid pays for a variety of health care services of people re-.
ceiving federal 'cash assistance and of low income”ﬁapnera who -are
unable to meet their families medical neéds. Childrer with disabili-
ties may qualify for assistance regardless of'their-family'income.”
Contact the state welfare.or health agency administering Medicaid.




Office for Civil Rights

U.S. -Department of Education

Office for Civil Rights

Switzer Building - Room 5430

300 "C" Street, N.W. ~ - o

Washington, D.C. 20201 -
. (202) 245-8835 S v

)
\

_'The'Office for Civil Rights -(OCR) is the felderal agency responsible

for enforcing Section 504, Complaints should ‘be filed with OCR if
there are systematic violations of the law in the state ' or school .
district that affect‘a“numbér of children. OCR has regional offices
in Boston, New York, Philadelphia, Atlanta, Chicago, Dallas, Kansas

. City, Denver, San Francisco and Seattle.

HSbécialkEdﬁcatioh

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 o ' ' A

'Special.Educatiqn Programs (SEP) .is the fedé;al agency responsibleAfor
administering P.L. 94-142 and other programs within the Education of

- the-Handicapped Act including early childhood programs, programs for

deaf/blind and severely handicapped persons, vocational and adult pro- .-

grams, media and captioned films, among others. -Each state employs a .

State Director of“Special~Edncation“whose;office*is*}ocatedfwithin—thé

state- Department -of Education in each state capitol (See listing in -
Unit 1). A local Director of Special .Education is employed by most

“school districts.

'Title kx -,Soéiai Services Block Grﬁﬁt

Depgrtment of Health and Human Services
Qffice of Human Development Services
Grants and Contracts Management:Division
3 OVIndependQQSe Avenue, S.W. — Room 1296
Washington, DJXC. 20201 :
(202) 245-7220 o

‘ Due/{i the flexibility of the block gfapt regulations, there is great
".diversity among the states regarding available services under this

pfﬁéram. Examples includey <child day care, counseliﬁg, emergency
shelter, family plaming,/ foster care, health education;, home-

ervices, nutr;p;gnj services, protective services, . respite care,

//ﬁ%livered meals, homemaker services, information and referral, legal
8

/
/"/ '

training and Efq@sportatioh: _Apply to the local public welfare
agency. , N . :




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 o

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-—
- tendént of Public Schools. ' '

'Vocational Rehabilitation D _ g
U.s. Department of Education o

Office of Specia Education and Rehabilitation Services‘

Rehabilitation Services Program

MES Building - Room 3090 - » 7

330 "C" Street, S.W. . } ' o : B

_ Washington, D.C. 20202 o o i !

(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.
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NATIONAL ORGANIZATION CONCERNED
WITH PEOPLF. WITH DISABILITIES

R

~

AUTISM : , , HEALTH IMPATRMENTS
National Society for American Cancer Society
Autistic Children : 777 Third Avenue .
1234 Massachusetts Avenue, N.W. : New York, New York 10017
Suite 1017 . ) _ o ‘
‘Washington, D.C. 20005 American Diabetes Association
. e 600 Fifth Avenue
CEREBRAL PALSY .. New York, New York 10020
- United Cerebral Palsy Association ° American Heart Associationv,
. 66 East 34th Street, 3rd Floor - 7320 Greenville Avenue -
New York, Neh York 10016 v Dallas, Texas 75231
- ) LT : . A .
- . DEAF-BLIND : Americar. Lung Asébciation
q ‘ ' ‘ 1740 Broadway - ' :
F “National Association of the Deaf-Blind New Yc %, New York 10019 ..
" 2703 Forest Oak Circle o L T
Norman, Oklahoma 73071 : _ " Asth vd Allergy Foundation .
. L S of . tea” .
EMOTIONALLY DISTURBED . .7 19 Wes .+ :h Stree
e R Tt : Suite 702 o
Mental Health Association, - ~~New York, New York 10036
National Headquarters , ' ' : _ - :
1800 North.Kent Street N The Candlelighters Foundation
Arlington, Virginia 22209 ‘ 123 C Street, S.E.
(703) 528-6405 . B . Washington, D.C.. 20003
The National Alliance for the ' CyspiE Fibrosis Foundation
~ Mentally I11: . . 3384 Peachtree Road, N.E.. "
* 1234 Massachusetts Avenue, N.W. . Suite 875 .- . .
" Suite 721 . : 3 Atlanta, Georgia 30326

Washington, D.C. 20005 - ,
' Juvenile Diabetes Foundation

National Assdciatidﬁ?of State S 23 East 26th Street, 4th Floor

. Mental Health Proghkam Directors: New York, New York 10010
1001 3rd Street, S.W. , o- o

. Room 113 S . S o Leukemia Society of America
Washington, D.C. 20024 - . 800 Second Avenue ' .
(202) 554-7807 o : «New York, New York 10017
EPILEPSY . : : vf"_National Association for . -
: : . : T . sickle Cell Disease, Inc.

- Epilepsy Foundation of America _ 3460 Wilshire, Suite 1012 )
1828 L Street, N.W., Suite 406 ' . ' Los Angeles, California’ 90010 -
Washington, D.C. 20036 : BN ‘ o
(202) 293-2930- . I National Hemophilia Foundation

19 West 34th Street, Room 1204
New York, New York 10001




HEALTH IMPAIRMENTS (cont)

Nat:ional 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.0. Box 159

%aguna 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. 200G7

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

-§ilver. Spring,’Maryland 20910

- (703) '920-0700

* LEARNING DISABILITIES -

Aasociation fbr Children and

Adults with‘Learning Disabilities§
4156 Library Road

Pittsburgh, Pennsylvania 15234 -
(412) 341= 1515

The Orton Society, Inc:
8415 Belloua Lane
Suite 115

'Towson, Maryland 21204

National Network of Learning
Disabled Adults

P.0. Box 3130

Richardson, Texas 75080

MENTAL RETARDATION

American Association of

. Mentai Deficiency

5101 Wisconsin Avenue, N.W..
Suite 405 '

' Washington, D.C. 20016 .

(202) . 686—4400

Association for Retarded. Citizen<

. 2709 Avenue E. East :-
P.0. Box 6109

Arlington, Texas 76011
(817) 640-0204 ,

Down's Syndrome Congress

‘1640 W. Roosevelt Road

Room 156E

.‘Chicago, Illinois 60608

National Association of

" Coordinators of State
Programs for the Mentally
Retarded

2001 Jefferson Davis hwy.

Suite 806

Arlington, Virginia 22202 C




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

Meatal Retardation
Regional/Office Building
7th and D Street, S.W.
Washington, D.C. 20201
(2C2) 245-7596

PHYSIGALLY HANDICAPPED

American Brittle Bone Society
Cherry Hill Plaza Suite LL-3

1415 East Marlton Pike i
Cherry Hill, New Jersey 08034

American 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

T
Human Growth Foundation
4930 West-77th Street
Minneapolis, Minnesota 55435

Little Eeople_of America’
P.0. 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

'PHYSICALLY HANDICAPPED. (cont)

The National Association of
the Physically Handicapped, Inc.
76 Elm Street ’

"Lendon, Ohio: 43140

National Multiple Sclerosis
"Society

205 East 42nd Stuozet.

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 Syndfome Aséociation
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 IMPAIRMENTS

American Council of the Blind
1211 Connecticut Avenue

Suite 506 R
Washington, D.C. 20036

American.Council of the
Blind.Parents
Rt. A Box 78

Franklin, Louisiana 70538




VISUAL TMPARIMENTS (cont)

American Foundation for
the Blind

15 West 16th Street

New York, New York 10011

Counc1l 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, Mlchlgan -48823

National--Association- of
Blind Students

1211 Connecticut Avenue, N.W.

“Suite 506

Washington, Db.C. - 20036~

National Association for

~ Parents of Visually Impalred
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 Barrler
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 L

ALL DISABILITIES (cont)

American-Association of -
University Affiliated Programs
(AAUAP) for the Developmentally
Disabled

1234 Massachusetts Avenue N.W.

Suite 813

‘Washington, D.C. 20005

(202) 737—1511 -

Amerlcan Coalltlon for Cltlzens
with Disabilities

1200 15th Street, N.W.

Suite 201 -

Washington, D.C. 20005

American Congress on RehabllitationP
Medicine
c/o White; Fine and Verville

- 1156 15th Street, N.W.

Suite 302
Washington, D.C. 20005
(202) 659—2900

‘

 American Occupational Therapy

A§§§c1atlon '
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

Children's Defenée 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 . =
1201:16th Street, N.W. Suite 233 -
Washington, D.C. 20036

- (202) 822-7900




ALL DISABILITIES (cont) o

The Council for Exceptional Children
1920 Association Dr. :
Reston, Virginia 22091

" (703) 620-3660

Council for State Admlnistrators
of Vocatlonal Rehabilitation

1522 K Street, N.W.

Washington, D.C. 20005

(HEATH) Project of American Counc1l
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 '
',J
March of Dimes Birth Defect Loy
‘Foundation : ’/
‘1275 Mamaroneck Avenue :
White Plains, New York 10605

National Association for
Students with Hanqlcaps
Iowa Memorial Union :
University of Iowa A
' Iowa City, Iowa 52240
)
. National Arts and The
s Handicapped Information
Service, National
'+ Endowment for the Arts
L 2401 E Street,:N.W. -
Washington, D.C. 20506

‘Salem, Orgeon 97309

HTgher Education and the-Ham dlcapped—*'—’"-‘—""—’—'—:":glesj-dent ls.-.Committee_on

|
!
ALL DISABILITIES (cont)

National Easter Seal Society
2023 W. Ogden Avenue
Chicago, Illinois 60612
(312) 243- 8400 ’

People First International Inc.
P.0. Box 12642

(503) 37815143

|

Employment of the

Handlcapped
1111 20th Street; N.W.
Washington D.C._ 20036 o

(202)° 673 -5044 2
Regional Rehabilitation Resear¢h~'/
Institute on Attitudinal,
Legall, and Leisure Barriers
George Washington University,
.Barrier Awareness.Project,
1828 L/Street, N.W. E
Washington, D.C. 20036 ’ T

Te—
\\
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Appendix. 5C

REFERRAL FORM

(Name)

\

\
. (Address)

(Agency) .~ - —

(Agency)

(Telephone)

"Child's Namg

Child's ‘Sex ‘ Child's DOB
. - o %

Reasons for Referral/Servicé Desired

Signature

¥

__Position
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Appendix

RELEASGE

TO WHOM IT MAY CONCERN:

This 1is to authorize

to forward a11 records concern1ng testing, academic performance,

health information and diagnosis, psychological evaluations and other

information as listed,

for my child

These records are to be sent to:




AGENCY REFERRAL AND FOLLOW-UP LOG
: ' Step 1 ‘ S -
N . REFERRAL PROCESS

L AGENCY AND ' SERVICE ' - | REFERRAL REFERRAL - _
IPLENT. | . CONTACT PERSON' . REQUESTED .~ |-'METHOD |  DATE COMMENTS

to |l
Cl B




AGENCY REFERRAL AND FOLLOW-UP
Step 2 )
FOLLOW-UP PROCESS

LOG

1

DATE OF -

J- DATE OF "| NO. OF NO. OF . COMMENTS OR
- INITIAL | DAYS TO| SERVICE | DAYS TO- QUALITY OF -
CIPIENT « _AGENCY CONTACT | CONTACT { DELIVERY| DELIVERY SERVICE

b

®,
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"AGENCY RESPONSE FORM

(Name of Agency and Contact)

(Health Practitioner)

ma'_Qlient's Name .. Services Requested

-As atated in the,enclosed referral-form, I am referring

.
-for .

'I feel that this child needs immediate’ attention and hope you will
‘able to make an initial contact/intake appointment within tea (10)

da&s._ Please returnkthe bottom portioh of this form for our records.

Thank you. ' . FERR L

Returnﬁfo

‘Client:

'Date of1Initia1tContact/Intake_éppointment:

,/




~229-

Appendix 6A

ADMINISTRATION ON DEVELOPMENTAL DISABILITIES

STATE PROTECTION AND ADVOCACY AGENCIES

ALABAMA _
Kathryn Harwood, Program Director
Alabama DD Advocacy Program
918 4th Avenue
Tuscaloosa, Alabama 35401
(205) 348-4928

ALASKA :

‘David Maltman, Director

P&A for the Developmentally Dlsabled

. Inc., 325 E. 3rd. Ave., 2nd F1l.
Anchorage, Alaska 99501.

(907) 274-3658

ZENITH 6600 (Statew1de toll free)

ARIZONA

Sandra Peel, P&A Program Dlrector

Arizona Center for Law in the .
Public Interest

112 North Fifth Ave.
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-Mary Ann. Harvey, Executlve D1rector
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Eliot J. Dober, Executive Director
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Hartford, \Connecticut 06103
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Donald G. Trites Executive Dlrector
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Suite 811 .
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Appendix 6B/

MENTAL AND DEVELOPMENTAL DISABILITIES

FOR LEGAL ADVOCATES

- Advocates for the Handicapped
2200 Merchandise Mart

Chicago, 11 60654

"(312) 822-0435

American Association for the
Abolition of Iavoluntary
Mental Hospitalization

University of Santa Clara

Santa Clara, CA. 95053

(408) 984-4361

\

American Civil Liberties Union
22 East 40th Street '

Kew York, New York 10016
(212) 725-1222

'‘American Coalition of Citizens
with Disabllities

1200 15th St., N.W.

Suite 201

Washington, D.C. 20005

(202) 785-4265

Architectural and Transportatien,
Barriers Compliance Board
Washington, D.C. 20201 ‘(ﬂ

Center for Public Representation,
520 University Avenue

"Madison, WI 53703

(608) 251-4008

/~ )

Center for Human Policy -
216 Ostram Avenue
Syracuse, NY 13210

(315) 423-3851

~Children's Defense Fund
1520 New Hampshire Ave. N.W.
Washington, D.C. 20036
(202). 483-1470

Inc.

“Newark, NJ 07102

Children's Defense Fund of
Washington Research Project, Inc.(:

1746 Cambridge Street

Cambridge, MA 02138*

(617) 492-4350 ‘

Disability Law. Resource Center -
- at the Center for Independent
‘Living

2539 Telegraph Avenueumwnnntwnwm_,w

Betrkeley, CA 94704 v

(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

(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
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Me tal Health Law Project

2021 L Street, N.W. -
. Suite 800 . ’ .
g% Washington, D.C.. 20036 , - - /
®(202) 467-5730 - -

Nagional Association of the :

Peaf /Legal Defensé Fund : /

' 7fh and Florida Ave., N.E. = T

‘Washington, D.C. / 20002 - o
(202) 651- sasj// .

,/, National Commission on
£ : Confidentiality of Health

: Records
(/ 1211 Connecticut Avenue,_N.W.

Suite 504
Washington, D.C.

20036

o/ -
National Juvenile Law Center |

3701'Lindell Boulevard _ ) |
‘St. Louis, MO 63108 | |

\ i
|

(314) 533-8868 O
]
Western Law Center for the =~
- Handicapped © AN
o

849 South Broadway, Room 206

Los Angeles, CA 90014
(213) 972~-0061

YoutB-Law Center
693 Mission Street

6th Floor —
San Francisco, CA 94102

(415) 543-3307
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PREFACE

" ALLTANCES IN HEALTH AND EDUCATION: SERVING YOUNGSTERS WITH

-~ SPECIAL KEEDS and this accompaning Instructor'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 .

come in contdct 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: S - ‘ : Co

Audiology/Speech Language Pathology

¢ Dental Hygiene/Assistance " .

_Dietetics/Nutrition =~ -~ T s
Early Childhood Development o R
Education Administration : "
Medical Technology c S
Nursing : . ) \
Occupational Therapy '
Pediatric Medicine

. Physical Therapy Ny
Physician Assistance . - ' Sy
Psychology o PO

. Recreational Therapy

.Rehabilitation Counseling

Social Work -

Special Education

v

o

o0 606000200

N " . The content included in ALLIANCES IN HEALTH AND EDUCATION:
\ - SERVING YOUNGSTERS WITH SPECIAL NEEDS addresses such critical’ issues
. . as: : ’ : . N S .

"' “ A '@ Implications of Public Law 94-142 b(The Education for All -
I Handicapped Children Act) and Section 504 of the Rehabili-

tation Act for health professionals; -~ . -

® Solutions to inefficienqeé, competition,aand{qisparities in
: the delivery of services for youngsters with special needs
S _and ‘their families; and -

Y Attitudes-ahd values of health and eduqatibn professionals
' ' toward youngsters with disabilities.and their families.

" In addition, recommendations are included for improving collaborative
efforts and .communication apong health and education professionalg in
identification, referral, and advocacy activities on behalf of young—
sters and their families. : - o '
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o Legal Foundationa-;addresses the, rights, procedures, . and
"serviges guaranteed by ‘law and regulations for meeting the
- -needs © children and- youth with handicapping conditions.
. A s !
¢ Roles and. Responsibilities——identifies the barriers to
effective\service delivery and the health’ professional s
 roles -and esponsibilities . in identifying, referring, and.
‘advocating f|r youngsters with disabilities. :

PO ‘e ~Conmunication- examines ‘the barriers to effective communica-"
S tion with cliepts, parents, and co leagues and- provides
strategies for nhancing the professional's competence as a
communicator. . o /

. . / .

o Issues in Identificationr-discusses "the indicators of both

‘ high-risk and handicapping conditions in young . children,

emphasizing the .professional's role in promoting non-discri-

© minatory, multidisciplinary assesgments of youngsters with
handicapping conditions.

° Referral Coordination, and Management of Services--identi—

fies community, state, and national resources for the 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 of, practitioners 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 sites 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 responsgibil-
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. o '

5
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" '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. '

&
3

‘ " ASAHP extends its sincere gratitude to all the faculty'hembers
. and resource persons who have assisted in both developing .and testing ‘
these materials, with very special appreciation to Project Specialist
Josephine Barresi and facult members Ethan Ellis and Jayn. Wittenmyer
. for identifying and or deveéloping materials for this Imstructor's
- Gulde. . ) B

. Hopefully, these tested materials will assist both health and
education educators .in integrating the content included in ALLIANCES
IN HEALTH AND EDUCATION: SERVING YOUNGSTERS WITH SPECIAL NEEDS into
their .qurrent curricular offerings. These materials similarly should
assist educators and practitioners alike in designing workshops, sym-
posia, conferences, and other continu&ng—education 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 - .. ..rpreciated. Please

fif“*“‘;send-your*tomments—to. 'Dr<—Carolyn-Mi—Del-Polico;” American—Society of

Allied Health Professions, One Dupont Circle, N.W., Suite 300, Wagh-
ington, D.C. 20036. . F .




INTRODUCTION

- : \, ' C !

L)

The rights and needs of youngsters with disabllities and their'u
families, as identified in ALLIANCES IN HEALTH AND EDUCATION: SERVIRG

YOUNGSTERS WITH SPECIAL NEEDS, need to be addressed within health and
education training programs——whether in core 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

e R IEE T

thrsugholt —the "countTy. ~"For the tost
part, " 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 help alleviate the disparities and inefficiences “in the
delivery of services and to’ facilitate cost effective, quality care
adapted to the. unique, life-long needs of these youngsters, n—going

professional development is as necessary for the cducators 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. '

e 'Issue I: - Recognizing and accepting ome's own attitudes and
values 'towards perséns 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, ALLTANCES IN
HEALTHE AND EDUCATION: SERVING. YOUNGSTERS WITH SPECIAL REEDS.
Remember, - educators——in ‘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

- A 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.

in addressing individual attitudes and values as communicated
by one's use of language-—either in talking about or to

1

The Introduction of the text should be'helpful, particularlﬁ

........

,




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.,' ’ .

o Issue II' Recognizing and accepting one's own technical com—
petence in each of the areas addressed in the text., Aga®n,
it will be necessary for the educator to\be fully familiar
with the content and related issues presented in the text.

o

: ‘Along with -reviewing the. text and the suggested readings,

wgducatorg—should - feel ~frae™ “andare™ encouragesd\

guidance from colleagues who are experts in each of the re-
spective areas (i.e., legislation, communication, disabili-
ties, education, advocacy, etc.) to provide resources nd/or
assistance in instruction.

To' assist the reader and his/her. students in achieving desired
competencies, a statement of purpose and a list of learning objectivesy\
opens each unit of- the text. 1In addition', lists of national, -state,

and local organizations, agencies, and other resources, including N\

annotated listscof suggested® readings 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 -
Euﬁject or a referenced guide, suitable- for sharing with clients and -
their families.. Instructors. may Wish to preview these readings in .
,preparation for their training programs and arrange for some to be
available as references for learners.

This Instructot s Guide. provides borh general Planning and

"Opetating Strategies for training programs and specific. Content—

2l

Related Instructional Strategies for each unit contained. in the text. |
The planning and operating strategies ﬁnclude general design recom-
mendations for conducting any instructional program,. including:

e Methods for determing the goals‘of the,instructional unit;
4'. / o’ / ) O .v’ . . .. .
° Recommendations for designing the overall ‘operational plan,
including participant selection and application procedures,
evaluations, and budget proposals, and

o -Considerations for designing instructional strategies,fin—
cluding content, structure, and procedural suggestionsf

‘In addition, a sample workshop agenda is shared with gpecific content
'and learning ‘strategies identified._

The content—related strategies, on the other h nd are specified

for each unit in the text and include: _ _
& ’ ~z\-z "»f."

Ji'p .. e Discussion questions to probe the learner's experience,

knowledge, and attitudes, |
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° Suggestions for realistic, out—of-classroom 'learning ex-
periences to help the learner expand his/her expertise;

e Strategies for tapping community resource persons for their
assistance and expertise, '

e 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 indtructional strategies are prcvided in outline form for
.clarity and quick reference. , - o

i
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‘PLANNING AND OPERATING STRATEGIES

: -

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 cgncerns
must be known. If- not previously identified, several optigns for
assessing needs are available to the planner. ' o
A. Invite constituent respresentatives to participate on a

planning committee. Panel members should include
reptesentatives (opinion leaders) 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 from—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 program--particularly
- with their constftuents. 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 towaré 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-
ji.ty, completeness, accuracy, and relevance by .other resource
persons not participating in the questionnaire development.

2

A quéstionnaire 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 questionnaireican provide some addi-
tional benefits whether or not it is returned. Depending on
the questions asked, a survey may?

e Raise the respondents' awareness of the need to be
concerned .about their roles and responsibilities for
-.youngsters with handicapping conditions;

' Y 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 S S

N

@® Educate the- respondents-to some extent about appro-
priate advocacy behaviors.

A sample needs aSsessment questionaire is inciuded in Appendix A.

II. Purpose or Goal of Imstructional 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 profesqions 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
dishbilities and their families.




. ‘III. Operational flan for Instructional Unit:
. .

T There are a number of questions to be considered by the planners
for this or any other instructional unit once the overall purpose is
determined. Freferably, these questions would be considered by .the
representatives from. the various audience constituencies identified . .~
above for an advisory council or planning committee.
A. Questions for Considerations in Planning Technical/Logisti-‘
cal Aspects of the Program. : N
1. Who should be invited to attend?
3 . /
¢ Educators? e Chief Administrators? . -/
o Health Practitioners? e Program Directors? - /
. e State Association Leaders? o All .Groups?
. Because a major issue in effective 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. - o .
—
2. Which professions should be included?
‘ o\\Andiology/Speech Language e Social Work
. ‘Pathology o Occupational Therapy
e .Dental Hygiene /Assistance e Physical Therapy
e Dietetics/Nutrition o Physician Assistance
¢, Medical Technology e Psychology y
e ‘Rehabilitation Counseling o Recreational Therapy o
e Special Education o Vocational Education
. e Early Childhood Development e Education Administra-
: ° Peai\atric Medicine - tion S
o Nursing (Public Health/ e 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: '
e learn about each\gtherS' professional roles and skills; _
i Sy
g, o establish new support networks which hopefully will be ’
' ' »transfered to their\bwn work situations; and
° learn to work coopeqatively with a variety of professionais
concerned_with one goal:\ providing appropriate services for
youngsters with handicag?ing conditions.
T
b




The design of the socialization process used in ASAHP's training
activities to involve a variety .of professionals has been. extremely
important to dchieving the instructional goals and to the overall
effectiveness of individual programs. Numbers of participants, there-
fore, have been limited ,to a maximum of 50 persons. With changes in
group slze, 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

®
o ® Consumers/adults with disabilities .
. "o Professional advocates , : o o
e Lawyers - o o -
: =

State or local health or education agency administrators

y ‘The expertise these persons can bring to a training event for
service providers in health. and wducation cannot be over—estimated.
. Truly, among the most ‘eritical concerns for any planning group - should
be ways of involving both consumers and parents in planning and pre-;
senting the training activities.- - _
Re commendations for local faculty, speakers,; 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 forJ
local experts. Particularly good contacts will be your state's Pro-‘
tection and Advocacy  (P&A) - System, Independent |Living Centers,f_
Developmental Disabilities (DD) Council, and Special Education Depart-—
ment. Educational administrators and teachers,. .along with parent and
consumer advocates, provide~“a well-rounded perspective on the issues
faced: in providing efficient, qost—effective services to youngsters:
¢ with' special needs._ Additional. suggestions are provided in the next
section on content-related strategies. o . .

4. , Hhat process should be used to solicit participation in the
. . training prograa? o S
| . o v e
A planner 8. 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 programs,'a nomination and/or an application proce-
, dure preceded _acceptance .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 their
involvement and -interest in.working with children and youth with
disabilities, indicating their openness to new roles related to Public
- Law 94-142. Similarly, in asking about their advoeacy potential or
ddvocacy interest, individuals were identified who had more favorable )

~
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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 may 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 Usit 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 the 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 thBir 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 on the-appropriate concerns of’ “"the profes—
sionals. ' In addition, assessing the participants understanding of the
issues prior to the program provides base-line data for follow+up
evaluation of changes in the professionals' (a) knowledge and atti-
"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 also 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 8 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
sthey desire. This information will be helpful not only for .the fac—
ulty and speakers in adapting and polishing future presentations, but
also for ‘making modifications for the overall design and content of

e51 .




futdre.training brograms. Sample evaluation forms are providéd in ' 7

Appendix A.

1.

Budget and Time Considerations:
(-]

-10- - "\.-

\

-Equipment Rentalé
Regource Materials: - Books, Manuals, Films, etc. —
Materials Development .

Surveys/Questionnaires .
Applications .

Training Materials
Registration Packets

¢ Agendas ’ o . -
Faculty/Resource Person Biographies "
Participant-Lists

Badges ' '

State and/or National Resource Lists -

o 0 0 6

Promotional Materials L "

- / o
¢ Press Releases
. ® Brochures
‘e Letters : o
'Productioﬁ/Duplication !
Postage = °
Accomodat ions
S
e Meeting Room
© Sleeping Rooms :
" Food Functions
: k&
e Breakfast(s) ™
e Beverage break(s)
e Luncheon(s) o
'® Reception(s) : » , B

~ As costs are determined for materials development, space, equip-
ment, and other activities assoclated with the training program, plan— -
ners will need to evaluate available fiscal resources, and determine
whether outside funding sources gshould be explored, or whether a
" registration or similar fee-structure 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 agericy or institutional budgets do not -provide

guf ficient resources—for food functions, a modest participant regis— T

tration fee should be considered. A sample budget outline as well as

a check4li§t for program development is provided in‘ Appendix B.

188
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B. Questions for Consideration in Designing Instructional'Sttategies:

{ 1. 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:

o Undérstand . . . ® (Knowledge Level Objectives)
e Be sensitive to . . .  (Affective Level Objectives)
© Be able to “ o (Performance or Behavioral

Level Objectives) ~

The‘learning objectives which lead each unit of the text’

emphasize the critical traiging components .for health and education
professionals -serving youngsters with special needs. Planners should
consider these objectives as well. - : -
2. Hhat ‘issues should the content emphasize? In addition to

the specific goals of the program, planners should consider.

~@ Needs and concerns of participants

e 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 _1nstru@tiona1 program - be
structured? ' B '
° Instructional Strategies
e Lecture-Forum i
e Discussion K Y .
® Small-Group Working Sessions
\'% Media Presentation/Discﬁssiondr———f”’// _
e Case—-Study/Discussion v _ . ' .
° Simulation/Role Playing '

® Social/Networking Considerations
P Group Assignments :
e Food Functions

Whatever decisions the planners make with‘respect to the types
of instru®ional approaches to be used in the training program, the

entire program should be planned carefully and methodically, taking -

dinto consideration all information known. about the prospective parti-
- cipants., Thus,, recognizing that the audience members' fundamental

e ; - 2 . ‘: {3“‘

.
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s

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

I'r; new ;oles.andvresponsibilities.

LN s
Rogers ~with Shoemaker (1971) conceptualize - fqur main
steps in the innovation-decision (change) process: (1)
the knowledge 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
anfavorable 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 .individual solicits reinforcement
for the decision (the individual may reverse a previous
decision 1if ®xposed to conflicting messages about the
innovation).’ - . :

B

In ASAHP's training.activities, faculty were careful to move
toward the receivers'psyghologically rather than move against them.
In an opening address, for example, a presenter can build rapport with . . .

the audience. by presenting gshared premises. In addition, the opening
can orient* the audience to the entire instructional program by (1)

' providing an overview of ' the program; (2) emphasizing the importance -

.of the participants' involvement in the program; (3) clarifying the
goals and the plan of the instructional unit; and (4) specifying the
planners':expectations~for:the participant{s'participatién.

R

This approach > is’ reinforced in several studies
(Papageorgis, 1968; McGuire, 1969). 'In fact, as Mills -
(1966) has shown, disclosure of intent is especially
effective 1if 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.

gituations in which participants 1%}1 be in-"

"
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~ of organizationkwhich includes..‘"

A Further, the overall organizational pattern of the unit should
be planned. An approach used and recommended for creating desired
responses reflects Monroe and Ehninger 8 (1964) "motivated sequence”

i

e Gaining the audience's attestion,

° Cla;ifying the causes of the problem and establishing the
need for change; \\h *
: \. . 1 . _
e Providing‘the recommended action for change with approaches
“.  to implement the change;

o Helping the audience visualize what the implications of both
non-action and action would be; and )

o A final call for implementing the recommended activities,

. Because this approach follows a- systematic thought process for solving

problems, it is more likeRy 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 <dinteraction
among participants during both instructional and free-time 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 inter—

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 seuinar/progtam goals
and meet participants’' expectations? - The time elements will
be determined necessarily by the: .

Amount of content to be covered

Instructional® strategies‘selected

Amount of time available ' : :

Expectations and experiences of participants ot

a)ther time demands/limitations of the institution/agency

\/-

Again, an advisory/planning committee can assist in determining activ—.
ity and over-—all program timing. R

L
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5. What expertise should Faculty and or Resourse Persons pos—
sess to achieve desired results? \ :

\

Recommendations for resource pefsons'and specific areas of.
expertise are identified in the next section on content-related
" strategles. 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 statistics, analogies, and humor, and a clear organizational .
style. _ : ‘ : - P

A training session with faculty members and resource persdﬁg'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 idescribes ASAHP's progrém development
‘ activities for two-day regional workshops. Similar strategies were
used for other advocacy—initiative conferences and seminars.

s

Iv. Ptogfam Development: ASAHP's Plan ;y;
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. Identif& 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 fequnsibilities in identifying, refer—
ring, and advocating for children and -youth with handicap-
ping conditions; . ' :

3. Identify specific strategies. health professionalsAcan uti-
lize to implement their new roles. and responsibilities; and

4,. Provide opportunities for health professionals to implemént
and practice their newly acquired competencies.

The workshops' centent and design were further reviewed and-
analyzed by resource persons in the Washington, D.C. area with final
modifications made by the workshop faculty. During the planning
gsessions, faculty and staff re@iewed and .revised the agenda, and iden—..
tified audio-visual, print, and human resources based on the survey
analyses and the participants' application. In addition, . faculty
contributed detailed. outlines and articles which were compiled into a
Rg?ource Manaual and distributed to participants. -

;‘ . "'f'r‘,’a;ﬁ;zs-s



studies combined with small |group discussions.

A | L 1s- B

-

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

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 participate, including individuals represent—
ing state departments of special education, regular education, consu-
mers with handicapping conditions, health professionals, parents of
children with handicapping Eonditions, 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 mhch. to the overall effectiveness of the

workshops. _ ' -

N

B. Ptogtam Modifications. Modifications 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 the program. The final revisions reflected
more small-group working sessions in which particlpants had an oppor—
tunity to share their expertise, with faculty members assuming.a more

© facilitative rather than instructive 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-

Vpants concerns, allowing much more flexibility with. group di cussion

formats than initially planned.

C. Resource Materials: Each of the workshop participants received a

350-page Resource Manu#l with detailed outlines and rescurce informa-
tion for professionals interacting with children and youth with-
disabilities and their families. The text, ALLTARCES 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.




/

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. : L~ '

.

[
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WORESHOP 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 participanté for the workshop by providing them
~an opportunity to review the Education for All Handicapped Children
Act (Public Law 94-142). oo '

Objectives:

l. 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 sSession wusing -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 avpolaroid picture. Pictures
of all attending affixed with names and affiliations, were attached to |
f1ip chart paper and hung on the wall during the entire training pro-—
gram. This procedure is a good “jce-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” ' o

Purpose: To prepare participants for the program both intellectually
and psychologically. :

| . ’ [

Objectiveszj - \\;

1. To present the problem/reason for the program;

2, To provide backéround information onCthe programAs 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, redource persons,gand

guests. ; - : _ .

!
)

Presentation Strategy/Discussion: \ As: noted in the earlier sectfion,
the opening is quite important in involving participants in the/pro—
gram's goals and outcomes. This -session was presented in lecture
format by the program director;, generally following a- brie%/(S—lO
minute) welcome by a host or local dignitary. The strategies-efployed
- in this opening ‘session have been discussed previously in the section
on the structure of the instructional program. @

: 1:45:pm | PERSPECTIVES ON THE LAW: - Rights of Children an
. : With Handicapping Conditions o

APanel with Moderator.

"The Current Political- Climate“
P "The&Parent s Response”
' \ "The" Consumer/Clibnt s Response”
\\\§\ . "The Health Provider's Response"
. - "The Audience Response"--Questions and Discussion

v

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 Jperspectives of the panel
members. The . perspectives represented fncluded those of parents,

c sumers, health providers, and educators. .
- \

w‘ .




ObJectives.

1'

—

To discuss the implications of federal. 1egislation for the
rights of <children and youth with handicapping conditions,
including their rights to::

a.”

b,
C.
d.
€.
f.

g

“A. free and appropriate public edication; .. ..

Access to services, programs, and facilities,rﬁ"'“" -
Due process; V
Equal opportunity based on capability;
A least restrictive educational envircnment;
Individualized Education Programs (IEP); and
Special education and related Services.

.To discuss the differences between federal and state legis-

lation regarding the rights of youngsters with disabilities
and their families.

To. promote semsitivity to the educational and health-related
service needs of thesé youngsters.

Presentation Strategy/Discussion: A faculty-memher 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 (Dus Process; Consent to EValuation and Changes in
Placement, Pre—School Concerns) &

Consumers iieast Restrictive Educational Environment and
Section 504 Procedures)

Health Professionals (Related Services)

The presentations were followed by a question and answer period.

3:15 pm

3:30 pm

BREAK

L~

PERSPECTIVES ON GROWING UP DISABLED: Implications for
the Service Provider

With a Response From:

Consumers/Clients’
Parents r
Educators Ry
Service Providers

ey | u,261i
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" Purpose: To sensitize participants to the needs and ,concerns of
youngsters with handicaps as they grow intp’adulthopd.:

)
Objectives: ) ] _ -
1. To discuss the;myths and the realistic perceptions of per-.
sons with disabilities regarding:

interactions with family members o
interactions with health and education professionals
preparation for adulthood ‘

social/physica% accessibility

employment oppqr;unig;es

Presenfation Strategy/Discussion: . A faculty member or resource
person, utilizing a lecture-forum (question. and answer) format, -
presents an overview of the myths and stereotypes faced by .persons
with disablilities. Provocative video tapes showing adults with disa-
bilities talking about their experiences relative to these stereotypes
then are presented, followed by an open, full-audience discussion of
the issues, including responses from resource persons and faculty.
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STRATEGIES FOR INITIAL SESSIORS

' These initial sessions were designed to create dissonance in the
minds of the audience by providing evidence of how the rights and

needs: of children and youth with disabilities are not being met
currently. The stimulus materials (the panel presentation which
included a special educator, a ‘regular educator, a parent of a .child
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

ie unpleasant and unconfortable - (Hider, 1958; Festinger, 1957; Brehm
and Cohen, 1962; Osgood and . Tannenbaum;- 1955), the participants gene-~

rally were ready to discuss the issues from their perspectives as

health professionals in efforts to reduce any percgived-iﬁcongtuity
- with their current perceptions. T - :

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'conditipns receive appropriate
gervices. 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-
segsion and overall—-program evaluations, these goals were met, - '

~

N




4:15 pm PARTICIPANT INTRODUCTIONS ' (Small Groups Categorized -

Across Pj;;éesions)

Purpose: To provide time for participants to meet and. get acquainted
with the other members of their small groups. -
/,/'/ o

Objectives: - /

1. To identify other members of the small group by name and
home community; ; "
. '/
2. To iden:ify the professiongl,foiegﬂgggdexpertise each member
represents; -,
: e T T —

“‘\"“}.m"b"

interact with children and youth with handicapping condi-
tions;

f —

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
major concerns which need resolving.

Presentation Strategylniscussion:, A cross—sgsection 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
person intérviews 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 persons 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:

[l

1. To identify the area of expertise each participant brings to
the session; and

2. To identify each participant's hajor‘coneerns or linkages to
other networks which they wish to shdre. . .

3. To recognize the extent to which their small group membersw

.




b

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 soliciting one unique piece of data
regarding: v ‘

e “interest/concerns;

o —_special programs;

o networks/alliances; and/or

e resources (human and material).

Using this approach, audience members are able to identify
others within the -audience, in addition to their small-group 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: .
e Enhance participants' understanding of one another’s |

' professional roles and responsibilities; ) -

® Ease communication barriers; and
e ' Develop and expand resource networks.

Generally, a recepfidh was sponsored by .a local host institution or,
jointly by several state professional associations. '

/ e
FRIDAY - -

8:00 a.m. o deTINENTAL BREAKFAST AND BREAKFAST MOVIE

Each morning of the workshop a continental breakfast was served,

; during which time a movie arnd/or video-tapes were shown. Since there
“are generally numerous Tresource 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. N 3y -
» KK
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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: ' : P

1. To identify and discuss specific barriers/constraints within

and acrogs the health and education professions” of those

participating which impede efficient, cost-effective ser-

vices to youngsters with disabilities and.their families.

2. To compare the barriers identified during the workshop with

those identified by others in health and education,

AN

Presentation Strategy/Discussion: Participants, categorized across

professions, meet in small groups (8-12 persons) to discuss, the -bar-

riers 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:

-

° Identify barriers;

*

e Classify the barriers according to the importance of resol-

. ving the issue/barrier;
o Cluster/categorize barriers, as appropriate (e.g., knowyledge
issues——identification, referral, communication, and advo-

cacy issues; -or attitudinal, procedural, regulatory, infor—'

mational and funding issues),
e Prioritize issues (i.e., need for early resolution); and
° Report-to the entire group. |
» Note: Facilitators of the slall groups should be familiar with the
content of Unit 2 in the text to assist group processing.
10:15 am BR?QF.

10:30 am ‘IMPLICATIONS FOR SERVICE PROVIDERS

Putpose: To identify the roles and respOnsibilities ‘of health profes-—
sionals in identifying, referring, and advocating on behalf of
children and youth with disabilities. a




 Objective:

discussion. Small groups are directed to:

-25- - ' .

1. Having listened to the.previous presentations and videotapes
on the needs and rights of youngsters with handicapping o~
conditions, participants will discuss and identify the roles
and _responsibilities health professionals should be prepared
for in relating to youngsters with disabilitie& and their
families.

: \
Presentation Strategy/Discussion: . Participants, categorized across
professions, meet as small groups (8-12 persons) to discuss their-
roles,,ang responsibilities and record their deliberations on £lip-
chart paper. A faculty member /or resource person facilitates the

»
s

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
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 hav( een critical components for
the overall success of the workshops couducted .by ASAHP, 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. ® Havelock'(1971) suggests "the two
critical factors for participantg' 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. 5=2). '

Because participants wilIﬁBffﬁg“EXtensive expertise ﬁo 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‘annodnce 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 programe. 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—-particularly. 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 activities/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 may' be 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. . \




12:00 pm . LUNCHEON W-I\TH_GUEST SPEAKER

A sit-down luncheon was prepared for participants to continue
uetworking. 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, allo ing -
.at least a half-hour of free-time,

o

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 suall group ses-
~ sions on "barriers” and "roles and responsibilities.”

2, To review the previOus sessions' conclisions in relationship
to the program's goals and the power/ability of health pro-
fessionals to solve these problems.

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

.

e Laws and regulations (Local/State/Federal)

® Disabling conditions and the implications of
these conditions for a free appropriate public
education

’

Issues in diagnosis: educationai planning and
treatments o . . .
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e Communication skills and strategies '
__ e Referral sources and strategies

o Advocacy models and strategies

Presentation/Strategy: Lecture-forum by program director.

2:20 pu ~ 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:

o ““Kﬁﬁroaches to advocacy for youngsters with disabling
conditions and their families; '

e Referral sourcﬁi and stfatggiesufor obfain@ng appropriate
referrals for clients and their'families; and

e Communication barriers to effectivé service delivery and the
skills and strategies providers need to help alleviate those
barriers. Y

1

Objectives: In general,* the objectives forbthese three sessions
reflected those included in the accompanying text for: :

o Unit 3: Communication;

e Unit 5: Referral, Coordination, and Management of Services;
and : '

o  Unit 6: Advocacy (Objectives 1, 2, and 3)

Presentation Strategy/Discussion:. Since many of the issues related to

advocacy, referral, and communication would have been raised pre-
viously in the small group gsessions and reports on "barriers” -and
“roles and responsibilities,” the faculty planned a flexible approach
for these sessions. : -

Priof 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




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 theilr particular

' gection, whether or not 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 - ADJOURNMENT

SATURDAY

8:00 am CONTINENTAL BREAKFAST AND BREAKFAST MOVIE
(See Friday 8:00 am schedule for details.) o

8:45 am ADVOCACY: COMMITMENT AND TIMPLEMENTATION N
I. ““Strategies for Effective Advocacy"”

Purpoee: . 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:

1. 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 advecacy.

Presentation Strategy: Lecture-Forum 2

9:45 am - _BREAK‘ ‘\
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10:00 am ADVOCACY: " -COMMITMENT AND IMPLEMENTATION (continued)

1. “Implemeﬁting Effective Advocacy Strategies”

Purpase: To prbﬁbte partiq}pants' development of effective advocacy
strategies for their own employment and community situationms.

Objectives:

R . re :
' l. To identify ‘the current conditions of personal work and
community environments and recommend specific strategies for
- effective advocacy. ’ : —

2. Identify possible strategies for dealing witﬁ pitfalls to
effective.advocacy, such as: p : ;
e 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, SN
“state, or national professional societies. :

. : . i
Prgsentatioﬁ'Sttategy/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 & idéntify 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 L. N '
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. \ \ . .
STRATEGIES' FOR PROBLEM-SOLVING SESSIONS . ‘ '
e

Using a problem-solving approach allows for a number of possible
alternatives and helps to gain the paticipants' cqmmitment for thef;
own proposals (Zimbardo, 1972). In addition,” this ‘"approach allow§"
participants to identify théir "intentions" for initiating change for

-, youngsters with disabilities both orally (in the presence of=<igroup:
members) - and fn writing. As Ajzen and Fishbein+ (1980)- predict in'
their theory of reasoned action,; a participant's intention to.perform
certain behaviors will be the actual determinant of their actions.
Since both the staff #nd the participants have copies of the developed
contract with professional and personal advocacy goals;identified,
follow-up evaluati? s can be conducted to assess the participants'

S . N

success in accomplishing their initiatives. - R o]

. ~ ' This, type Af final session alsb reinforces the participant's
internalizétion 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. \

.
P

The user will be more likely to internalize any o
- : innovation that he sees as his own, sometlhing that -
‘" T, he has accepted by his own free and deliberate -
) "% choice to meet his own specific need, and something
| - that he has worked on himself to adapt to his own
| . specific need (page 11-14).

’- - 12:15 pn .  SUMMARY AND CONCLUSION/WORKSHOP EVALUATION - oo

L ‘ Following the reports from individual and group deliberations of
B ‘ 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.

1:00 pm ADJOURNMENT r’;;v

E. *Program Outcomes: During . .the workshops conducted across the
‘country, participants formed professional and personaf&interdiscipli—
nary alliances -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. '

273
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e

Perhap; most iﬁportantly,'during the small-group working ses—
sibns in ‘each of the regional workshops, participants consistently
identified similar roles and responsibilities all health professionals
should assume--whether- or not they interact directly or consistently
with youngsters who have handicaps. In addition, the roles and

responsibilities mirrored. those initially identiffied by the ASAHP's.

Advisory Council in planning the workshops. .These [roles _and responsi—.

bilities are discussed in detail in Unit 2 of the text. BRI
Synthesizingvthe roles and responsibilities,ﬁﬁoweéer,*five major

regions. They include: !

responsibilities emerged repeatedly--across working froups and across

1. To communicate effectively with childreni and ~youth with

disabilities and their famil : i.e., to effectively adapt

. messages and. actively 1i én to these youngsters and their
families; o T KVM' :

2. To understand-state -and federal: legislation in order to

assis%/jamffies/inypolvingfproblems relatei&to the young-

ster's-condition; : ' Lo

~3‘ To recognizé} accept, and implement one's professioﬁa1 re-
sponsibilities in ‘identifying, referring, and|advocating for

youngsters with handicapping nditions’ and tgaif-families;~a

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

services; and I . . .
’ T B .17’,

5. To develop and/or modify ed cational,stand%rds_to ‘create
access rather than barriers to\individu&ls.with disabilities
who wish to enter the health, education, and,#edical'p;ofes—
sions. \ ‘ - , : : K

While these roles .and responsibilities 'have been didentified

other professionals who provide services to youngsters |with disabili-
ties and their families {(e.g., special- educators, Tegular edvcators,
physicians, nurses,“etc.) are obvicus and are well=worth -considering

as .all groups develop and evaluate pre- and/ﬁn—seiviceyedﬁcation pro—.

grams. - o

\

" specifically for related-health professionals, their  relevancy for.

.




SECTION TWO

o’
4

’y.~CONTENT—EELAIED INSTRUCTIORAL STRATEGIES

As noted earlier, this section provides instructional wirategles
and resource recomnendations for each of the six uanits in fhe text:

Legal Youndaticns

Roles and;Besponsibilities

Cozzmunication
Issues- in Identification
Referral, Coordimaticn, and Hénngement of S¢ivieess

Advocucy

These_strategies are provided to complement .:znd supplement the
content information contained 1n the text. Used together, these
materials should assist planners in developing instrusctional -programs
which reflect the cognitive, affective, and behaviorel dimensions of
patient/client care. For easy referral, the recommendatiscns 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 Questions——provided to rstimulate increased
learner involvemen: with the issuss addressed in the unit.
The questions probe both technical and ethical igsues,
allowing for an exploration of kmowledge, values, and ethics
by both students and instructors. In som= cases, an in-
structor may wish to use the questions to supplement other
evaluation tools. o ‘

B
)

Learning Experiences and B.ercises——provided to involve
learners in both the cognitive and experiential diménsions
of the issues discussed in each of the units.- Role
modelling, group discussions, role playing, interviews, ob—j
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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‘Sttategies for Accessing Comunnity Resource Persons--pro-
‘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.

Media Resources-—lée 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. \

Kasters for Handouts and Overhead Trawsparencles——provided
for use with the instructional units. Sample materials fur
handouts and transparencies for all units are contained in
Appendix C.
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UNIT 1: LEGAL FOUNDATIONS Y

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 discusées
Public law 94-142, Section 504, éignificant 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.

Purnose: To review the development and requirements of public policj
f.. 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: t

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 legis-—
lation, 1itigation 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 i/,
education and related-health needs and rights of youngsters ‘
with disabilities. N

4, 1ldentify the differences that exist between federal and
state policy and among the states regarding the provision of
special education and relatod services to 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.

27 _. o
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Discussion Questiocns:

1. How does Public Law 94-142 affect you and other members of
your profession? ~ ' \

2. To what extent have your gducational experieﬂces provided
you with the needed competénciec to address the rights of
persons with disabilities? What additional training and
information do you and/or other mémbers of your profession
need to be better informed? \

3. 1f youawere 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’ stace legislator?

“4. What resources do you have wher you observe or sugpect that *
the rights of children with handicaps or their parents are
. being denied? What could you do in the following situar
tions: .
As you are reviewing a child's health record, you
notice he wag fitted for & heariang aid but you
have never séén him wearing one. His mother told
you that he;ﬁight need to repeat a grade in school
due to poor/ harks.
You know geveral chiluren who are not receiving
physical therapy, even though their Individué}ized
/// Education’ Programs {IEPs) indic%te they should be.
/ The physical therapist, who is a friend of yours, .
i _toid you that she kad 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 educatign,of,philgren with handicags?

e )
6. If Public Law 94-142 or Section 504 were repealedﬁ/ what
. would be the result? _ o :

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:

1. Schedule an interview with a state legislator, gstaff 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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2. 1Interview parents who have youngsters with handicaps to get
“heir perspective on the IEP process. How might the process

" be improved?

3. Mec: with representatives of a private school for children
with handicaps to determinz how they (a) implement the IEP
and other requirementg 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 educa-
tion agency to work with-students with disabilities.in the
schools. Are they emploved by the education agency or hired
under a contractual agreement with another agency? How do
their contractual arrangements affect the services they

provide? : _ 4

5. Interview the state or -lo¢al director of special education’

to identify interagency agreements between the education

agency and health and human service agencies as| they affect
. _ the_identification,- referral, and provision of [special edu-

cation and related services to. children with disabilities.

6. Interview adults with disabilities working in Lour college
" or community. What problems’ did they encounter in primary
and secondary schools? What problems do they‘etcounter now?

: o o ' ! -
7. Participate in the e§érciscs in Ewe:s;body Counts! (see
Additional Readingz) /to experience simulations of having

handicaps. [ =
8. Obnalg;g;ecpy—vffthé code of ‘ethics for youf profession.

Determine how each 'statement applies to the principles

discussed in thig Unit.

9. Interview state or local service agency personnel to deter-
mine the kinds of educational services provided ip your
state for youngsters with disabilities prior to the passage
of P.L. 94-142. g A

.
-

Resource Persons: There are many people who o4n contribute to a
lively presentation of the current political scene regarding state
and/or federal legislation and the regulations affecting youngsters
with disabilities, their familieg, and their providers. Speakers can
be invited to provide up-to—the-minute information on federal statu-
atory or regulatdry changes, on state laws or regulations, or review
how the policies discussed in this unit 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:
Exceptionél Times: An Historical Pefspective”of Special Education.

The. Council for Exceptional Children. 16mm sound color film.
Approximately 20 min. Price $250.00; members $212.50.
< ’ - . '

P.L, 94-142 Implemcnting Pfoceduralvssfeguards——A Guide for Schools

and Parents. Produced by the Council for Exceptional Children
in conjunction with the Children's Television Workshop. Con-

Cent8° three sound filmstrips; three audio cassédttes; discussion

guide; ditto masters for duplication. Price| $90.00; members
$76.000 - H .

Council for Exceptional Children. Contents: threc full-color
sound filmstrips and a copy of A Primer on »uﬂ{VJ‘JG rzed
Education Programs for Handicapped Children, .wice 05~00

members $55.25. : . ‘

Individualized Educationf Programs for Handicapped Children. The.

Transparency/Handout Masters: Inclivled in Appendix C or this Guide
" are the following masters pertaining te Init 1:

® The Education for All 7°pdiol»peo Children Act (Public ﬂaﬁ
: 94-142): Central Principes

e Procedural Safeguafds of Public law 94~-142
e Purpose of Public Law 94-142 : \_ <
e Definition of “Special Education”

w: .

o Definition of "Handicapped Childres”

o Definition of "Related Services"

e - Definition of "Least Restriciive Environment”

Q Individualizéd_Education Program (IEP): Procedures

° Individualized Education Program (IEP): Contents

.
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UNIT 2: ROLES AND RESPONSIBILITIES
N :

Overview: Health professionals function in numerous roles in which
they have contact with youngsters with disabilities or their families.
Whether as health care provider, ngighbor, relative, friend; or con-.
cerned citizen, fhe health professional has a role in identifying,
referring, and advocating for these children. In this unit, authors
Aﬁthqpy 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 profegssionals. N

2. ldentify the barriers to effective service delivery and the

' responsibilities of health and educati:n professionals in
developing solutions.

a -

- 3. 'Describe the roles and regponsibiiitiea of individusls in

the related-health professions with respect to the needs and

rights of children and youth with disabilities, including:

1]

a. providing effective and competent cervices;
b. using effective communication strategies;

Y oc. \igentifying, referring, and advocating for youngsters
wigh‘disabilitiesignd their families;

d. undérstanding relevant 1oca1L’state; and federal laws,
regulations, and procedures; and '

e. cooperafipg and coordiﬁéting with other professionals in
the delivery of health and education gervices.

Discussion Questions: RN o o
. . X \ \y\\ B . \
1.  What are the barriers and constraints. in your work/personal
' environments to achieving efficient, cost-effective gérvices for
persons with disabilities? What actions/strategies are avail-
able to you to improve the situation? :

. es1

~
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2.  How can you help to create a more collaborative team atmosphere
with the other professionals withwwhom you interact? '

3. ‘How has Public Law 94 142 impacted the roles and responsibiltiee
\ of health professionals? How can the law be more responsive to
the needs of related services 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?

Y

5. What would you consider to be the most imporiat reapansibilityz

you have for a youngster you suspect of having s handicapping

condition?

K

/' . :
Learning Exercises: J

bl

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 roles as team
members in serving youngsters with handicaps.

2. Role-play an interaction with a health care provider (select a
specialty area) in which you are the parent who has just
your new baby has cerebral palsy. What are your concerns?
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
. ccncerns/problems/questions regarding the youngsters in class
who have handicapping conditions. What assistance might you
provide the teacher? - g
. Interview three youngsters in the school system who have handi-
caps to determine their perceptions of themselves, their percep-—
tiois 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
asvisting them? " :

Kasource Persons: For presentations to discuss the barriers 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. ge,y
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euperintendents and clinical and hospital administrators) can be in-
vited to share their perspectives on effective and efficient service

provigion.

The appendices in Unit 5 of the text can help to identify

appropriate first contacts, but do not hesitate to tap your own net— ~

works

Media

first.

Regources:

"The Community". The American Academy of Pediatrics'
Training Project for Physicians Serving Handicapped Children,
Module 4, 3/4" Color Videotape; 45 minutes. Instructor's
 Manual available.

Sharin

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. S

g the Experience . . . With Galvin. The Stanfield House.

e

Trauaoarency/ﬂandout Magters:

Sound color film; 28 minutes, Price $385; Rentai $3?.
The film describes a nenr 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
1ntimate fashion.

are the following masters for Unit 2:

o Barriers to the Delivery of Services

K Roles and Responsibilities of Health Professionals

I

Serving Youngsters with Special Needs

Included in Appendix C. of this

Inservice

16mm.

Guide-
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, m‘ﬁ’ir\z COMMUNICATION

Overview: The ability to convey information clearly, to l.:sten
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 digsabilities., Barriers to
communication effectiveness and strategies for enhancing effectiveness
also are discussed.

Purpogse: To understand the communication process, the professional’'s
role in that process, and the implications of appropriate commynica=
tion behaviors for the provision of health and education services to
youngsters with disabilities and their families. "

-~ B [2

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. v

2. Identify and discuss the barriers to effective communication
with clients, their: families, colleagues in health and educa-
tion, and others concernad with the -delivery of health and
education services to youngsters with handicapping conditions.

3. Recogaize and discuss the influence of others'.perceptions of
the heaith 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. g :

5. Identify, promote, and implement appropriate, supportive commu-
nication strategies (verbal and nonverbal) when interacting with
children and youth with handicaps, their families, and cthers
‘concerned with the delivery of education and health-related
services.. 2

6. Identify and promote appropriate communication strategies to
" identify 4nd use parenis’ knowledge -and expertise in designing
the youngsters' education and related-health program.

.




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?:. How do they affect

. your communication with youngsters who have these impairments,
.with their families, and with their other service providers?

What conditions, other than attitudes, affect your communication
with others? What strategies can you employ tc improve your
communication patterns7

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?

How would you evaluate your listening skills? Under what condi-
tions do you find yourself more freguently “tuning out"? What
strategies can you employ to improve your personal, and profes-—
sional listening skills.

When interacting with a client/patient, what kinds of problem—
solving skills do you use most often? To what extent can the
client/provider interactions te improved by using a problem—

solving approach? How wiil this approach affect the development

of the treatment and/or educational program?

What strategies would you use to encourage reluctant parents to

refer their child for diagnosis of a potential handicap? o

Learning Exercises:

l.

Use the handout "Perception of Self and Oihers™ in Appendix,C.
with a partner, each completing the chart before making. com—

.parisons. Compare person A's Column I with Person B's Column

IV, A's 1L 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)?
What new informat’.on did you learn about your partner?

Use the handout, ~Active 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 fis communicatingn Conclude with a discussion of-
how each of your' behaviors changed during the process of the
exercise and why./_ s

A
W P

Interview at 1e75t two parents of children with disgbilities and
two health or education professionals. Ask the parénts to iise

H

.
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their feelings during meetings with professionals. Ask the pro-
- fessionals to list their feelings during meetings with pareats.
! Compare the two lists. Interview questions:¥ -

o

. ° "When I meet with professionals (parents), I
feel. . ." : '
° “I wish professionals (parents) were more . . ."
° "I like it when prbfessionals (parents) . . ."
4. Schedule an interview with a health édministrator‘to determine

the techniques he/she ubes to resolve conflicts and solve prob-
lems in the clinical setting.’ Refer to Unit 3 of the text and
a the Strategy and Evaluation questions to both plan and
dssess 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 varying.types 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, place, and preferences regarding expenses. If possible,
the three should try to follow their plans and go Qut together,
maintaining and interacting with the impairment. What did each
person learn from the exercise? How dii each compensate in the
communication transactions?

R For your next report oOr presantation, use the strategy tech—

. niques suggested in Unit 3 of the text for plénning your

presentation. With one (or more) person(s), schedule to‘use a

videotape camera and playback equipwent ‘to practice the\ pre-

sentation., Use the evalnaticn quesrtions (Unit 3, Tekq) to

review your approach. Whal ~empur fection skills do you wish to

; improve? Design a plan for improvement: and then in two or three
/ months, repeat the exercise. N

7 v 7’
/ . . Y

e . l ' - . -

. *Adapted from "How to Get Services by Being Assertive” by the
"Coordinating Council for Handicapped Children, Dearborn, IL.
N\ .

LN e b
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8. Visit and interview a family who has a.child with a handicap,|
rzquest to observe a ‘counseling session with such a family to

identify the family's (parents and siblings): (a) concerns and.
questlons regarding services for the youngster with the handi-

cap,| (b) concerns regarding their relationships and activitles
. with \one another, and (c). perspectives on the overall impact of
having a family member with a handicapping condition.
N : - S S
Resource Rersons: To assist. in the design and training of the
section on -tommunication, there are persons with expertise in inter-
personal . con unicéation who should be contacted. Local colleges .nd
universitie generally have faculty:in departments of Speech Commu-
nlcation or Speech and Theatre who regularly teach courses in all
aspects of human communication, including ‘interpersonal communication,
small—-group communication, and persuasion. In some cases, the faculty
members and/or counsultants may speclalize in health-care communica-
tion. In addition, faculty members from psychology or counseling
departments cap be helpful as well. " It: will be important, however, to
identify persdns with expertise in communication theory and practice
to ensure quality training programs in communication skills. -~ .
. .
Other res urce persons who can provide extremely relevant infor-=
‘mation about speech; language, and hearing impairments are educators,
practitioners, and administrators in speech-language -pathology and
audiology as well as persons with those impairments. As Adentified in
Unit 5 Apendix 54, any of your state's assoclations for persons with
physical mental and psychological impairments also can be contacted
for additional ¢ ntacts and assistance.
/

Media Resources:'\

Empathy. Barnard, Barr, and Schumacher. AmerAcan Assoclation of
Colleges of Pharmacy. 198l. !

Inéludes a 30 minute videotape depicting 6 vignettes

of practione /patient interaction, and an instructor's

manual containing student exercises, readings, and

role playing|suggestions. A loan of the kit can be

arranged through any college of pharmacy in the coun—

try.

Sharing the Experience . . » With Petér. The Stanfield House. /16mm .

Sound color film; 28 minutes. Price $385; Rental $35. .

The story of 'a famiiy with three szons. The middle

son, Peter, is non-verbal and has severe mental retar-

dation. ‘The. film shows the nse of sign language with

Peter and how this gives him the: tools to communicate

within the family and  school. The concepts of
. .

e s
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"Extend-a—Family" alSO’/iS explored, pairing able-
bodied /youngsters with those who have handicaps.
First  Prize, 1979 International Rehabilitation Film

Festivdl. s

e =

The Family. The American Academy of Pediatrics' Inservice Tfaining

Project for Physiclians Sevving Handicapped Children, Modulk 2.
3/4" color videotape; 4§/minutes.

/
A series of vignettes{'primarily dealing with physi-
‘clans, but appropriate for all health professiovals,
on such igsues as //informing parents of the'ir child's
handicap, reactions of children and families, impact
on parents' lationships, impact on siblings, family
adjustments , '%? community perceptionS/ and parents'
perceptions/of the physician. :

Transparenc//ﬂandout Masters: Included in.Appendix c of this Guide

@y

are the following masters for Unit 3:

///The Communication Process

/6 Some Common Listening Problems

//‘q/ Active Listening 'a ) B

¢ Levels of Empathy . ~ L : .
) Defensive and Supportive Communication Climates

o Perception of Self and Other /-




. UONIT 4: ISSUES IN IDENTIFICATION
\ o .

—

Overview: Because of their eérly,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 hé%dicapping conditions. Emphasis is
placed on the role of the health pr essional in the identification
and screening process and in conducting\ncn-discriminatory, multidis-
‘ciplinary assessments of youngsters with diEab;lities.

.

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. Ideﬂtif the indicators of‘ the handicapping’ conditions

included in Public Law 94-142:

a. ! Visual impairments
b., Hearing impairments e
c.( Orthopedic impairments
d.! Speech|impairments
e.| Mental, retardation
'f., ‘Severe' emotional disturbances
g. | Learning disabilities
h./ Other health impairments
A . - : : S
2.. Identify and monitor "high-risk” children consistent with
thei& professional roles. . -

3. -Promo@é accountabie decision-making in the design of early

indéntification and intervention strategies for children and
youth exhibiting handicapping conditions. '

4., Discuss the roles and responsibilities of all health and
T education professionals in coordinating the identification
and screening procedures and non-discriminatory, multidis-

ciplinary assessments of youngsters with disabilities.

5. Recognize when referals for education and/or related-hegjth
service are necessary and describe the presenting problem(s)
or concern(s) to the appropriate referral agency or quali-
fied professional resource. -

~
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Discussion Questions:

Why'is it important to monitor high-risk youngsters? In
what situations would you likely be the first person to
;deﬁtify a youngster with a suspected impairment?

What instruments are available -to you as a professional for
early diagnosis? How have these instruments been validated?
How cam you be sure that tests and assessment procedures do
not discriminate against minority populations?

To what extent are the assessment regulap&ons in your state
compatible with those outlined in PL 94-142? How does your
state handle the_difffrences (if: any)?

~ 1

To what extent are members of your profession 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?

In your ekperieﬁce, what are the strengﬁﬁs and weaknesses of
using definitions or defining persons ‘with handicapping con-

ditions?

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 Trecommended follow-up treatment
and/or program plans and referral procedures. - Are they the
same you would recommend? Why/Why not? ' -

‘Schedule visits with two (2) colleagues in health profes-

- sions-other than your own to observe two initial evaluations

of ney 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. = - |

*

- Schedule an interview.with the parents of a younster who has
been recently identif%ed 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.

Schedule a visit with an early childhood clinic orga
University Affiliated Facility (UAF) and observe the proce-
dures used in assessing a child suspegtéd of having a
handicapping -condition. To what extent were tdam evalua-




_tions and/or team decision-making strategies used before the
final prognosis 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 educaticn 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 inmstructional unit will determine . .

the number and kinds of disability experts to be invited. A person
with one disability (e.g., hearing loss) does not kinow 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 di;Lbility 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 Wwith the particular disability 'should be
involved.

.
'

‘ Hedia>Resources: —

Appraisal of the Infant. United Cerebral Palsy Asgociations, Inc.

Sound color videotape. '16mm.‘ 27 minutes. Available on a
rental basis for 3 days. $12.00. ' :

Prepared to ircrease nursing knowledge and'skill_iﬁ
early identification and appropriate referral of the
atypical infant and his family. ;

The Doctor Talks To You About Cerebral Paléz;;,Soundworks, Inc.

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-
. havioral factPrs, helpful programs and new research.

Dr. Larry Silver: Lecture. The American Academy of Pedatrics, 15

minutes videotape, 198l.

This fifteen minute lecture deals with a review of
current research finding about controversial treatment
approaches for children with learning disabilities.
-In a straight—fbrward manner, Dr. Silver reviews pat—
terd therapy, sensory integration approaches, optome-:
tric exercises, megavitamin therapy, the Feingold
Diet, and other controversial approaches.

et
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REFERRAL, COORDINATION, AND MARAGEMENT OF SERVICES

s

e

¢

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 achievey {uality, coo@dinatgd, and
comprehensive services. N ~ "

'

Purpose: To explore appropriate strategies for reférral, coordina-
tion, and management of health, education, and related services for
youngstars with disabilities. ' ' :

N

Speéific‘gbjecfivés: At the contlusion of this unit;»readers should
be able to:’ g '

3

.1, Identify referral sources within their particular health
agency or faciliiy. ’

2. . Identify local, .state, regional, and national resources for
services for children and youth with handicapping conditions
and thedr families. -

3, fdentify 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. A

-
4

5. Facilitate and promote cooperation with other health-related
and education professionals in providing services to child-
ren and youth with disabilities. _

6. Identify, use, and promote the use of effective Tollow-up
and case management strategies to facilitate children -and.
youth receiving appropriate services. ’

7. Facilitéte_ the parents' active iavolvement 'throughout the:

referral process.in such, a way as to make the best use of.
their knowledge and expertise.
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Discuséion Questions:

1.

5.

6.

7.

- Learning

1.

What personal experiences have you had - in identifying a
service you needed for yourself (health care, fimnancial aid, -
etc.)? What obstacles did you "encounter and how did you
overcome them? v '

1€ youthad a choice between two health care providers, what
factors would you consider in choosing one over the other?
How would you)obtain the information you needed to make a,
choice? oo . : N i

What would your functions be as a case manager in a rural.
area when there are few referral sources and little
coordination- among them? ' '
How should ybu.deal with a referral source that was not
providing the expected “and/or appropriatemsservices? ‘

As a praetiSﬁér, how can you preVenf duplication and/or’ gaps
in services to youngsters with «disabilities and theéir
“families? . ' e .

What considerations, services, and referrals can health
practitioners provide to help young children with handicap-
ping cqﬁaitiqgs during the transition from a pre-school
program to a school program ard from a high—school program
to a career? ~ _ :

~ .
T -

What should you do if you i;ﬁrn that a child's handicap was
identified at an early age by a“health provider but the
school is not using the information? .

Experiences:

‘Schedule a meeting with an intakeﬁworkef from a local:ser~
vice agency to determine how -a” referral is processed in that
agency. : '

Talk with parents to discover their experiences and satis-—
faction with local referral sources in obtaining services
for children withﬁdisabilities. .

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-
1ities . \ :

’
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' 3 .
_ 4, Visit a , special education class and follow the daily
'schedule with.one student to see how different health

and the studegt.

5. Make a resource list of both generic and specialized ser-

vices in your local community. Explain how you would
e 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 sectiom. State Protec-
tion and Advocacy Agency directors,vrepresenfatives from parent and
professiqnal,organigations,hpublic agency officials, and practioners
are examples. Theée 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

serv&ces from a variety of perspectives.

In additiom, it would be meaningful to invite represéntativés
from two or three agencies to participate in a panel discussion
concerning existing coordination problems. In choosing qgenciés,

_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 importaat to invite agency personnel who will be
willing to share valuable information regarding the agencies, dinclud-
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, theréfore, not to create a defensive atmosphere by being
critical of the agency's, services, but to assist in facilitating the
recommended corrective strategies. )

\

professionals interact with the special education teacher

Vi
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Media Resoufées:; -
o - l .

-EPQDf@énd Head Start. Chapel Hill Training - Outreach Project.

Slide-tape presentation. $35.00.

+ Provides a brief ovexview of the relationship between
the Early Perdiodic 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 low-income families,
including those with disabilities. ‘ : '

Comprehensive, Services for Atypical Infants and Their Families — An

Overview. United Cerebral Palsy Asgociations, Inc. 16 mm.

Tolor and Sound. 17 minutes. 3-Day rental, $10.00.
O : ) Ut

: . ,

. Highlights the cognitive, psychosocial and medically-

_related needs of .atypical infants, particularly those
with multiple-dysfunctions -of organic origin, and
provides a general overview, of service programs for
this group. . ' o

Adapted Equipment and Ehvironﬁents -(Infénts and Toddlers with:

Neuromotor and Related Disorders). United Cerebral Palsy
Associations, Inc. 80 slides.  Audiotape-script. 12 minutes.

3-Day- rental, $7.50.

Several relatively simple equipﬂént -adaptatibns and’
" two adapted environments are ‘illustrated, with sugges—
pionf provided about their use. -

“~

N

are the following masters for Unit 5:°

\ -

o Cése Studies:

AN ' A -- John .
i B —— Dottie

c - Gertrude- -

Refertal Log X
- Follow-Up Log :
Referral -Form ;
Release Form /
.Agency Response Forfi

/
/
/

/

8

Transparency/Handout Masters: Included in Appendix C. of this Guide




'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 advocacy process. ‘

Specific 6bjectives:

i ﬁtu conclusion of this unit, readers should
be able to: : ’ - : ; )

|

l. Identify and promote the advocacy ‘needs of children ‘and
youth with handicaps. . '
2. Discuss the conceot of "advocacy" and promote an advocacy
role for health professionals. o & '
|
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 eifectively advocate on behalf of
children and youth with disabilities. :

5. Identify and wutilize resources for effective advocacy
appropriately. ' '

6. Identify barriers to.and solutions for\effective‘advocacy.

Discussion Questions: ' ' A

l. Whdt 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—‘
tiong? What impact can this revised definition have on your
role as a health professional7 -

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? - :

29
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Learning Expériencés:

1 L I

‘"What barrier

' s have ypu:encouhtefed when advocating for
youngster§ with handicapping conditions? How can these
barriers be resolved? ‘- : ' o R

How might you'implementfthe major principles of effectiVe

advocacy in your current professional role?

, | : ‘ ' e
How might the different wmodels of advocacy be used most
effectively by members of your profession? Other health and
education professions? -

i ’ ’ . B3 .
List all of your professional, social, and family affilia-

tions which might be potential resources 1in advocating for
youngsters with disabilities. ' S ' '

1 . '\J:-....‘ . -
It has been said that  each gf us is separated from every

other person in the world by no more than four, other common

acquaintances; (i.e. "X" knows somebody who‘gnows'sémebody
who' knows somebody who knows somebody who knows "Y"). It
usually proves true andttHe connections often are even more
direct, making it a powerful tool for advocacy. Test out
this theory. ' ' .
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,! and (4) the Secretary of
the U.S.| Department of Education. .

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. |
Call or wtite to the Yoffice 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.

:297
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5. Identify. the lobbyist for the Association for Retarded
Citizens (ARC), United Cerebral Palsy Associations (UCPA),
.or other parent advocacy group in. your state. capitol and
volunteer to assist him/her: in the organization 8 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.
.Volunteeg to attend or assist. .

7. Visit your State Protection and Aﬂvocacy Agency and ask to
o. 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-
_viateé the need for case/court action for this client?

Resdurce Persoms: Most advocates set aside bart of their time for
comgunity education, training in the legal rights of persons with
disabilities, and response to specific questions.on advocacy. ~Staff
from Protection and Advocacy Systems, state parent groups 'such as the
Association for Retarded Citizens: (ARC) -or the United Cerebral Palsy
(ucP), 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 addressed 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) Systém if you
have no other, place to start. He/she is used to such requests and is
listed 'Yn the resource materials at the end of Unit 6 in the text
(Appendix 6A).

N

Media Resources.

Justice and the Art of Gentle Outrage. Southwest Filmsry 16mm.
Color., 21 1/2 minutes. $171.48. - :

Illustratés an effective advocacy program. Narrated
by George Kennedy.. Developed under the Child Advocacy
Project of the ‘Association for Retarded Citizens.

Something Shared. Southwest Films. l6mm. Color. 14 1/2 minutes.

$118.24.

i . . ’ ,

- An introduction\to the concept of Citizen Ad%ocacy.
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Trangparency/Handout Masters: Included in Appendix C of this guide is.
the follozing master for Unit<6v.

-
.
-

° Principles of Effective Advocacy ‘-
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ADDITIONAL READINGS

Communication Education 24, March, '1976. o

\

This issue of the journal presents articles on teach-
ing the basic course in.oral communication. . There are

two articles directlyf relevant to devising courses

that stress the individual and his or her specific

f.needs-as‘they relate to communication.

'Friedman, Paul-G, InterpersonalgCommunication: Innov

ations in

Instruction.” Washington, D.C.:" National Education;Association,

1978 , ) é o L

. Explores the theoretical bases for the study and prac—

tice of the human relauions approach to interpersonal
communication. | It ‘also contains instructional

2/

N

approaches, teaching strategies, and numerous class~
~ room activities._ \, '

\

Friedrich Gustav W. (Ed).)| Education in the 80s: - Speech

Communica-

- \

- tion. Washington, D, C.. National Eﬁucation Association, 198l.

The twenty articles contained in this volume address -
".curriculum issues in- speech communication from grades

'K-12, with implicatioms:-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

— 7

Guidelines

NY: United Cerebral Palsy Association. Paperback 64
$2.50,

: Ten ~steps. that can be adapted by . affiliates or outside

Staff

agencies in ordér to plan .and implement as useful and
successful.inservice training workshop.

' Development . Handbook, A Resource for the Trans

pp..l981.

iciplinary

51 pp. 1976,

Process. NY: JUn;ted Cerebral Palsy Association.
3 0 . R )

.

\
.Explains the process as developed through the. UCPA

Paperback.

Collaborative Infant Project and its applicability to—_
: other age’ groups. ' ,

’
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) ST ADDRESSES FOR RESOD:RC?S

~

/

p American. Academy'of Pediatrics

R P.0. Box. 1034
\ " ..~ 1801 Hinman Avenue
Evanston, IL”“60204

Chapel Hill Training—Outreach Project
Lincoln Center

Merrint Mill Road

Chapel ﬂill, NC. 27514

Soutwest Film Laboratory
D : - P.0. Box 21328 :
' ! C Dallas, TX 75211

.Thé Council for Exceptional Children
% 1920 Association Drive ’
) _ Reston, VA 22091

_The Stanfield House —
2.0. Box 3208
Santa Monica, CA " 90403

- ' . United Cerebral Palsy Associations, Inc.
66 East 34th Street ’
New York, NY 10016

&
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APPENDIX A .
Survey and Evaluation Forms

o NEEDS ASSESSMENT QUESTIONHAIRE .,
DAILY EVALUATION FORMS

[o]
o FINAL EVALUATION FORMS _

.
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AILTED HEALTH CHILD-FIND AND ADVOCACY SURVEY -

RESPONSE INSTRUCTIONS
g

Most of the questions can be answered by s;impli' putting a check mark in the ,
. square or squares which identify what you consider the most appropriate response. It
™3 does not matter what type of pen ?g,pencil you .use. .Disregard the numbers in parentheses.

‘They -are only for use in computer/tabulation of the results. Again, thank you so much’
for Yyour cooperation. ' ‘ : ‘ -

Ogoooog

(c 1-7)

1. WHICH OF THE FOLLOWING -CATEGORIES BEST DESCRIBES:YQUR PROFESSION? (CHECK ONLY ONE.)

. Audiology..eeesieesesssses]’s 7. Dental Services...cececavecesns - (C 11-12)
. Medical Technology........d - 8. Other Medical...ceeoveecencenes

Occupational Therapy......d 9. Mental Health (other than the

Physical Therapy......«...00 professions listed above):

Social Work..eeeeeseeeseed Lo

Speech-Language Pathology.Q  10Q.-Other (Specify):

1

. WHICH OF THE FOLLOWING BEST DESCRIBES YOUR PRIMARY WORK SETTING? (CHECK ONLY ONE.)

. Educational TOSELLULLON oo veerocnnesosesossssssnsnsesasssssesessclO (Cc 13)
| Residential FACLlity.seeeeeseesesesocsnssesosnsosessesasasesesesi2l
. Non-Residential Health-Care Facilit:y.............................3[:1
. Other (Specify): ___ , . 40

HOW WOULD YOU DESCRIBE YOUR WORK LOCALE? (CHECK ONLY ONE.)

PR S

1. Urbah'or”Surburban;..x.........;..................:a.............lE] (C714)

2. Rural.ZD

. / . . L7 ) ’
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 Providerl[:] (C 15)
2. SupervisorZD ,

3- Both;..-..:.------------.----..-------------'-.--.------.--.‘9----¢-3D A

\

WHICH BEST DESCRIBES YOUR/I’MMEDIATE SUPERVISOR? (CHECK ONLY ONE.)

. He/she is in my ownprd‘fession............'................a.......lD (C 16
. He/she 1is a physician.........................................'....2[:1
3.. He/she is a 5Cchool adminiStrator..eeeeeecsscsesssaasssscnsssansss30

Other (Specify): 40

“YOU OR DOES ANYONE IN YOUR IMMEDIATE FAMILY HAVE A HANDICAPPING CONDITION?

Yesl[:] C(Cc17) ¢
No-.-.-..o'-----------...v----ln--o------------.--i----a:------.-.-oZD




o o6- - \

~

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......ooessesssnssss e eeeeraaaens PO 10 (c 18)

. 2. Somewhat Knowledgeable.......... P cerereeaes eseeeesaean 20
3. Not at. Al% Knowledgeable........ ’ .......... ereeees ....30

8. WHICH OF THE FOLLOWING ACCURATELY REFLECTS YOUR EXPERIENCE WITH THE IMPLEMENTAIION
OF THE EDUCATION FOR, ALL HANDICAPPED CHILDREN ACT (PUBLIC LAW 94—142)7 (CHECK

ONLY ONE )
1. It helps my professional efforts very much. v . e veeens "lD (c 19) :
2. It is somewhat helpful...qc.eeevceccccncccssanns e eesssesesestrens 20
3. It -makes my professional Afforts more difficult ...... veeseuvsese e 30
4. Does not apply...... etesseesnesssssssssseesserssissassssaassanes 40 /
-9, I WOULD LIKE MORE CLARIFICATION OF PUBLIC LAW 94 142 REGARDING (CHECK ALL THAT
CAPPLY): % o
l. My responsibilities in response to PL 94- 1420 heennns '...;.b ...... 10 (c 20)
" 2. Third-party payments and PL 94-142......0004, .° ................. .10 (c 21)
3.  Individualized Educat ional Prog;am (TEP'S) eeeeceenstsoonsnocanens 10 (C 22)-
4 Other (Specify) " 10 (C 23)
-10. DOES YOUR STATE HAVE A MANDATE FOR PROVIDING SERVICES FOR PRE-SCHOOL HANDICAPPED )
CHILDREN7
c oL &és...~....,."'. ..... 1|:1 (c 20)
-~ 2. No. ..;.."'........, .......... ‘wesececcese s cesesersesesse eesssese2 '
3. I don't KNnow.eseesoses S R IR 30
11. CHECK ALL THOSE HANDICAPPING CONDITIONS WHICH YOU‘FFEL COMPETENT TO IDENTIFY AND
. REFER.
' Competent to Competent to
Identify Refer
Handicapping Cbnditions of Children and Youth
1. Deaf-Blind N (c250 ~ (c 260
o 2. Hearing Impaired (c 270 (c 28)0
' 3. Learning Disabled . S (c 290 (c 30) &
4. Mentally Retarded . " (c 310 . (c.3)0
5. 'Multi-handicapped : (c 33)0 (¢ 34)0
6. Orthopedically Impaired —. (c 350 .. (c 36)0 : '
7. Seriously Emotionally Disturbed ‘ (C 37O - . (c 38)0 ) -
8. Speech Impaired (c 390 (c 40)0O ' '
9, 'Visually Impaired , o . (c 41)O (c 42)0
10. Other Health Jmpaired - . (C 43)0 (C 44)0O
High-risk Children and Youth * (c 450~ (c46)D S \

N

* Children or: youths who are at risk of developing a handicap because of medical
problems or enviromnental conditions (e.g. > low birth -weight,. poor nutrition)
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12 Héw IMPORTANT WERE EACH OF THE FOLLOWING IN DEVELOPING YOUR ABILITY TO IDENTIFY

\ HANDICAPPED CHILDREN AND YOUTH?

. ) .
Very Somewhat Not at All Does Not

Importantf Important Important _ Apply

1 2 3 L.
1. Courses in your formal education O | g - ~a (c 47) . °
2. Clinical practicum (assoclated oo ) O .0 (C 48)
with your formal- education) ; . o
3. Continuing education courses aN a a 0 (C 49)
4, On—the—Job training O g . a - g (c 50) ,
5. . Early work experiences . O .0 o ‘) (C.51)
'6. Recent work experiences O :\'\_ O 0. O  (c 52)
7. Personal non-work experiences 0 ‘\ [m] | O (c 53)

HOW KNOWLEDGEABLE ARE YOU OF THE FOLLOWING DIAGNc}s;IC AND TREATMENT SERVICES
FOR HANDICAPPED CHILDREN AND YOUTH IN YOUR COMMUNITY? |

; Very © 8Somewhat Not at All
) - Knowledgeable Knowledgeable Knowledgeable
e : 1 2 3
‘1. School services in general ) a O (C 54)
2. , Non-school services in general a ~ , O O (C 55)
3. Facilities and services in a O g (C 56) :
your place of employment \
| 4. Local clinical/facilities and o -0 = (c 57) “\
~ sérvices 0 . R
5. Local school facillt:les and 0O .0 . (c 58) \
serv1ces / o : A \

> : Co o : . |

14, IF YOU SAW A CHILD WHO HAS A HANDICAP OR 18 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 o1 youth for appropriate diagnostic and/or v
treatment SEFVICES|..cseeerenssenssssosassssssccscascsscasccscessll] (c 59)
2. Discuss the problem with the parents and suggest appropriate
- diagnostic and/or tireatment services.............................1D (C 60)
3. Recommend treatment only within my area of expertise.............10 (c 61)
4., Bring the case to the attention of another professional in my o -
~work unlt.!lD (c 62)

5. Bring the case to the attention of: ano’ther professional outside v
myworkunit:..........................‘...........................1D . (C 63)
6. Take no action.since it is not my role to identify such problems 10 = (C 64)°
7. - Does not apply; .I would not be likely to encounter these o '
-~ ‘children and youth\lg (C 65)
8. Other (Specify) ' ‘ g ' 10 (C 66)

’

.

.‘15. IF YOU HAVE REFERRED HANDICAPPED CHILDREN OR YOUTH HOW SATISFIED WERE YOU '
WITH WHAT WAS DONE FOR THOSE YOU. REFERRED" (CHECK ONLY ONE.)

Very satisfied....................;......\.\.......................ID (c 67) -
Somewhat satisfied............../.................................2D

Not at all satisfied........../...................................3Dﬁ . _
Don't know, what help was. given....................,..............AD S y

y

Does not arpply..\SD

[ - ! oo R T |l’~.“'."">{‘ 5 ' ) o . M

v
v N e
.
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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?

3

l- YeS........-......-..--.‘-..-......-......‘..._:.....-......'-.......--lD (C 68)

2-' NO.A_j-;'........-.....-....-......-9...........‘...........'........l...i..ZD N i

\

IFWLIE.‘S?,' WHAT woum*szop_ Do? - : . (C 6970)

'17. HOW COMFORTABLE DO YOU FEEL DISCUSSING HANDICAPPING CONDITIONS WITH:

;oo ! ’ - o Very : ' Somewhat T .
: . . Comfortable Comfortable Comfortable ‘Uncomfortable
: . ’ 1 2 : 3 - 4
1. Handicapped children O O O ' a (c 71)
: and youth, , ’ v ‘ . :
2. Parents - .0 a O a . (C 72)
3. Supervisor - .0 a O : O (c 73)
4, Colleagues : W] O Cl B (C 74)

: \
18. HOW MUCH' EXPERTENCE HAVE Y0U HAD WORKING WITH HANDICAPPED CHILDREN AND YOUTH?
* (CHECK ONLY ONE.)

l.‘Agreat‘deal.'."l"""'..'..'.".f......"""...".'..""'.'..""'lD (C 75) N

2- Some.-...................-....--............,.........--‘...-.......ZD

3- Little.'u..".'u".u"".-‘:-l'.-."u'"'!.'u"'vtttttvu"u._.."'u.'..""!3D

4 None............’...-...’....'.-..-.--..’.,,.-.....-..-.......’_'.-'-..’..-.4[:]

EDDDDDD

(€10 7 . ' o .

o atanea.

=@

e .
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 ™ONTH, TH, AND
(B) . THE APPROXIMATE NUMBER OF THESE CHILDREN<§ND YOUTH REFERRED FOR APPROPRIATE
SERVICES.

Seen ‘. : Referred P :
Approximate number 'AERroximate numbeT Does not
of children and of children and youth apply
" youth seen during referred for appropriate
a typical month . services during a
. . “ _ typical month Y ; ,
Handicapping Conditions / - ‘ . - \’ o //
1. Deaf-Blind" (c 11,12) (C 13,14) 0 7
2. Hearing Impaired. , (C 15,16) _ - (C 17,18) / o
3. Learning Disabled - - (C 19,20) (C 21,22) A =
4. Mentally Retarded (C 23,24) (C 25,26) : O
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) 0O
' Disturbed ’ : ) -
8. Speech Impaired (C 39,40) _ (C 41,42) g
9. Visually Impaired (C 43,44) ' - (C 45, 46) O
10. Other Health Impaired (C 47,48) ‘ (cC. 49 50) a
7 11. High-risk Children and (C 51,52) (C.53,54) : O

Youth N
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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.

/

; ~ (C 55-56)
21. WHICH OF THE FOLLOWING STATEMENTS' REFLECT YOUR POSITION REGARDING ADVOCACY**
FOR HANB;CAPPED.CHILDREN AND YOUTH? "(CHECK ALL THAT APPLY.) ' o

1. It:_-/is my professidnal-'responsib‘ility to be an advccate for

. l_h?hd‘icapped children and youth....oeeceececoecsonesooeenronncnecs 10 . (Cc 57)
2. TIt-is my p ersonal responsibility to be an advocate for . , : ‘
handicapped children and youth..... Meeeevsseesessessasons Ceeeeens 10 (c 58)
3. /Any advocacy activities I initiate could jeopardize my. job.......10- (€' 59)
4./ T am concerned about handicapped children and youth, but I. o
/ would not know how to begin advocating for them........ feeeseseses 10 (Cc.60)
/5 It is not my role to be an advocate....e.cscce.s " essecsssscssace s 10 (c 61)
6. I would like more information on how to advocate for ‘
handicapped children and youth....... Ceaeseseeens fetteeeneesseanesl (€ 62)

23] CHECK ALL THOSE ADVOCACY ACTIVITIES IN WHICH' YOU HAVE PARTICIPATED:

1. Regularly reading articles related to handicapping cond itions....10] (C 63)
2. Participating in courses, workshops, or conferences regarding : '
handicapping .conditions...ceeecseccaccecensie Ceeeeesessseseeeens .10 - (C 64)

3. Training other persons to identify handicapping conditions...... .10 (C 65)
4. Giving presentation’s to local community grouUPS...ececececeeccecccccs .10 (C 66)
5. Representing an individual family of a handicapped child or : .
youth to obtain necessary services...... eeeesesasecenunse eesessens 10 (c 67)
6. Joining organizations which advocate for .the rights of _ .
handicapped children and youth.....cceveeeccecccareececcns eesenn 10 ~ (C 68)
7. Helping to develop public policy for handicapped children g S
and youth...ceoveee ST L R EER R 10 (C 69)
8. Actively participating in organizations which advocate for ' . o
' the rights of handicapped children and youth.......... cereeesse..1@ (€ 70)
9. Writing articles/books regarding handicapped children:and youth..10\ (C71)
10. Taking opportunities to advocate for handicapped children -
and youth in personal situations teeeecescsssiseesesssescesersons 10 (€ 72)
11. Other (Specify): » ' - : 10 (c 73) -

3. TF 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). _

Please send me a copy of a summary of the survey's.findings.... 10, (c 74)

1.

2. Please send me information about the project's workshops..... .10 (€ 75)

3. Please send me information about the American Society of Allied . _
Health Professions (ASAHP) c.vvvvniocennancs Weeeestesossseseens ...10 (C 76)

S

- - **For this survey’ advocacy is defined as f"acilit,ating a coﬁt_inuum of services
(whether health or ‘education-related) fogﬁgdicapped children or youth.
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ALLIANCES IN ADVOCACY FOR DISABLED CHILDREN AND)YOUTH
Daily Feedback Form

The following questlons ask. for your reactions to ‘today's sessionh.' Sinée
this is the first of several planned workshops, your feedback is very im-

--portant to us. In additlon to c1rt11ng your response, please share your

comments with us.

v

Comments

|

Quality of Presentation : : . - . .K\

N

Poor . 12345678 Excellent

Usefulness of the Presentation - L ’ f

) -
“Low Utility 123 4 5 6 7 8. High Utility

Complexity of the Content

Too Simple~ 12 3 45678 .

Quality of Group Interaction

-

Poor 12345678

Amount of Group Interaction

'Visual Aids or-Media Used

. Too Little 12345678

o

'

Effective . 123 45 6\78 e
Amount ot Time Allotted

Additional Comments:

‘Too Little ‘123456 7‘8“Toq Much

Please list any related iss@es-you feel shouid be covefed during this session:

R \ -
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’ "ALLIANCES IN ADVOCACY FOR DISABLED CHILDREN AND YOUTH

. Final Workshdp Evaluation

For this evaluation please consider the entire workshop as a whole and give

R ;ﬂ_ggmygg;mggggralﬂreactions;meourwsuggestions$forwimprovingtthemeffectiveness

of the workshops would be most appreciated. Scale: 5 = Outstanding; 4 =
Very Good; 3 = Acceptable; 2 = Needs Improvement; 1 = Poor ' '

Comments .

1. - Quality of the Workshop - 12345
2. Usefulness of the Workshop_ ' 12345
- 3. Desfgnvof the Workshop 12345

4, Relevancy of Topics Covered
~ to Purpose of the Workshop 12345

5. Appropriateness of Theory . .
" Presented 12345 , ,

6. Appropfiateness of Practical
Information Presented 12345

7.  Appropriateness of Lectures _
Presented N ’ 12345

8. Appropriateness of'Sﬁall Group
' Discussion Sessions 12345

9. Effectiveness of Speakers and
' Conference Leaders 12345 .

10. Quality and Appropriaténess

of Films and Videotapes 12345
" ii:ﬁfdﬁﬁiiﬁy”éndrusefulness‘of _______ : o
/. Workshop Manual 12 350 )
12, Quality and Approﬁriateﬂess'
of Facilities. 12345
13. Quality of Meals 12345

14. oOverall Personal Experience 3 .
in the Workshop . 12345

311
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Open-Ended Evaluation;Questions
- 7

\

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. {

e

1 'v'
1}

R4

ave'your perceptions of handicapped children and youth changed because
oﬁ/your experiences in the workshop? If so, in what ways? :

/’

Please identify those activities/events in’ the workshop which you believe
produced these changes.

2., Because of your experiences in this workshop, what changes might occur
- in your work setting for providing services for disabled children and youth?
) . . |

o>

Please identify those activities/events in the workshop which you believe
will help to produce these changes.

t

_ugggsgions>do you have for improving the workshop? | “\,
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4, Regardiqg'the jdentification, referral, and  advocacy initiatives

promoted during this workshop, is there additional information or

strategies which you feel you still need? Please explain. -
i !

Lo ~

5. What were the primary'benefifé of this workshop for you?[

6. What were the primary weaknessés of. this workshop for you?

Additional Comments:

!

"Thank you so'much for completing these quéstioﬁnaires; We?sincerély,:
appreciate your assistance and look forward .to sharing the results with you.




_ APPENDIX B

Sample Planning and Conference Forms

.4

SAMPLE BUDGET

- CHECKLIST/PROGRAM PLAN

SAMPLE AGERDA

i

SAMPLE QUEST:... RE

e

| SAMPLE CONTRACT FORMS -




* BUDGEYT ESTIHATES

The following budget reflects anticipated costs for a two—day .work-—
shop/seminar éongucted.in_1983—l984;' Costs can be reduced depending
on the area of the cauntry in which the program is held and other
available resources.

se

) /. ' - T
I.// Consultant/Faculty: (Out—of-Region:. Per—Person Costs)

! A, Travel: Airfare and Gfound 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'Cdsts)

. . A. Travel a ’ ' ~200.00
— : B.. Per Diem @ $80/Day x 2 D o 160.00
' ST " C. Honorarium @ $150/Day x 2 D - - ~300.00

JIII. _Materialé/Supplies: (Participant Costs)

B 7,4 A. Resource Text: Alliances in Health and : 15.00
' ~ Education: Serving Youngsters with
Special Needs

; - B. Resource Manual: Alliances in Advocacy , - 40.00
B ' for Disabled Children and Youth o
‘ ' ' (optional) R

C:' Miscellaneous: State Resourpe lists; . 17.50

Evaluation forms; Additional resource
. materials; Picture Profile, Badges;

= Folders/etc. -
IV. - Administrative Costs: Secretarial; Postage; 300.00
Phone ' 1  o . ' -
V. Otheff ' ‘ N A
- ' -9
A. Equipment Rental @;$100—3§b/2 Days
B. Food Functions v
) o. Continental Breakfasts 2 @ $5.00 10,00//
o Refreshment Breaks 5 @ $1.50 ' , _ 7.50

o Luncheon 1 @ $10.00 . T 10300,
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PLANNING

ACTIVITIES AND TIME=LINES

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 thg\planning committee.

Target Date/
Person

Major Planning Activities

(1]

~

Identify
Identify

Finalize

_ Identify

Identify

!

Nominees/Participants

C
a

a

Complete Site Arrangements

and Contact Faculty

uryicuium and‘Instugtional Strategiés
nd Contact Résourge Pefsons

nd Obtain'Resoufée Materialsl(print

and non-print)
/

a. Sleeping Room Accomodations: .
- o Guest Speakers/Resource Persons

P

articipants

e Staff (if relevant)

b. Meeting Room Facilities (usually provided
free.by hotel/conference center if a meal

function is involved)

N
°©

Set-up: : -
e 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) for opening presentations; ,

Tineg

1ectur?s

-

/ SpacJ‘, o
Pre-Stydy Session

‘General Session

Small Group Session
Social Activities



;

Target Date/ -

Person

" Major Planning Activities

T

8.

9.

10.

Finalize Food Function Arrangements: .
° Beverage - Breaks
e Luncheon- o '
o Social/Cocktails

Finalize Arrangements for AudiQ—Visnal Equ.pment
° ‘Type of Equipment
o Time Needed '

. @ Costs (Borrow/Rental)

Mail Pre-Seminar Materials to Participants (See
.Appendix B for Sample) '

Provide.
o Seminar Goal/Objectives
o ' Agenda

¢ Hotel Registration and Information
e Resource Materials (as appropriate)

Solicit: \
e Resume or 1etter/statement of interests or _
concerns: to learn as much about individual
participants as pcssible - -

° Resource Materials participants would like
to share with others-—request multiple

coples when available/appropriate ' i
Prepare/Ship Resource Materials to Conference ifkh

Site o oL S
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- AMERICAN ES()C:IETTY’C)F'/\l.LJEEE)|-iEJ\L:TP1 PROFESSIONS

ONE DUPONT CIRCLE WASHINGTON. D.C. 20036 TELEPHONE. (202) 293-3422

PRESS RELEASE

WINS SCHOLARSHIP FOR

ADVOCACY WORKSHOF FOR DISABLED CHILDREN

) OF
(Name?) - _ (Town)

(T1tle and Institutlon or Organlzation) [

has been awarded a scholarship to participate in the American Society

of Allied Health Profession s ;ASAHP) fourth regional workshop on:

/

"Alllances in Advocacy for Disabled Children and Youth. "-

The workshop“which will be held December 3-5 at'the Hyatt.Regency.
Nashv1lle in Nashv111e, Tennessee is part of a t ee—yeardeffort bv ASAHP'

tc prepare Allied Health professionals for leadership roles related to /
/

Publlc Law 94-142, the Education for All Handicapped Children Act of 1975.

/
/

/
/

The primary goal of, the workshop 1s to fac111taLe communication and
//

cooperation among Allied Health Education, and Health professipnals

in providing services for children and youth with hand1cappi é/condltions
Participants, representing a variety of Allied Health pro%esslons, will
explorp the barriers impedlng the delivery of appropriate serV1ces for
these children through formal presentations and 1nformal discussions with

. faculty, invited resource persons, and other highly competent participants..

/

/

/
e ‘ . /

L ot 318

\ ' . Allied Health Child-Find and Adv/ocacy Pro;ect

Aacabeim A8 Pal Datien Bm 01 n..-.nm
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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 HeaIth Professionals,"

"Issues in Diagnosis Assessment and Educational Plannlng," "Informatlon //
: §

Exchange and the Referral Process," 'Communication Strategies," "Networking |

\
\,

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 Instructlonal

w

'Research Center, Maple Heights, Ohio; Dr. John Wiemann, Department of
Conmunication, University of California, Santa BarHara; Jayn Wittenmyer,

Executive Secretary of the W1scons1n Council on Developmental Disabilities;

\

and Dr. Carolyn M. Del Polito, D1rector of ASAHP s Allied Health Child-

Find and Advocacy-Project. These_nationally;known'speakers will be

supported by Resource, persons knowledgeable about services for'disahled-\
ST . " ' - j

children and youth in the Reé{§n-

The American Society of Allied'Health Professions, located in Washington,
D. C., is a non-prof1t professlonal organizatlon whose memberShip consists
. of professional organlzatlons, educatlon 1nst1tutlons, and ind1v1duals.

devoted to Allied Health education, research, and serV1ce delivery. For - ;i
additional 1nformat10n regardlng the Society s actiV1t1es, contact.

Richard J. Dowling, Execut1ve D1rector Amerlcan Soc1ety of Allled Health

Professions, One Dupont Clrcle, Washlngton, D.C., phone. 202 293-3422
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ALLIANCES IN ADVOCACY FOR DISABLED CHILDREN AND YOUTH

4-Region VIII Workshop Agenda /

Colorado, Montang;,NdrthVDakota3 South Dakota, .
' Utah, Wyoming R S "
Maﬁ\gg—Z%}/l982 | - | \
Holiday Inn Denver Downtown
15th and Glenarm Place _
' ’ : Denver, Colorado 80202 . o

— PRE-STUDY SESSION ON PUBLIC LAW 94-142

THURSDAY., , S -

9:30 am ' PRE-WORKSHOP REGISTRATION
\ 10:00 am 'STUDY SZSSION ON PUBLIC LAW 94-142

Dr.. Brian McNulty, Supervisor for Speéiai Education Service
Unit, Colorado Department of Education, Denver, Colorado

Dr. Nancy Schrant, Comp}éints.officer for Federal Programs,
Office of the CommisSioner, Colorado Department of -
Educationh, Denver, Colorado P S

° - Clgrificéﬁion of ‘the Legislation and bufrent;ﬁegulacions

e Relationship of PL 94-142 to Section 504 of the .
Rehabilitation Act e

' e Implications of the Legislation for Allied Health

Professionals ' ' 4 ‘

'11:30 am. Adjournment
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ALLIANCES IN ADVOCACY FOR DISABLED CHILDREN AND YOUTH

Region VIII Workshob”@genda
>Colqrado, Montana, North Dakota, South Dakota,
o Utah, Wyoming -
. May 20-22, 1982 v '
_Holiclay Inn Denver Do wn - . : .. !

, 15th and Glenarm Place B
. ' i Denver, Colorado. 80202 - .

THURSDAY ' ’ T a o

12:00 pm WORKSHOP REGISTRATION: PICTURE PROFILE OF PARTICIPANTS
1:00 pm OPENING ADDRESS: '"Meeting the Challenge Through Alliances" ° -/

~Dr, Carolyn M. Del Polito, Dlrector, Allied Health Child—
o . - Find and Advocacy PrOJect American Society of Allied >
- Health Professions ~ : o

1:45 pm PERSPECTIVES - ON THE LAW: RIGHTS OF CHILDREN AND YOUTH WITH : :
WITH BANDICAPPING CONDITIONS w kB

Moderator' Dr. Carolyn M. Del Polito

"The Lurrent Political Climate, Mr. Ethan Ellis,
Deputy Director, Office of Advocacy for the: Developmentally
Disabled, New Jersey Department for the Publit Advocate
"The Parent's Response," Ms. Jayn. Wittenmyer, Executive
Director, Wisconsin Counctl on Developmental Dlsabnlitleb,
Madison, Wisconsin -

"The Consumer/Client's Response," Me. Theresa ‘Preda, Fxecutive
Director, Hollstic ‘Approaches to Independent Living, Denver,:
“"Colorado

"The Health Provider's Response," Dr. Robert McCurdy, Director,
Meternal and Child Health Services, Colorado Department of
Health, Denver, Colorado . :

"The Audience Response," —,Questhns and Disciission

BREAK
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~"3:30 pm . PERSPECTIVES ON GROWING UP DISABLED

. . 87— .-

THURSDAY (continued)

“/"

e

-

S N "Implications for the Service Provider," Dr. Anthony Bashir,
i . Speech Language Pathologist, Children's Hospital Medical
" ’ Center, Boston, Massachusetts

"ConSumer/Clientls'Response
"Parent's Response" ' _ _ = .
- "Educator's Response"

"Service Provider s Response" S !

. 4:15 pm PARTICIPANT IN ROD ?iON(m?Small Groups Cateoorlzed by Profes31on)
© 5:00 pm INTRODUCTIONS™ TO“ENTlRE~AUDIENCE S i i
6:30 pm;m“"-_Receptlon Sponsored by:
[ ] Colorado Association for Speech and Hearing , . -
e Colorado. Chapter of the American Physical Iherapy
i ' .Association

‘e 0ccupational Therapy Association of Colorado

Dinner on Own ' 3 ‘ Ce
FRIDAY o . 5
SLOO am ‘, Continental Breakfast and Breakfast Movie
8:4§>am E BARRIERS TO THE DELIVERY OF SERVICE (Small Group Working Session)
10:15 am Break _ . ~ " . T : R .
| 10:30 am - lMPLICAllONS FOR SERVICE PROVIDERS KSmallﬂEroup Working Session) -

12 :00 rioon LUNCHEON

Speaker; Dr. Joseph D. McInerny, Associate Director, Blological
.Sciences Curriculum Study, The Center for Education in
Human and Medical Genetics, Louisville, Colorado

$

‘. | [

Topic' Genetics: Implicaticns for the Allied Health Professional

© 2300 pm ,  FORECAST FOR THE FUTURE: ALLIANCES IN ADVOCACY -

Cr1t1cal Issues in Affecting Cnange
SIS Knowledge of Rights and Needs of Disabled Youngsters Toh.

II. Advocacy Aodels and(§Trateg1es

N . .
p 3 - o
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3:00 pm 'FORECAST FOR THE FUTURE: ALLIANCES IN ADVOCACY (continued)‘
III. Referral Sources andtstrategies
E Iv, Comnunication'Skills‘and Strategies
‘ 2:20.pm ADVOCACY MODELS
| Moderatori Mr. Ethan Ellis
3:00 pm Break.. -
3:15 pm ' REFERRAL éodRCEs AND STRATEGIES
Moderator- Ms. Jayn Wittenmver B —
4:00.pm COMMUNICATIOV SKILLS AND STRATFGIES C |
e Moderator. DV Carolyn M. Del Polito
'\5;30 pm_ | ADJOURNMENTl'
SATURDAY -
8:00 am Continental Breakfast and Breakfast Movie
' 8:45 am . ADVOCACY COMMITMENT AND IMPLEMENTATION
1. "Strategies for Effective Advocacy"
Moderator: Mr. Ethan B. Ellis
9:;5 am .Break 7» |
;OtOO am ADGbCACY: COMMITME&T AND IMPLEMENTATION (continued) .
II. "Implementing Effective Advocacy Strategies »

12:15 om

1:00 pm

o Moderator‘ Dr. Anthony Bashir

¢ Personal Strategies
@ State Strategies
s Professional Strategies

SUMMARY AND CONCLUSION/WORKSHOP EVALUATION

. ADJOURNMENT
/o




o

AdvocaoyAQuestions

®~N O U

What is Advocacy?
How have advocacy/activities changed in the past 10 years? u

 How do you overcome feelings of fear and lack of self-confidence

in possible advocates?

How do you flgure our,appropriate 1ncentives for change°
How do we interest people in advocacy roles?

How do you, promote positive advocacy?-

'How do you advocate for children in rural areas?

Are there materials to help you become a better advocate?

Referral Qnestion/

/ ! .

How do you develop a refer%al system? -

How does a ;ural family link into referral services?

How do you/cope with a source you have referred people to
that is not living up to its responsibilities as a provider?

" What do you do when you are working in an area, i.e., rural,

when theve are very few referral sources and they are not
‘working ogether—-How do you function as a case manager7
What - are’good tracking methods? :

In the Feferral system how does the practitloner prevent
'overlapplng and gaps? :

How do you help to, prOV1de a transltlon from a pre-school:
program to a regular school program?

How/do you cope with early identification by certain
providers which 1is not transferred or: utilized by the
school7’

!

Communlcatlon Qgestlons

1.

2. ,What means can be taken to develop effective personal
”,communlcatlon skills? ' —
/ How do you deal with people who .have no sensitiv1ty ‘to

What are the most common barriers to effective communication°

1

disability?
What techniques can 1eaders or perceived experts use to
éncourage people to-:take responsibllity for themseleves?

Under burnout COHdlthnS, how does one effectively communicate°\
How does one tell an adm1n1strator, physiclan director of -
special education etc., that what they are doing is

- 1nappropr1ate or detrimental to ‘the child/person?




ALLIANCES, IN ADVOCACY FOR DISABLED CHILDREN AND YOUTH CONTRACT
. ' (

|REGIONAL WORKSHOP ATTENDED:
_ PROFESSIONAL ORGANIZATION

A - MEMBERSHIP: p
PHONE:
oL Date . . Date o . _
\dvocacy Goals'. ' Completed}|Professional Advocacy Goals Completed Personal Advocaty Goals { Co
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SUMMARY OF REGIONAL WORKSHOP CONTRACT FORMS

[

PROFESSIONAL STATE ADVOCACY GOALS:

* DISSEMINATION OF INFOR

® Public——newspape s/TV/radio *
e Professional or anizations——newsletters/Journals
° ASAHP——Newslet ers/ Journals/ Meetings
° Pnysicians—*di ect contact/AMA contact X g
e Legislators / ) .
ALLTIANCES
e Create

- Seek -
° Coordlnate

U . i , //
_ EDUCATION T . v O
e Determine needs of patients/clients
" Implement - changes in curriculum (schools)
o Initiate’ continulng educatlon courses within. professional
organizations : . .
© Promote 1n—serV1ce trainlng in job settings
] Take profe331onal development courses '

LEGISLATION 'fﬁ“' [ :
. RS S

° -Dlssemlnate 1nformation o, 1eg1s1ators

‘s Use prqfe331ona1 organizations to lobby

Establish 1eglslat1ve commlttees

LA

PROFESSIONAL ORGANIZATIONS _

Artlcles for newsletters/Journals o
eetlngs——workshops/presentations/panels/position papers

ASAHP presentations’ P e :
Increase- personal partlcipatlon S T .

WORK SITUATION S o

Disseminate 1nformation to co—workirs/employers .
Sensitize co-workers to issues

Influence employérs/supervisors ' / ‘ -

Conduct professional peer reviews

o e

ADVOCACY . S : : .
o Lo, : o, |
Act as resourcé"person : : 3R
‘Encourage others to become advocates _ .
Develop resource ‘1lists S Bk \

PrOV1de support serV1ces for chlldren e o \

e o 00
) g

o - : . . . \
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Contract Summaries '

.

PERSONAL ADVOCACY GOALS:

DISSEMINATION/INTEGRATION OF INFORMATION )

Professional organizations

Legislators

Educators ’ 7 R
Public o [ . / -
Families 2 o ‘
Friends

Community

Students

o~
®© 000000

ASAHP

L : ‘ ®# Build liaisons with professional lorganizations
v e Promote presentations at-annual meetings
v e Support continuation of Advocacy Initiative

EDUCATIONAL SYSTEMS

, " @ Provide information and rgsources‘
N : o Visit schools

LEGISLATION

9 Write letters ‘ - S .
e Promote PL 94-142 o ' . .

PROFESSIONAL ORGANIZATiONS

' Remain active ' : // o -
e Promote coallt1ons/11alsons/alllances_ Ly ‘
° Publlsh articles . /
WORK SITUATION ' - | // /
.\‘ . : . : . i L ‘ /

@ Obtain advocacy information _

- - ', e Promote in-service on advocacy - /
’ r ' Lo

ADVOCACY :

e “"Provide support services fql children.

e Act as resource persons '

e [Encourage others to become advocates (parents/children)
e Develop resource lists

'\ © . FAMILIES : . o
‘ e Inform them of their rights . g A
a e Raise levels of awareness/respon51billty S o S




Contract Summaries “

i

Y

'LEVEL OF KNOWLEDGE

@ Seek agencies/services
e Review and use workshop manual
e Determine needs of patient

AWARENESS

o Increase political understanding
e Improve identification skills
o Develop priorities ;

<

Ll
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PRI S S

JUNIT 2:~ BARRIERS TO THE DELIVERY OF SERVICES | T

UNIT 6: PRIRCIPLES OF EFFECTLVE ADYOCACY

- ' Transparency and \ out Fofns

UNIT 1: THE EDUGAIIOH FOR ALL EANDICAPPBD CEILDREX ACT: CENTRAL

PRIHCIPLES

o Procedural Safeguards of Public Law 94~l42

o Purpose of Public Law 94—142

o Special Education: Definition :

o ° Handicapped Children: Definition .

0 + Related Services: Definition : . -
o J%east Restrictive ‘Environment: Definition ‘ SR

o ¢/ Individualized Education Program (IEP): Procedures

o

Individualized Education Program (IEP)

o  Roles and Responsibilities of Health Professionals
Serving Youngsters with Special Needs
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* THE EDUCATION FOR ALL HANDICAPPED CHILDREN ACT
~ (PUBLIC LAW 94 - 142) -
CENTRAL PRINCIPLES'

. A FREE APPROPRIATE.PUBLIC-EDUCATION-FOR-ALL-CHILDREN-—~-
AND YOUTH WITH HANDICAPPING CONDITIONS REQUIRING -
SPECIAL EDUCATION AUD RELATED SERVICES

. COMPREHENSIVE, NONDISCRIMINATORY ASSESSMENT DROCEDURES
9

. INDIVIDUALIZED EDUCAI“ON‘PROGRANS (IEPs)

- PARENTAL INVOLVENENT N PLANNING AND DECISION NAKIIG

EDUCATION WITH NONHANDICAPPED CHILDREN TO THE MAXIMUM
EXTENT APPROPRIATE: LEAST RESTRICTIVE ENVIRONMENT = _
(LRE) ‘ - ~ |

DUE PROCESS SAFEGUARDS FOR PARENTS AND CHILDREN
CONFIDENTIALITY OF RECORDS

. FULL SERVICES GOAL BY 1980 FOR. ALL CHILDREN. AND YOUTH
- WITH HANDICAPPING COIDITIONS AGES 3 - 21 YEARS




| PROCEDURAL SAFEGUARDD OF LAN

PARENTS, GUARDIANS OR SURROFATE PARENTS ARE GUARANTEED THE
/ RIGHT TO: // | o

f 1..

2
‘3, /ASSIGN A SURROGATE PARENT |
'» '-/ ‘ , { - ] .
4,7 .RECEIVE WRITTEN PRIOR NOTICE OF SCHOOL ACTIONS, IN THEIR

‘ -IN ADDITION TO NOTICE ) {
i

EXAMINE RECORDS ]
OBTAIN 'INDEPENDENT EVALUATIONS

NATIVE LANGUAGE ° !!

(NOTE REGULATIONS REQUIRE WRITTEN PERMISSION BE OBTAINED
f
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 OR FACTS AND DECISIONS ' -
. - APPEAL TO THE STATE AND _ ) . o
INITIATE CIVIL ACTION IN COURT

THE CHILD REMAINS IN CURRENT EDUCATGONAL PLACEMENT DURING

A HEARING UVLESS THE PARENTS AND SCHOOL AGREE OTHERWISE =

.

v
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PURPOSE OF PUBLIC -LAW 94-142

”IT_IS THE PURPOSE OF THIS ACT

o O ASSURE THAT ALL HANDI CAPPED CHILDREN
HAVE AVAILABLE TO THEM...A FREE APPROPRIATE - -
. PUBLIC EDUCATION WHICH EMPHASIZES SPECIAL,
| EDUCATION AND RELATED SERVICES DESIGNED TO
4 MEET THEIR UNIQUE NEEDS, i

\ : ‘ : : -
- \ \_ o TO ASSURE THAT THE RIGHTS OF HANDICAPPED
© ' CHILDREN AND THEIR PARENTS OR GUARDIANS
© - ARE PROTECTED, I

"o T0 ASSIST STATES AND LOCALITIES TO PROVIDE -
FOR THE'EDUCATION OF ALL HANDICAPPED CHILDREN: AND

o T0 ASSESS AND ASSURE THE EFFECTIVENESS OF
EFFORTS TO EDUCATE HANDICAPPED CHILDREN.”
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SPECTAL EDUCATION

"SPECIAL EDUCATION” IS DEFINED IN P.L. 94 - 142
AS: S
- "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,”

334
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“'HANDICAPPEDCHILDREN

"HANDICAPPED CHILDREN” ARE DEFINED IN P L 94- 142 :
AS THOSE YOUNGSTERS ‘WHO ARE:

TMENTALLY'REIARDED;.HARD OF HEARING,"DEAF,_
”“6RTH65EDICALLY IMPAIRED; OTHER HEALTH

IMPAIRED SPEECH IMPAIRED, VISUALLY
HANDICAPPED SERIOUSLY EMOTIONALLY .

** DISTURBED, OR CHILDREN WITH SPECIFIC
LEARNING DISABILITIES WHO. BY.REASON
THEREOF . REQUIRE ‘SPECIAL EDUCATION AHD -
* RELATED SERVICES.”




P

" RELATED SERVICES >
"RELATED SERVICES” ARE DEFINED IN P, L. 94 - 142 ~ .. =

 "TRANSPORTATION, AND SUCH DEVELOPMENTAL, CORRECTIVE, \
AND OTHER SUPPORTIVE SERVICES. (INCLUDING SPEECH.

' PATHOLOGY AND AUDIOLOGY, PSYCHOLOGICAL SERVICES,

<MEﬁICAt ANﬁ7cggNsEL1NG sERviéEs; gxcEéT THAT SUCH

MEDICAL_SFEVICESfSHALLBE‘#0§ DIAGNOSTIC,AND

‘EVALUATION éURPOSEs ONLY) ASjMAY‘BE REQUIRED'TO  -

ASSiéTA_HANDICAPPED CHILD TO BENEFIT FRON SPECIAL o e

| ‘EDUCATgpN;AND‘iNCLUDEs THE EARLY IDENTIFICATION o
AND ASSESSMENT v HANDICAPEING.CONDITIONS IN tHiLDREN."* |




-111-
,l;‘f Pt .

g
o Lt U
Bl

cediae
!

o LEAST RESTRICTIVE EAVIRONWENT

- ”EACH STATE UST ESTABLISH PROCEDU?”S TOIENSURE THAT"

.. TO_THE A% LE_EXTENT_APPROPRIATE, HEAD ICAPPED
CHILJRCJ, LICLUDING CHILDRENW IN PUBLIC OR PRIVATE
INSTITUTIONS OR OTHER CARE FACILITIES, ARE EDUQAIED s
WITH_CHILDREN_ HHQ ARE HOT HANDICAPPED, AND THAT - ey
- SPECIAL CLASSES, SEPARATE °CHOOLING OR OTHER REHOVAL o

OF HAWDICAPPED CHILDREN FROM THE REGULAR EDUCATIOJQL
| 'EdVIROJlEJT OCCURS QNLX WHEN THE HATUR E OR SEVERITY
- OF THE hAWﬁfCAD IS SUCH THAT EDUCATION N REG”LAR o

CLASSES WITH THE USE OF SUPPLEWE!TARY AIDS A%D QERVICES

CANJOT BE QCHIEVED SATISTACTORILY " |

.% ] s
Y
s )
I
N
N 4




':',_AEACH AEETIIG MUST . IHCLUDE | S =
1A REPRESEVTATIVE OF THE PUBLIC AuEHCY OTHER TPAN THE

b, - THE‘CHILD WHERE APPROPRIATE (20 USC IAOl 105

['DIVIDUALIZED EDUCATION PROGRAM: PROCEDURES

‘\

COAN IEETIHG AUST BE ‘ELD ITHIN 3Q_CALENDAR DAYS OF A

- DETERHIHATIOH THAT THE CHILD NEEDS SPECIAL EDUCATION AND

RELATED SERVICES.. (REGULATIONS 330, 343)

CHILD S TEACHER, WHO IS QUALIFIED /O PROVIDE OR SUPEP-
“VISE THE PROVISION OF SPECIAL EDUCATIOH

2, THE CHILD’S TE'\CHER

3. OiE OR BOTH OF THE CHILD S PARENTS,

‘)5.' OTHED I|IDIVIDUALQ AT THE DISCRETION. OF THE PAREHT OR

- AG ENCY (REGULATIONS 303, 344) ;. AND

6. . CEPTAIH EVALUATION PERSONHEL FOR A HAUDICAPPED CHILD
~ WHO HAS. BEEW EVALUATED FOR THE FIRST\VIHE‘ (REGULATIONS

3OO 344) .




-EWIIWE,,WHDIVIDUALIZEDFEDUCATION?PROGRAHC(IEP);”hCOHTENTSMWW.meMNwh“ZE;H“

THE IEP FOR EACH CHILD UST INCLUDE: o o
"1 PRESENT LEVELS OF*EDDCATIONALDPERFORMANCE;
2. WHUAL GOALS S
3, SHORT TERN INSTRUCTIONAL TBIECTIVES;

4, THE SPECIFIC SPECIAI EDUCATIOH AND RELATED SERVICES 10
BE PROVIDED; a

TTSII THE EXTENT OF THE CHILD S PARTICIPATIDN IN REGULAR
. EDUCATIONAL PROGRAMS ;

l;wa.ﬁf;n 6, :PROJECTED DATES FOR INITIATIOH OF . SERVICES

7. THE ANTICIPATED DU\gTIOI i OF. THE S§RVICES, AND

8 APPROPRIATE OBPECT E CRITERIA-AND EVALUATION PROCEDURES

e \ AUD SCHEDULE" FOR DETERMIHING, AT LEAST AHNUALLY, WHETHER -
" THE SHORT-TERY INSTRUCTIONAL OBJECTIVES ARE BEING o
o ACHIEVED. i | T
o
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o PROFESSIOHAL PRACTICE AND TRAINING ISSUES

o LEGAL AND REGULATORY PROCESSES

o SOCIETAL, CULTURAL, AND PROFESSIONAL ATTITUDES

9 SCOPE AND. LIMITS OF PRACTICE
e CONTENT KNOWLEDGE AND TECHNICAL EXPERTI

9 ETHICAL RESPONSIB**TTIES

. @ COMMU!ICATIOV EFFECTIVENESS
Ia . INTERPERSONAL INTERACTIONS WITH COLLEAGUES;

“CLIENTS, AND FAMILIES
e INTERPROFESSIONAL INTERACTIONS WITH COLLEAGUES
AND OTHER PROFESSIONALS IN HEALTH ANE - EEUCATION

BARRIERS ‘TO-THE DELIVERY OF SERVICES |

s PROGRAFFATIC OPTICNS
o CONTINUITY OF CARE ISSUES

340
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- ROLES AND RESPONSIBILITIES
| OF HEALJH PROFESSIONALS SERVING YOUNGSTERS
HITH SPECIAL HEEDS : SUMWAPY

. 0 TU ?ECOCTILE AD ACCEPT THE NEEDS AND RIUHTo OF
 YOUHGSTERS WITH HAIDIC’IPPI’Ir CONDITIOHS b

6 ‘TO UJJLRST“ND STQTE AND. FEDEFAL LEGISLATION T4 GROED N
'Tc ASSIST FAMTIIES Tl SOLVING DPGBLETS ELATEJ 10 |HE N
CHILJ/YOUIH s CONDITION., = .

0

e TJ PTuVIuE EFFECTIVE. AN” CONPETE T SERVICES TO .
OSINDIVIDUALS WITH DISABILITIES AXD THEIR FAMILIES AS.
APPROPRIA TE TO CIE'“ PROFE SIOI |

o TO RECOSNIZE Al ACCEPT GNE'S PROFESSIOHAL RESPCHSI-
 BILITIES T IDEATIFYING, REFERRING, AND ADVOCATIHG
~ FOR YOUNGSTERS WITH DISABILITIES AD THEIR FATILIES..

e TO DEVELOP AND USE EFFECTIVE CDM"UTICATIOI STRATEGIES

0. TO HELP COGRUIIATE THE EFFORTS OF HEALTH, - EDUCATIOI, A
RELATED SERVICE PR OFESSIONS TO MEET TIE NEEDS -CF YOU
STERS WITH HANDICAPDINJ CONDITIOIS '

e TO HELP DEVELOP AHD/OR MODIFY EJUCATIOHRL STAIDA DS T0
- CREATE ACCESS RATHER TIAI BARRIE”S TO I‘IDIVIJUALQ NITh -
E ‘UISABILITIES WHO hISH TO EVTER THE HEFLTH AdD EDUCATIOd

PDDFESSIONS."_ | L |
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.fSOMElCOMHON LISTENING PROBLEMS*

1. -VIEHING A TOPIC AS UNINTERESTING.

. 'CRITICIZING A SPEAKER’S DELIVERY INSTEAD OF THE MESSAGE. _,;f

. ~GETTING OVERSTIMULATED OR EMOTIONALLY INVOLVED,

LISTENING ONLY FOR FACTS. -

- PREPARING T0 ANSKER-QUESTIONS OR POINTS BEFORE FULLY

UNDERSTANDIJG THEM

{ASTING THE ADVANTAGES OF THOUGHT SPEED OVER SPEECH :
SPEED. | i

TRYING TO OUTLINE‘EVERYTHING.

TOLERATING OR FAILING TO ADJUST T DISTRACTIONS.
FAKING ATTENTION. B

LISTENING ONLY TO WHAT 1S EASY TO UNDERSTAND.

- ALLOWING EMOT IONALLY- LADER WORDS TO INTERFERE WITH
LISTENIHG, . |

PERMITTING PERSONAL PREJUDICES OR DEEP-SEATED COMVICTIONS

TO IMPAIR COMPREHENSION AND: UNDERSTANDING.
. ; A | o

. "#from Larry-L. Barker, Listening Behavior, N. J.: Prentice
Hall, 1971 Y _ Lf? :

33
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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 .

¢

1. I am habpiest when . . . ‘
2. When I am alone I usually . . .
3. In large groups I usually . . .

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: : oo )

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. T '

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 ybur 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,

1f 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. : '

<
N

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 this experience so far.
Try to cover the following points: : o
" How well are you listening?
How open and honest have you been?
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 . . .
9. My strongest point is . . . . B
10.Expressing feelings makes me feel . . .

~ 11.My weakest point is -, . . L
.12.Getting to know new people is . . . \




* LEVELS OF EHPATHY | e

LEVEL I: MAXINUN UNDERSTANDING THROUGH SQQJAL_SENSIIIMIII
o A, UNDERSTANDING THE SPEAKER S PERCEPTUAL WORLD
8 ATTITUDES “*° @ CULTURE
. VALUES 8 SOCIAL SYSTEM
© BELIEFS . @ PAST EXPERIENCE // .
@ KNOWLEDGE | @ FUTURE EXPECTATIONS
B, UNDERSTANDING OUR OTN PERCEPTUAL WORLD-~SELECTIVE -
PERCEPTION
C. UNDERSTANDING THE CONTENT CONNUNICATED--MHAI 1s
“ . BEING SAID? ' —
"~ D. - UNDERSTAND THE FEELINGS CQMMUNICATED-;HQH IS THE
N 'MESSAGE BEING SAID? | -
LEVEL\IT: CONFIRMATION OF UNDERSTANDING THROUGH ACTIVE
N, LISTENING |

\A, ATTENTION DURING COMMUNICATION
‘\\_l, NONVERBALLY: ATTENTIVE POSTURE, HEAD NODS,
. EYE-CONTACT, FACIAL EXPRESSIONS ’
.2, VERBALLY: . VOCALIZATIONS WHICH INDICATE
§Qu RE KEEPING UP WITH THE SPEAKER AND
‘ INTERESTED IN THE INFORMATION ‘COMMUNICATED
B, ,REFLECTIOP OF MAXIMUM UNDERSTANDING OF OTHER'S
IDEAS: V:RBALLY AND NONVERBALLY
C. REFLECTION OF MAXIMUM UNDERSTANDING OF OTHER’S
- FEELINGS: VERBALLY AND NONVERBALLY |

345
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DEFENSIVE AND SUPPORTIVE COMMUNICATION CLIMATES

v
.,

D

DEFENSIVE BEHAVIOR: behavior which occurs when an individual perceiveés threat

1

or anticipates -threat.

Defensive behavior leads_to'defensive listening and produces,postuqél,'
facial, and verbal cues which' raise the defense levels of the ofginié1 "
communicator. . . e .

Increases in defensive behavior have been found -to corfélate'positi?éiy
with losses in efficiency in communication. o L ' L
) :,i , u .- A . -\{
SUPPORTIVE CLIMATES -~ |
1. Evaluation ' 1.j'Deécriptibn4—genuine'iequests
: for information.

3

DEFENSIVE CLIMATES

2. Control ' . 2,' beblem-Orientation—-qollabo&até _
' e .- - on_ seeking solution to problem -

3. Strategyf—hidden'motivation. ' . 3. Spontaneity—éstraightfofwagd and
: e honest '

3

4, Neuﬁrality——liﬁtle warmth or 4.  Empathy~--respect for worth of the

gpﬁcern for the other person . . “other person
5.€}Superiofity . - . 5 Equality--mutual trust & respect
e . . ° . .. . . . ) L. J
- 6. /Certainty——dogmatic o _ .+ 6. Provisionalism--willing to

. yd .
experiment and investigate issues

»

from Jack R. Gibb, ''Defensive Communication", Journal of Comffunication,

Volume XI, No. 3'(Septembér, 1961), pp. 141-148. 7

‘ -

34
7/ ‘ : ;
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PERCEPTION OF SELF AND OTHER

Compiete the chart below,

‘how you see your partner, and how

according to the following continuum.

indicating how you see yourself, how &odr partner seeg you,

.your partner sees- him/herself on the factors listed

1 2 | 6 7
Never- or Usually Sometimes But -Occasionally- Often  Usually "Always or
Almost Never Not Infrequently True -True True Almost
True True * : Always True

. 1 11 II11 I%
I See Other I See: Other
Me Sees Me Other Sees Self.
1. Self-Reliant
2." . Yielding
—
3. Helpful \
Defends Own Beliefs

5. Cheerful

6. HVMoody

7. Independent:

8. Shy |

9. Conséiéntioué

10.  Athletic

11. ‘Affgctiopate ¥y

12,  Theatrical

13. Assertive -
| 14."'F1a;§erab1e'

15. Haﬁpy

16. 7Stf0ng.Personality -

17. Loyal \
18.  Unpredictable \




"PERCEPTION 'OF SELF AND OTHER
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I
I See
Me

11
Other

Sees Me

111
I -See

Other

v
Other
Sees Self

19. Forceful

20. Femigine

21. Reliab;e\ [

22. Analytical )

23.  Sympathetic -
242 Jéalous : -

25. Supportive

26. Has Leadership Abilities

27. Sensitive to Others' Needs :

28. Truthful

29. Willing to Take Risks

30. Understanding : o .
"~ 31. Secfetiye , ( |

32. Makes Decisions Easily' N

33. Compagsionate

34, Sincere

35. Self-Sufficient

36. - Eager to Soothe Hurt Feelings .
37. Conceited ~
38. Dominant h

'39.  Soft-Spoken e

40. Likable o

41. Masculine _

42. Warm ' \L

‘Solemn -

L o . SR
7/ Willing to Take a Stand * ||
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'PERCEPTION OF SELF AND OTHER

’ ' I 11 I11 IV
- I See Other I See |- Other .
Me Sees Me|] = Other Sees Self
45.  Tender B ‘”
.~ 46.  Friendly
47. Aggressive
48, .Gullible
49, Inefficient .
50. _Acts.as a Leadef i
51. . Childlike
52.‘ Adaptable
53; Individualistic,
54. Does Not Use Harsh Language
55. Unsystemati;
'56. Competitive
57. Loves:Children
58.  Tactful
59.  Ambitious I e : i
60. Gentle . ._" 4 ~~“_\‘______‘"__’_//‘/
61. Conventional :
‘62. Speaks Freely About His/Her ' : 2
Feelings'\\\ ' ‘ ? g
63. ' Defensive
64..  Accepts Others' idgas : ) - )
- 65Q Responsive to messages . .

¥
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FLFEN

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 - agsociated' visual, -hearing, and motor
problems. The following observations were made by the Multiclinie
Treatment Team. " . B -

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. A ‘“\\S , -

-

Audiology: John has a history of middle ear problems and accompanying

.-hearing loss,ﬁbeginq;ng»approximately at age two or three.

: - . - ‘ Vg
Gepetics: 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. WNo incidence of cleft palate or similar facial abnormalities
were recorded on the mother's side of the family. ‘John's syndrome,

' “therefores is most likely a sporatic .incident, with little risk_of

recurrence in other offspring of these parents.

Occupationai Therapy: -John was reparted by the teacher to "need-
improvement ir skills .like handwriting, coloring, cutting, and
pasting.” In occupational therapy, therefore, - he was given several
tests to evaluate his fine-motor coordination and other .neurclogical
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 1limbs, that would contribute to the gross motor
problem. ' .

Speech Pathology: John's speech is uniﬁtelligible with a significant
degree of hypernasality and nasal emission’ (due to escape of air
through the nasal passageway) and misarticulation of several phonemes.




——area of communication.

i

N R ' 2 :
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’ Dottie is“a 26 month-old 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\fntelligent, nonverbal ‘child
who expresses herself\w1th her eyes, gestures, and a few sounds.

Her .sister has been throwing temper tantrums the past 6 months.
Dottie's father has been extremely helpful\ in adapting and building
equipment for Dottie and she is rapidly acquiring. new skills in the

At age 11 months, Dottie was seen in the Cerebral Palsy
Diagnostic” and Evaluation Clinic, .Members/ of the evaluation team
inc1uded«ﬁ%eugodevelopm%ptally-trained occupational, physical, and
speech therapists, a pediatric neurologist, pediatric orthopedic
surgeon, opthalmologist, and audiometrist. The team. was headed by a
pediatrician who specialized in cerebral palsy.

A neurodevelopmentally-trainéd 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 evaluatiom to answer questions and establish a
schedule for visits. During the past 15 months, the therapist has
shown and'assisted the parents with: ' .
¢ handling 'and positioning techniques to . allow
increased wovement and improved functions;

e feeding skills and techniquesKtb facilitate oral
development and ora; motor control; . :

e rolling with rdtgtion skills; and

() suggestiOné - for sitting and standing
stabilization. a

[y




Gertrude is 20. yeere-old and has mild-high moderate mental
retadation. She lives at home with her parents in a rurxal 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 te 1ive with
her parents. A M : : -

" Gertrude is able to speak, take care of hefself and go into the

community with supervision. She loves records. and money. She has
been .8exually 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. ‘ L ~

Gertrude 8 parents contacted tH@'local 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 c1inic is seventy miles
away. :

352




AGENCY -REFERRAL AND F

e )

Step 1

REFERRAL PROCESS -

B~}

OLLOW-UP LOG

REFERRAL

7 AGENCY AND SERVICE REFERRAL .
ENT CONTACT PERSON REQUESTED METHOD DATE COMMENTS _
\\2
B
) i .
;'.F‘ -
_
o &
: \\ .
—- N
‘. '




AGENCY REFERRAL AND FOLLOW-UP LOG

Step 2
‘FOLLOW-UP PROCESS

NO. OF .

COMMENTS OR

DATE OF | NO. OF | DATE OF ,
INITIAL; DAYS TO| SERVICE: DAYS TO QUALITY OF
1ENT *AGENCY CONTACT | CONTACT DELIVERY DELIVERY SERVICE
N

355 .
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REFERRAL FORM

e —

Y

Date . : From -

(Agency)

(Address)

Child's Name ' !

{Telephone)

S

Child's Sex Child's DQB_

Reasons for Referral/Seryice Desired L

)
§

',‘\ ey e A
Test Results, Observed Behavior, Professional Concern )
- l\\“?
- b /
Signature N
“Puysition




TO WHOM IT MAY CONCERN: )
\

-147-

! ' RELEASE

A

/

This is to authorize - /

FORM

)

L e ayiaad e

57

N

to forward all records conc 4ning/testing, academic performance,

health information and dij?n081s; psychological evaluations and other

inﬁormétion as listed,

R

for my child

These records are to be sent to:

——(e.

X
N

.

1
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AGENCY RESPONSE F ORM

Date: -
TO: | | (Name of Agency and Contact)
FROM: ’ » L (Health Practitioner)
RE: - | - -
Client's Lame oL Services Reqaested

As_stated in the enclosed referral form, I am referring

‘for - | o - ' .

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.‘

o~
Thank you.
‘Return to S
& ;;’?;
Client: —
* pate of Initial Contact/Intake Appointment:
Services Rendered and Dates of Service Delivery:
?
- N . . i
Date B Signed
Agency '
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PRINCI@fES;OF EFFECTIVE ADVOCACY

7

-FIND OUT/ HOW DECISIONS ARE MADE WITHIN THE

SYSTEH/AWD NHO MAKES THEM.

KNOW A} HUCH AS S YOU CAN-ABOUT DECISION MAKERS
AND WHAT MAKES THEM TICK.

TREAT EACH ADVOCACY EFFORT AS A UNIQUE EVENT,

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, | |

<

PARENTS HAVE A RIGHT TO BE WRONG . . . WITHIN
VERY BROAD LIMITS. '

KHOW YOUR LIMITS.

P " 380



