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"Accepting Your Child" (including a discussion

family. They are: (1)

of types of

developmental-disabilities); (2) "What You Can Do as a Parent"; and

(3) -"The Family." Section 5, entitied "Getting

Started with -

Professional Help," discusses decision-making; diagnosis, evaluation,

and referral; and the team approach. Section 6, "Florida Services,"
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"Facing Your Futures Together," section 7, touches on issues. .

involving adolescence and sexual adult relationships, emgloyment and
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FOREWORD

The. palnful reahty of having a chlld who wnll be permanently dlsabled is not an easy thlnz, to accept: The feengs of

fear grief, guilt, anxiety, anger and pain. which accompany this realization are appropriate, and few people are able to, at

once and:without question; accept such a child. After all. no one has prepared you for this shock, for your dreams of a

perfect child to be permanently shattered. : _
You may wonder if you will be able to.-meet the demands you see stretchlng for years before you: You may worry about

the increased financial burden on your family. You may even doubt whether you will ever be able to sleep through the
mght again. You may ask "Why did this happen to me?”

Yet yout chlld is like any. otherchtld you love. And the sooner you are able to plck up the pleces of your life and geton

with the care and nnrturlng of your child; the more bothrof you. will accomphsh
Your job in:the:years ahead will not be easy: Coping with a disability is. rot fun, or <|mple Yet it can be tremendously

rewardlng and fllled W|th ]oy as many parents of chuldren W|th dlsabllltles S0 wnlltngly share

ways to begln to sort through your pain and confus:on SO that you can start to help your chlld yoUrself and yotjr famlly
As you read through this guide, don’t think of what could have-been. Instead, put your attention on how you will re-
spond and what you intend to do now that this” has happened. Think of what you have, and what can be done today;
tomorrow, and next year.- Youir reward will be your child’s enriched life.
Please use this guide often. it will keep you from wasting valuable time during your chnld s ;,rowmg vears. It wiil tell you

who, where, an-. how to find help when you need it

A long.and often hard road_lies in front of you. We hope that this nuude will get you started WIII help you to take those

first critical steps: We also hope that after reading this guide, you will know that you will not have to walk alone.

K: Joseph Krieger, Executive Director
Florida Developmental Disabilities

~ Planning Council

July 1985

O
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“There is no such thing as a
problem without a gift for
you in its hands.”

Richard Bach in //lusions ,

~




SECTION 1 A BEGINNING

This publication is about your child,
vour family and developniental disabil-
ities. It was written to give you informa-
tion about your :child's specnal needs,
rights and possibilities It will raise ques-
tions and, it is hoped, answer some quzs-
tions-that yvou now Have Other answers
may take longer to find. This guide is in-
tended to help.you niike a bvg,lnmn;, to
take those first nvodvd steps ,

E.;ch s ln(ludvd Ior a partlcular reason
and-to provide you with specific infor-
mation relating to your child and his or
her disability Overdll, the purpose of
thm guide is to:
ASsure volu that hvlp s avmldl‘lv for
yOur ¢ hild and your family. Services
that may be.useful to you are iden-
tified throughout. P

* Remind you that a chiid with a
disability is more like other children
than différent from them. And first
of all, he or she has all the same
needs and rights as any chlld

¢ DPefine disabilities, tell you some-
thing about what vou can e\pe(t
and help you find other sources of
information.

* Explain some -of you and your
child’s leg,al rlg,hts and tell how you
can get legal advice at reduced or
no cost: -

* Show how parents can ard mmt
take the lead in finding and obtain-
ing needed services for their child.

- We ask that you save the guide and
keep it-with other -papers important to
your child's well-being. Perhaps you may
not be able to use this information at
this time. If .you. feel .that way, put the
guide aside for a while and come back

to it later. Remember that there is no
need to rush things right now. Take your
time to think, get information, and settle
down with your child and his or her
needs. .. ... , o

It is perfectly_’ normal to grieve for |
the child who could have been. ln a '

ERIC
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sense; the child you had hoped tor,
planned on; and anticipated with moch
love, is gone forever Now: faced with
thi§ Lin'ex;)écté'd loss, it iQ hétural fk)r \i)il
ot demal anger, hiirt and, evenumll\
acceptance. Once you have reached the
stage of being able to accept vour hild,
great reward and satisfaction await you,
tor your (hlld fs. spec ial in niany wdys
besides his or her dlsablllt\

If nothing else; it 1s hoped that this
gUidii 'n'ia\ Offbi' a glih\bké df iiﬁﬁi 6n ihv
VOuF- mmlly No nmtter how dnrk your
situation or your child’ S condition mdy
seem; there is traly a way that will
engble vou to do what will be needed
- This guide will show y-u the many
hands that dre willing to help vou
manage The only thiiig required of vou
is that you take the first step

o~




“Be proud ot vour child; accept
him as he is and do not heed the
words and stories of those who
do not know better, The chil
has 4 nieaning for you and for
all children. You will find a joy
vou cannot now suspect in
fulfiliing liis Life for and with
him. Lift up your head and go
your gppointed way,”

Pear! S Buck; in
The DRl dhat Neor Dron

O

ERIC_
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SEC m,.,;_.as STNTNY
YOUR < it

. Many parents have writte 7 about the
anguish they felt wht it they tirst learned

that their child had a develc)pmental dis-
ablllty They talk ot the umteady path

her hfe wtth a handxcapplng, cond4t|on
In the beginning many parents are
shocked They can: hardly belle\e that
their chlld. Many p,arent,s refuse at first
even - to believe that the information
could be true. Cradually as they accept
the information and go beyond their
shock and dlsmay parents freglently
become depressed and ang,ry But these

able to accept their Chlld — mth hts or
her special limitations. They recog.,nwe
that -each of us is handicapped or !im-
ited in some way. In fact, noone is really
perfect. .

-Somewhere, somehow
nhanage to get over the questlons that
focus on the past and the pain — Wh\
did this happen to me?” — and turn in-
stead to the du@étibn that will open the
door to the future: “Now that this has
happened, what will | do about it?”
(Kushner, 1983).. Once _this . |mportant
transition is made; the parents of a child
""" disability can
tackle the important_ business of- life:
planning for a future that may well be as
bright as that of any child’s.

Your Child’s Needs

Jn fact once you can accept your spe-
Clal chlld and. his. or. her llmltattons you

needs than not I/ke them_, Y-our child will
go through the-same social experiences,
the same developmental processes,-the

same psychological learning- as- other |

children. The disability may cause prob-
Iem< Wthh may interfere with your

ERIC
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child’s growth or experiences; causing
some delav in developing certain skills.
But, if your child is allowed to be a child
— experience; learn, teel and think as a
child — and if he or she is treated with
all the loue and attentlon all chlldren de-
serve: he or she will continue.on to more

mature growth and development..

Perhaps this can.be better undef'étc)od
if vou can see that yoar child is tirst of
all-a child, and only secondly a child
with a disabilit It really is up to you to
detérmine how much of his or her poten-
tial your chiid can reach, given the par-
ticular di%'a’b’ling, condition.

Your child’s needs include the need
tor. . .

* physical and emotional care

= stimulation of body and senses

* education

* recreation, sports and play

* medical care

* social opportunities

* legal resources and protectlon

. mdepende'tce and self suttmencv

acceptance as a real pers()n.
Yoar Child's Rl;.,h(s

- Once you understand that your chud
has the same needs as any child {in addi-
tion to whatever special needs he-or she
may- . have because of the - partlcular

disability) you may also be interested to
discover that your child’s rights are the
same as the rights of all people. -
Your child has the right to live his or
her__life .in . the most comfortable,

creative and fulfilling manner possible,
in freedom, with joy and with the oppor-
tunity for continuing growth. Your child
has the right to a job matched-to his or
her abilities -and limitatioris. He or she
needs equal treatment and equal oppor-

tumtrvr and the certainty of living with

dignity:

Your child; Ilke all chxldren hasmany
other rights as well. Some of these in-
clude:

. The rlght to be part of a tamxly

* The-right to religious freedom and

practice:
10

» The right to speak openly without
tear of bunishnient.

* The it to protection against
abuse or demaa’nin'g treatment.
The ng,ht to privacy.

* The right to suitable social and
recreational activity:

The right to - appropriate
Kumane medical care .

* The right to education and ti'aining
services.

* The right to live in the least restric-

tive environment possible

> The right to a responsible, |mpa[ual
guardian or advocate to protect
and ensure the exercise of these
rights.

In Florida, thase ng,hts are protected

by Florida Statute, Chapter 393

and

Yoaar Childd's Dicaladig

“If you have just iééfhéd of your
ch|ld s disability; you are probably at a
Io<% about what you need to do flrst You

Or very angry. Many parents report these

as well as other intense feelings. All are
hard to deal with, but they can and.do
change. Parents need to remind them-
selves that their child’s disability is not
their fault. And, oncé these painful and
negative feelings are recoghized, you
can take deliberate steps to handle your
feelings. Only then. wxll you be able to

deal with your child in a truly positive
way.

.).\(('\\,'.

In the meantime, while you -are still
struz,gllng, to come to terms with your
child’s dxsabxltty there is much you can
do -
Af you. have yust /earned of your
ch/lds disabling condition; no matter
what your child’s age and level of handi-
cap, now is-not the time-to make a deci-
sion to. send your child to an institution

or other situation where others would

© provide the care. Later on; that may be a

choice you will make, but it requires
clear thinking and careful consideration
of all your options. You need to know

3




much more about your child; his or her .

special disability, potential and limita-

tions. You even may be counseled now

by doctors, grandparents or well-
meaning friends: — that sending your
'child "a'wa"y” will bé bést for your érm'e'

for now, until you can g,et the informa-
tion you need.

Right now. all your child really needs ' fects of his or her disabling condition.

is to be loved and treated like every
other child: You will want to explore all

possibilities at this stage; not settle on.a -

duick solution. Your child’s life deserves
this careful thought.
_ 2. Begin talking with other parents

f the best ays to get informati
One o1 e W M 0 g |n ormation i pléte, children who are delayed in thelr

arents of a child wrth the same condl- ‘ Lopie T TR TTOL WAl S LEE
pa - Starting treatment early has the added

tion. Talking with someone who has

been there” will give you a great deal

of information on what you can expect

as your_child grows: Other parents. also
can offer the understandmg
and encouragement that comes from ac-
tual experience. In this difficult time:
other parents can do much to help and
often are dellghted to do so

other parents . you can start by contacting

the organizations working with-the ma-

jor disabilities listed in Sectlon 6. of this

guide. Remember that it is important for .
both you and your child to ask for help
and infermation.

3. Find out where your child i I today
and start there. Nothing you read or hear |

about your child is final or exact. Each

child is different, and the. degree or

severity of the disability may differ.in
many_ ways. _Also, if your child is very
y0ung detalled testlng may be |mposs|-

llke autism, are very drfflcult to dlag-
nose. Others like Down Syndrome, al-

though easy. to 1dentrfy can vary -greatly

from child to child. Frnally with con-

stant_changes. in research, service and

legislation; there. ‘i’,“,u?h, more that can

be «done today; regardless of the disabi'-
ity. These changes may help vour child’s

ERIC
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support i the better. This guide includes brief de-

4 Tal\ethatnrststep ltrslmportant to
get started, to take the first step; no mat-
ter- how miuch: -you, your doctor or other
professuonals know about the disability.
Even if yoar. child is only a tiny baby, he
or she can begln inimedlately in an-in-
fant stimulation program: If your child is
older, it is even more important to start
immediately on a program that will help
the child and reducs the negative ef-

Many parents.also have found that to
begin a program of positive actien
brings relief to them_as well as to the

child. It gives a sense of moving forward,
of helplng, therr chle and themselves

" development need not wait to get help.

benefit of reducing later problems.

5: Cet as much information as you can |
about your child’s dlSBbll)l¥ The more

: you know about your child’s problem,

i
!
i
!
!
l
i
l
0
i
l
i

scrlptlons of some dlsabllltles but there

formarron you. WLll fmd may not agree.
Neither will the opinions offered by peo-
ple you and your child meet You will
more than likely read and hear difierent
points of view and will need to make up
' your-own mind.

~-When you are gatherlng mformatlon

be aware that miuch has changed in the

past ten years in the field of helping chil-

dren with disabilities. Try to get recent
information. Even then, it may be that
no one knows exactly what your chrld s
problem is. Luckily; you can still get in-
formation on how to treat your child: no

matter what the diagnosis.

Early Intervention ]
The reasons for seeking lmmedlate
help. for a.child with a deévelopmental

drsablllty are marny. Perhaps most impor- |

tant, by providing training and care for
your child at an early age; you a(tually
may reduce the limitations your child
may..face -in later life. An effective
educational program can give your child

every opportcnity to develop to the

fullest the capacities and potential he or
she may have.

The chart which folIOWs shOWs some
steps in a chnld s normal development. It
shows ataf out what age children do cer:
tain things. Some children do these

thlng,s earllpr or. later but most follow

What is a de»eropmentai d:sablllry? A
developmental disability is a mental,
physical .or emotional condition Wthh
affects the normal development of an
individual. A person with a de\iélob-
mental disability is someone who is
llmlted physlcally and/ or mentally |n

777777 needs g,raduatlng - high
school -getting a. job, rdising chrldren
etc.;: A person who has a developmental

d|sab|lrty has a need for ‘a combination

may require extended or llfelong, ser-
vices that are individually planned to
meet special needs. =

Federal legislation* defrnmg develop—

. mental disabilities states that the per-
/| son’s abllltv to carry out_certain major

life activities must be affected. These
life activities are defined as:
o self care

o learning
e mobility

*Public Law 95602, the "Rehabilitation o
prehensive Setvices. and De\elopmental Disabil

November b, 197§




self-dlrectlon
economic sufficiency
use of receptive and expressive
language -
. capacity for mdependent Iuvm;,
ln -order to be considered develoo-

mentally disabled under the federal |

definition,.a person must be atfected in

three of the areas listed. S
_Florida. le;,tslatton defmes “develop:
mental disability” as a discrder or
syndrome which may be the result of
retardation; cerebral palsy, autism, or
epilepsy and which constitates .a sub-
stantial handicap that can reasonably be
expected to continue indefinitely.
- In the-'Retardation Preventizn and
Community Services Act” passed by the
Florida legislature in 1977, state treat-
ment programs for the developmentally
those pro;,rams that have the potential

to prevent or reduce.the severity of re-

tardation and other developmental dis-
abilities. -

- The legislature al:o insisted that fll’S[
priority_be given to developing and us-
ing those services and programs which

will-allow persons with developmental

d|sabllmes to ach|eve thelr greatest po- |

living, Wthh will enable them to live in
thelr own homes or in facilities located

in their own communrities

Types of Developmentai
Disabilities

éonsudered to be developmental dlsabnl

ities._These. problems can be physical,

mental or emotional. Sometimes a child

has more than one handlcappmg condL-
tion. For example; he or she may have a
physical disability in addition to a men-
tal disability. Children with mental retar-
dation may develop some emotional
problems: as they begin.to socialize with
other children and adults: A child with
cerebral palsy may need special help in
!earnlng to communicate. A chlld who is

|
e

her llmltatlons A chlld w1th Down Syn-
drome may have heart or respiratory
problems, And so on. - -

Often both the (hnld ahd thé family

It is also |mportant to Reep in mnnd
that no two children with a disabling
condztlon are- alike. In the same ways

that non- hanchapped chlldren are-dif-

dlcapped child is special or unique.
Each child deserves and needs an assess-
ment and treatment program which will

help hnpj or. her to develop to the limits
of his or her own abilities.

So you can sec how very lmportant it
is to know something about the many
possible disabilities The following de-

scriptions will tell you hriefly about the

disabled were directed to emphasize i kinds of disabilities your child might

have. Remember that these are very

general de;crlpt.ons and - are offered

here as a start to an mdepth Iook at in-
formation which wili be. important to
you. There are many e;)gcellent sources

ot information. Some are listed in Sec-
tion 6 of this guide:

Phys:cal lmp:mments

ThlS type of developmental dlsablhty
incIJdes many physical problems which

I may put severe limitations on a child's

participation in school, tamtly -and
social life. It can be the resalt of an in-
jury at birth, or something caused by a
dr|sease or accndent hRe pollomyelms It
détéégéhééié imperfecta, or brittle bone
disease. Other physical. impairments
mlght mclude cleft palatemc”lub foot,
other conditions usually apparent at
birth.

i _ Blindness and deatness are cons;di

ered. physical dlsabllltles as are such

which limlt a child’ 5. strength and alert-

ness, and, as a resalt, affect ablluty to

perform at school; at home or in the
family setting.

: 12

P Othéi’ distasés such as juvenile 5Fth

<cJ§[og|§ n*ay faH into thls categ,ory

ments vary consuderablv They also_re-
quire different methods of treatment,
depending on the severity of the
phy<ical impairment,

Gerebral Palsy

Cerebral palsy refers to a group of
neuromotor disorders caused by dam-
age-to the brain, usually at the time of
birth. These disorders involve the brain
(cerebral) and muscle control (palsy).
Typically, some damage has occurred to
the part of the brdin which controls the
muscles-and, as a result, they do not
work properly. =

Children and adults mth cerebral
palsy may move and speak awkwardly.
They may have uncontrollable jerking
movements, a poor sensé of balance:
speech and hearing problems, and some-
times; mental retardation.

Thvrv are about 750 DU knowi n cases
of Persons W xth cerebral pals\ dnd some
25.000 babies are horn with this disabil-
ity each vear In one otate sury ey, das

many as 6 out of 1.000 babies born had
cerebral palsy
Doctorq do not alwa) s know what
cauees cerebral palsy There are, how-
ever, a number.of factors that car inter-
fere with the developnient of the brain:
® infections dutmg, pregnancy
Rh factor incompatibility
° comphcatnons durmg deluvery

. lnjury or mfectton .
Three common typ2s of cerebral palsy
iiclude.
Spastic - characternged by tense, stiff,
contracted mauscles
Athetoid - characterized by mvolun-
tary, uncontrolled motion -
Atatic - characterized by a disturted
sense of balance and desth

percrptlon

(continued on page 8)
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Age

Language

3 monthé

A. Does he laugh or make happy noises?

B. Does he turn his head to sounds?

A. Does he “babble’’; repeat sounds together

lie, mummumsaum?
B. Is he frighteiied by angry noise?

A. Does he understand “nr 110", “bye-bye”?. .
B. Will-he imitate any sounds or words if you

make them first?

A. Does he have at least one meaningful word

B. Does hie shake his head for “no?

“other than “mama”, “dada’? -

A. Does he have at least 6 real words besides

B: Does he point at what he wants?

__his “jargon"?

A. Does he talk in short (2-3 word) sentences?

2 1/2 years

A. Does he use plurals or past tensel N
B. Does he use the word “"1”’ correctly most of

the time?

3 years

A. Does he tell little stories about his éxperi-

B. Does he know his sex?

ences

4 Vééré

A. Does he say a song or a paem from

B. Does he know all his colors?

“memory? - -

g years

A. Can he print his first name? .
B. Does he ever ask what a word means?

This chart was 5855@8 from the ﬁe@eior)méniéikﬁaiﬁméni Form for Children 05 7Y'g'a;r§,jher JohnF kgnn’e’dry iiis’tirtij{gfr@if Biﬁdi@é@?& ébLIQ@pL jj;j

prepared in this form by David M. O’Hara, D.A.S.S. and Barbara Mosher, M.S.W., from an earlier version by Amold §. Capute, M.D.; M.P.H.; and Robert F.
Biehl, M.D., MP.H.
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Social Skills Movement Body Use
A Does he snule at vou? A: Does he sapport himself on forearms when A Are his hands usually open.at rest?
B Does he reach tor tamihar people or - ying? S S B Does he pull at his clothing?
objetts? B Does he hold his head up steadily while on
his stomach?
A Does he stretch his arms out to be picked A. Does he lift his head when lying on his A Does he transfer a toy from one hand to the
. up? back? other? . .
B Does he show his Tikes aned disfikes? B Does he roli from back to front! B. Does he pick up small objects?
A Does he hold his own bottle? A. Does he sit for long periods without A Does he pick up objects with his thumb and
B Does he plav any nursery games [ peek-a- _ supportz . - -onefinger? . . ... . ..
boo”, bve Bve 17 B Does he pull up on furniture? B Does he finger-feed any foods?
A Does he cooperate in dressimg? A ls he wélkiﬁg (élér;é or with hand held?) A Does he throw toys (Ob]éé!i)’
B Doos he come whoen vou call him? B Does he pivot when sitting? B Does he give you toys (et gn) easily?
A Does he copy vou inoutine tasks A Does he walk upstairs with help? A Does he turn book pages {2 or 3 at a time)?
- Isweepmg, dusting, etc o B. Can he throw a toy while standing without B Does he fill spoon and feed self?
B Does he play n the conipany ot other falling?
hildren
A Dovs he ask 16 be takei to the ol A Does he run well without falling? A Does he turn book pages one at a time?
B Does he play i company ot other B. Does he walk up and down stairs alone/? B. Does he remove his own shoes, pants?
Children?
A Docs he tell his tiest and fast name 1t A. Does he jamp; getting both feet off the A Does he anbatton any battons?
ashed? . . . . ~ tloor? o . . B. Boes he hold a pencil or crayon adult
B Does he get himselt o drnk without help? B Does he thtow a ball overhand? fashion?
_ -
A Does he share his toys? ) A Dots he pedal a tricycte? . A Does he dry his hands (if reminded)?
B Does he play well with anather ¢ hila? 8. Does he alternate feet fone stair per step) B Dois he dress and undress fully including
Take turns? going upstairs? front buttons?
A Does he tell “tall tales” or “show off 7 A Does he attempt to hop or skip? A Does he button clothes fully?
B Does he alternate feet going downstairs? B Does he catch a ball?
B Does he play cooperatively with a small
group  of children?
A 1< he a mothers iwlm-r", likos 16 do A: Does he skip, aiiérnaiin’g feet? A Does he tie his own shoes?
~ things Tor you? ) B Does he jump rope or jump over low B. Does he spread with a knife?
B Does He play conipetitive games and obstacles?
abide by the rules?
O
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Surgery can correct some of the prob
lems caused by cerebral palsy. One re-
cent development |n medlcal research is
on ,the brain whrch has ,been pert,ormed
with success in a limited number of
cases. Many new medicines are now
available. Speech, occupational and
physical therapy, among other special-
ized services, can help to improve mus-
cle. control and enable children with
cerebral palsy to develop to their full
potential:

Eprlcpsy

-Epilepsy .is a disorder of the (entral
nervous system. Brain cells create ab-
normal electrical discharges that cause
seizures. There are many types of epilep-
sy and a variety of symptoms: muscle
spasms, mental confusion, loss of con-
sciousness.

There are abott two mlllmn persons
mth ('[)II(‘{)\\ in the United States, or 1
percent. o the poptilation This means
that about one i exery 100 persons in
this (ountr\ has epilepsy

Not aII people who have ep,l epsy
vary consrderably but are grouped into
three main types:

1. Grand Mal - character|zed by fall-
ing, loss of consciousness, stiffen-
ing.and shaking of entire body;
irregular breathing: This type of
seizure may last for several min-
utes and occur frequently or hard-
ly ever.

Sllght
staring; bllnklng This
type. of selzure is most common in
children 6-14 years of age. A seiz-
ure may last only a few seconds

~ hundreds of times a day.
3. Psycho Motor - characterlzed by a
period of mental confusion - fol-

lowed by pomtless or repetltlve

movements; pain or dizziness. This

type of seizire can occur at any .
! part of the brain which controls lan-

age and may Iast up to 20 minutes.

In many instances, doctors never real-

ly discover what causes epilepsy. It can
be related to:

e brain injuiv before, durlng or after

birth

¢ head injuries .

s poisons (mtiudmg lead alcohol]

e diseases (such as measles; en-
cephalitis) = _

e disorders of the rlrculatory system

e traumas

. nutrrtlonal dlsorders

that could lead to eprlepsy although

most. eprlepsy appears early in life. Thir-
ty percent of all epllepsy shows up be-

fore a child is.5 years old 34 percent of

cases become evident in. early. adoles-
cence; and :23 percent of epilepsy ap-
pears in adults. More males than fe-
males are likely to have epilepsy.
Encouragingly, epilepsy need not bé a

handlcap Some -80 percent of people

with epilepsy can be totally or almost

totally free of symptoms tnroug,h contin- |

uing treatment.
trolled partially or completely through
anticonvulsant drugs, or in someé cases,
by special diets or surgery.

Autism is -a neurolog|cal condrtlon
characterized by severe problems in
communication and behavior. Children
with autism dre unable to relate to peo-
ple in a normal manner.

Although autism typically appears
during the first three years of life, it can
be suspected as early as a few weeks or
months after birth. It can occur by itself
or in association with other disorders
which dffect brain function. About half
of all autistic children also develop
epilepsy.

About 4 in every 10,000 ¢ hlldren have
autism; whr(h is four tlmos more likely
to occur in males than in females

_ No one knows exactly what part of
the nervous system is affected in autism.

15
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Epilepsy can be con-

Some research points to damage .in the

guage -and information gathered from
the outside world. Other research points
to a chem:cal imbalance as at least part
of the cause of autism. No known fac-
tors in the psychological environment of
the child have been proved to cause
autism. (Th|s also means that parents

autlsm] .

Some of the characterlstlcs of autism
are: . , S
e disturbances in the development of

physical, social and language skills
¢ abnormal resporises to sensations
¢ speech and language difficulties
e abnormal ways of relating to peo-

ple; objects and events:
may be withdrawn,
unresponsive
may be resistant to change in the

environment

apathetic;

may be disinterested in people
and surroundings .

may show unusual interest in in-
animate objects

may exhibit behavnoral probrems
ygrygh: may include self-injury,
repetitive or aggressive be-
hav1ors

Specnal education programs usnng new
technigues can. teach the child to speak,

to take care of personal needs and to act

in ways which are socially acceptable.

There is also a growing body of research

in biocheniical; sensory stimulat.on and
behavioral intervention that will help to
make the future even brighter for a child

with this developmental disability.

Mental Retardation

Mental retardation is not a dlsease or
an |Hness it |s a dlsablmg condltlon in
ness is a dlsabllng condltlon It is true
that mental retardation may be caused
by an illness or rnfectlon but it is the

result and not the process. It cannot be




"cured” and is likely to be a lifée-long
condition. It is not the same thing as
mental illness.

_The _child who is mentally retarded

will _develop -more slowly than other

children: He or she may have unusual

d|ff|culty in learning; social ad]ustment

and in working. A child with mental re-
tardation may have poor judgment; be
unable to reason successfully; have dif-

ficulty deciding how to act in new situa-

tions, and sometimes be unable to learn .

completely from past experiences.

Just as every child is an individual, O

every child with mental retardation is an
individual. There are many. differences
tn personality, béhavior and in the abil-
lty to learn.

Hu wo are. more than siv mdhion per
sons in the United States who have some
form ot mental retardation One movery
1() Americans (or 10% 1 has d mentalls re

ard( (i Person in his o her tamily There
are osver 100,000 peopic with e nt il re-

tardation dentitied each year  In
Flonda.an estimated 3 percent ot the
population have someé depree ot mental
retarddtmn

Mental retardatlon can be caused by

Down:Syndrome is one kind of mental
retardation that is caused by a change:in
body cells before birth. It used to be
called “"Mongolism” because of the
slight oriental shape of the eyes and the
usually dark; straight hair of persons
who have this form of mental retarda-
tion. Often there will be other medical
problems as well.

Children with Down Syndrome are

‘ often described as warm, happy and

willing to learn:

But they learn very
" slowly and are likely to reach their limits

early. If your child has Down Syndrome |

you will want to take advantage-of spe-

will help your child to reach the highést
level of his or her ability.
All children W|th mental retardatron

feet; Iegs or h|ps Your Chlld may lack
sensation in the lower body. There may
be limited or no bladder or bowel con-
trol.

Doctors do niot khow why splna b|f|da
occurs. Surgery is needed to closé the
open area in the spine, and is done as
edrly as possrble usually wrthln the first
day of life. This surgery provides protec-
tion from mfectron It is also a first step

in the process. of -repairing defectsr

~ Children wuth spma bifida may be se-

to walk wuth braces. The degree of -dis-

‘ vantage o €- 1 ability will vary from child to child, as
" cial programs as early as possible. This

" can be helped by education and train-

“tive and meaningful lives.

ing, and most will be able to live produc-

" most 90 percent of people with mental

ment of the braln before durmg or after :

birth. More than 350 causes have been
identified, although in over three quar-
ters (or 75%) of all persons with some
form of mental retardation; the specific
cause is not known.

Sometimmes the child is In]ured at |

birth. Sometimes the mother becomes il

during | pregnancy, for example, with the

German measles: Sometlmes somethmg
happens to the genes or_the material in
the cell which directs the growth i a
child. Ofiten no simple cause can be
found.

€h|ldren wuth mental retardatlon are

found among every race; rehyon and
natlonahty The condltlon occurs in

age from an illness or injury.

retardation are only mildly retarded;

In fact, al-

while about & percent are moderately
retarded, 3.5 percent severely retarded

and only 1.5 percent profoundly re-
tarded:

All_ children and adults wnth mental
retardation need the same basic services
as everyone else — education, health,
vocational, recreation, religibUS and
social services. It is important to keep in
mmd that wrth early |dent|f|cat|on diag-

nosis and educational programs, these
children can lead useful adult lives:

Spma Blflda
Spina blflda

ingocele.) It is a problem of the central
nervous system that can be identified
easily at birth. The bones in-the spine do
not close or are only partially closed. 1n

the opening that is left; some of the
membranes; nerves; or even part of the
spinal cord come out and form a type of
sac, usually near the lower back. This
can cause fluid to collect in the brain,

causing great pressure that may.result in

brain damage and mental retardation: It
also can cause other deformities of the

16

is often called open |
spine. (The sciéntific name is myelomen- ;

with  all_ developmental

dlSdbllltlES
Years ago, 80 percent of babies born
with spina bifida died in infancy: Today;
95 percent will live, have normal intelli-
gence, and most will be able to walk to
the school bus znd Hétween classrooms.

Learning Disabilities
A learning d|sab|lity is a problem with

understandlng and .using.. written.. or

spoken Ianguage It is often_difficalt to

diagnose and is somet|mes called the in-

v15|ble handicap. It is sornet|mes confu&
drsablllty most often has average . or
above average intelligence. Many chil-
drén with these hard-to-define problems
dEVE‘IOp behavioral problems as well,
becoming disruptive at-home or school.

While a Iea.nlng drsab|l|ty is hard to
diagnose; there are ‘many signs which
warn a parent to look for help. Perhaps
your child has one of these signs.

® Your child is failing in readlng,
spelling, wntmg or arithmetic while
teachers insist_the child could do
better if he or she tried.

. Your chrld is poorly coordlnated
wrltlng, tylng shoes or catchlng
balls.

e Your chsld is confused in Ianguage
speech, or following d|rect|ons )

* Your child is usually forgetful or in-
attentive.

Your chrld 1S easuly dlstracted

5
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with the d|sab|lxty once you are aware of
it. Bot it is important to discover the
disability as early as possible to aliow
the child to learn ways of getting around
any problerns it 'm'a'y cause A corréct

ggnaﬁlﬁmedlcal ‘psychological and so-

cial services will help most children with

a learning disability lead normal, pro-
ductive lives;

Emnlmn nl DictiirhanceS
chlld who is emotronally dlsturbed

extent that his or her ability to get along
at school and at home is seriously af-
fected.- The chrld may be extremely de-
pressed or be terrified of school. Some

children become overly. aggressive or

even -abusive: Or a child may become
withdrawn and uynable to relate or be

with family or peers.
-The exact causes of emotuonal dis-
turbances are-.not completely known.

However, treatment can be successful.
Psychiatric therapy; counsellng, and in

some cases, medicines can: make posi-
tive improvements in a child’s behavior:
The child may or may not be develop-
mentally disabled, depending on
whether his or her learnrng self direc-

tion, selfcare or capacity for indepen-

dent living also is affected.

Developmentatly Dol o

"Developmentally delayed is a term

often used to describe a child who does

not seem to be growrng and changrng ac-

be- delayed in one or several often over-
lappmg, areas. - These areas are body

movements;. speech and hearmg self-

care; response to other people; ability to

behave, and ability to follow directions.
Often both the cause and the extent of
delay are difficiilt to diagnose.

There are many stages in a child's

grthh (These were described earlier in |

this section on the "Growing Signs” !

10

chart ] These stages are predrctable and
happen at about the same age in most
children. When these actions and skills
do not seem to happen at the expected
age, -parents will want to start asking
questions.

.- There may be nothxng wrong or there
may be a.reason to be concerned and to

get help in_infancy or early chrldhood

Programs which stimulate a child to
develop new skills and abilities are. of -
fered by the Florida public school. sys-
tem. These programs rely on people in
schools, health centers, and at home to
encourage and support a child’s growth
and progress:

The

””” 'de\/élobnﬁenfél delay”

they are. often the first to rec0gnrze a po-

tential problem and get help. Fortun-
ately, in today’s world, the child with a
developmental delay need not be handi-
capped or held back in any way.

In fact, a child with _a physical or
mental disability is not; at birth,_handi-

capped; but instead is simply disabled.

Doctors; parents: teachers: therapists,

17
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relatives and friends will be the. ones
who may convince a child with a devel-
opmental disability that he or she is han-
dicapped.

For all who wark with these chlldren it

may be hard to avoid doing this, for our
own fears mrsunderstand.ngs and pre-

ways. Often,, a person may not even be
aware that this is happening.
It is especrally important that you, as

a parent who cares for a child with a

developmental disability, - treat your

child as if he or she will succeed. There

may be unusually difficult obstacles in

the way, but your child can still reach
some level of success |f he or she rs sup-

to succeed as well as fail.
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“You can rebel, resent,
resist the situation,
constantly guestion why
it happened, play the
defeated. Or you can
accept the challenge,
take up the gauntlet
and find the blessing
and victory in if,
building on and
appreciating the
positive points, looking
tor and appreciating the
opportunities to grow in
depth and sensitivity as
a person, finding deep
jov in all evidernce ot
overcoming limitation,
no matter how small.”
judith L. Jogis, mather
o1 a disabled child in
“To Be Spohen Sadly,”

el
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SECTION 3: WHAT YOU
CAN DO AS A PARENT

~-You may have just been told your -

child has adevelopmental disability. Or
you may have known for some time that
your child is “different”

special care. Whatever the situation,
you are probably learning how.to handle
your own fears and dlsappOIntments

anger or hurt, shock and dismay:

and needs :

Many parents oi children wrth dlsabll
rtles don’t ask for or accept help for
themselves: Please don’'t make this mis-

take. You deserve an occasuonal break

from your child; like every other parent.

You need uninterrupted sleep; just like
most people. And while it may not al-
ways be. pOSSIble to do either, it will cer-

tamly help both you and your child if

" you take good care of yourself phys-

- Sometimes, parents of children wrth l
disabilities get so involved with this new |

and often frightening situation that they

forget that they are people too. In your

tr|ps to med|cal doctots hospltals ther- i

it becomes very easy to
put yourself far,do,wn the list of things
reguiring special attention. But parents
are. people too. In fact, one of the best

things you can do for your chlld is to

take care of yourself: Then you will be |

able to do the many things he or she wrlll
need vou will be able to do these things
with

t resentment, and perhaps most |

impcriant of all, you will be able to love .

your ckiid more freely.

Parent Needs

One of the first things you may dis- |

cover as the parent of a child with a dis-
ability is that you never seem to have
enough energy. But stop for a moment
and think about it. Your sleep may be in-

terrupted by a child who-is in pain or -
who ;ust can‘t:sleep: You may be carry-

ing -'your child. and his or her special
eéquipment for hours at a time. You.may
be worried about what you can do or

what must be done next. You may be

working at_a full-time job or doing all
those things needed to keep.your home
and family “normal.” You may be doing
everything alone or with only occasional
help. When you stop and think about it
there are many new demands on you
and your energy. No wonder you may be

tired or lack the energy to do your usual
daily activities!

12
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ically. -
Whether you have come to accept

your child and his or her dlsablllty may

depend on the Support acceptance and

other people. Unfortunately,, many of,‘
those closest to you will not know how I
to do thls They, too, may be afraid -Or |

they ‘may worry about saying or doing

the  wrong . thing. Often family and

friends must handle their own feelungs

before they are capable of offering their

help and support to you.

Other parents of dlsabled children |

have faced these same problems and;

their experlences and offer support to

one another by forming parents’ organi-
zations. These parents can understand
what you may be oomg through, the
the
colrage and endurance that will be
needed.
_Manv of these parents are wrllm&, to
help you and. v our child. They are eager
to:share thelr personal stories and to
help you as you begln your own.journey.
Even if your child’s diagnosis is not yet .
known, some of these parents may be
able to help you find information and

Services for v0ui' child

ent organlzatlon is now belng, formed. i
There already may be-a group in your |
immediate area. To find out, call or |
write the Florida Developmental Dis- |
abilities Planning Council, 1317 Wlne-l
wood Boulevard, Building 1; Suite 309, l
Taiiahassee, Florida 32301, (904)
488-4180, or contact the disability group
listed .in your local telephone book.
Finally, the health care of a child with

a developmental disability can place a |-

19

serlous frnanclal burden on the entlre

treatment braces hearmg aids, glasses

tutors; wheelchairs; learning materlals
communication devices; special classes,
homemaking Felp. There may also be

necessary hospitalization; transporta-

tion costs and lost income from work.
~ Not many families can pay for these
thlngs from their own incomes. Luckily,
there are many ways for families of chil-
dren with disabilities to get help in meet-
mg their expenses

Fmdmg out where to get frnanclal

help and actuallv g,ettlnz, it will take
time. It may be a dlfflCUlt and time con-

suming job. But if your family meets the

requirements for financial help you

should claim it. Most important of all;
no child or adult with a developmental

disability should go without needed
help.

Social Sccurlly
“Social Security is the largest govern-

ment saupport program. It is-not welfare,
Most people who work for any length of

time have had Social Securlty deducted

from their paycheck. A part of _the

money collected in this way.is.set aside
for families with a disabled member..
Monthly Social Security benefits are
available to:
¢ workers who were severely d|sabled

before the dge of 65;
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¢ retired workers over 62 years of age

and their dependents; and -

¢ children of retired, disabled or de

ceased workers provided that the
children are either under 18 vears
of age; or were severely disabled
before the age of 22 and continae
to be disabled.

Supplemental Security lncome (SSI)
for Aged, Blind, and Dlsabled is another
Social Securrity program_If a person is 65
years of age or older; or if the person is
any age, including children, and also
blind or disabled, he or she may re(ejve
monthly payments from the Social
Security Administration

To find out if the disabled child or
adult in your family is eligible for these
payments, a parent, guardian or other re-
sponsible adult can apply to the Sacial
Security Office.

For information and. application
forms for Social Security programs, call
your local Social Security Office tocal
telephone numbers are listed in the tele-
phone book under Social Security Ad-
ministration.

Veteran's Administration

The Veteran's Administration is

another government agency which may

be able to help. CHAMPVA, the Civilian
Health and Medical Program of the Vet .

eran’s Administration is a health and
medical care plan. Hnan(lal aid for

medical care is provnded to a spouse or |

child of a

who has_a permanent. total disability

-veteran (living or deceased)

This disability must be the result of .an .

mjury that happened Whll(’ the person

end when the depen,dent,c,h[ld turns 18
years of age, unless that child is not able
to support htm herself because of a

case, the child can contmue to receive
beneflts

. For more information about this pro- :

gram, call toll free or write:
Veteran’s Administration Regional
Office

Benefits Information and Asslstance
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Post Office Box 12157
St. Pet(’rsburg, Florida 33731
1-800-282-8821

Veteran's Beneélits for Families
_ Another program from the Veteran's
Administration provides for the educa-
tion of wives, widows, or children of vet:
erans who are 100 percent permanently
disabled. The disability most have come
from an injury during the time the per-
son.was ih military service. The sélection
of training programs for children with
disabilities is given special attention.
For more information contact:.

Educaiion Assistance Department

Veteran's Administration Regional

- Office

Post Office Hox 12117 )

St. Potersburg, Florida 33731

1-800-282-8821

Medicare

Medicare is another federal program
that is financed through Social Security
taxes paid by employers and employees.
Medicare covers all people over. 65 who
are eligible for Social Secur: 'y as well as
younger people who are .,sabled Dis-
abled adult childrén who réceive Social

Security benefnts fromi their parents’ em- -

ployment can receive Medlcare bene-

not, may receive Chtldr,en s,Beneftts if

the parent is retired, disabled, or de-

ceased.

There ar:
A is hospit:
caver doctor
home care. T!
to pay doctor .
servicés and the medical services
and supplies, Part i, osts people who
use it a small monthly fee. Some items;
like eyeglasses and hearing aids; are not

rts to Medicare. Part
mmce and does not |
r custodial nursing

» free: Part B helps
itpatient hospltal ‘

covered by Medicare. Both Parts A and .

B have deductibles or an amount that .
. must be pald by the tser beforé addi-

tional expenses are covered,

For more information call toll free or :

write: -
Medlcare )
Post Office Box 2360

o 20

jacksonville, Florida 32231
1800-342-7586

Medicdaid
Medlcald or Medlcal Assistance is ad
ministered by the Department of Health

and. Rehabilitative Services and is fi-
nanced by federal, state and county

funds. It provides servtces for persons in

financial need who are unable to pay for

needed medica! and health care ser-
vices

-

Anyone who receives public_ assist-
ance, or welfdre, or Supplemental Secur-
ity. Income {SS1} may receive a Medicaid
card: A famlly may. be ehg,tble for-Medi-
caid if it earns a minimum monthly in-
come or none at aH and owns little or
hlg,her income, recelve no. publlc as-
sistance or. SSI benefits, yet have very
high medical bills becaUSe of a child
with disabilities. This family might also
be eligible for a Medicaid card if they
meet some other financial requirements:
- Once a person has a Medicaid card;
he or. she may choose to use the serviceés

of a prlvate doctor who accepts Medi-

caid or to go to publlc cllnlcs The pro-
gram also allows your child to receive

hospltal care, narsing home care, labora-

tory services, dental care, and many

other related services. )
To find out more about Medicaid pro-
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grams; contact the local dlstrrct
Medicaid Office nearest you: (See Sec-
tion 6.)

Hill- Burhm

Persons who do not quallfy for Medl- l
caid or other public plans and do not :
have adequate health insurance cover-

age, but need medical caré, may be able

to.receive free care or below-cost hos- -

pital or other medical facility services
under the Hill-Burton Act.. Hospltals or

medical facilities that receive federal
funds for construction and moderniza-
tiori undér the PUblic Flealth Seryites
make avarlable a reas,ondble volume, of
free servicés for people vwho are unable
to pay for these services.

For ihfdrmatioh érid aééiiténté cbn-

giving the mformatton to you. lt is usual-
ly nelpful to follow up on your tele-

phone conversation with a letter_to this
person Statlng what you anderstand the
insurance benefits to be: Keep a copy
for your files.

When you file a claim; fill out all
forms carefully and completely. Provide
as miuch information as possible. for ex-
ample, photographs, detdiled explana-
tions, daily_routines, backgrouind med-
ical data: Keep copies of all information -
sent. Always talk to the person handling
your claim rather than talking with a dif-
ferent person each time.

- This. will help to keep mformatlon

together and wrll shorten the time it
takes to process a claim:

‘ Glhcr Programs

or socral servtces department to see if -
funds are available. Since not all hos-
pitals offer this program, you may also -
want to wrlte or call for a llst of Florlda !

avallable; -
Office of Community Medical
Facilities
1323 Winewood Boulevard
Building 1, Room 2506
Tallahassee, Florida 32301
(904) 4888672

Insurance Benefits . o

- Many families with a Ehild who_has
developmental dtsablllty may have
personal medical insurance pollcy If

you have medical insurance; one of your |

first-steps might be finding out exactly
what benefits or services are covered.
To do -this, you will need to start first
with. your chlld s physrcran and find out |

what care your child needs, why, and if

other options are available: Once you
have this information; your next step is
to contact the beneflts department of

ployer When you . reach the benefits |

department, find out whlch services

dare

record alJ information you receive, in-
cluding the name of the person who is

14
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There are a number of other income
support piograms. Most have income
level requirements and sometimes other
requirements as well. These programs in-
clude: . __ ‘

. /\|d to Famllles with Dependent
Children (AFDC)

Food Stamps

Vocational Rehabilitation Serwces
Emergency Assistance Grants
Private Voluntary Agencies

Local fraternal organizations, ser:
vice groups and foundations

. The local ~organization that pro-

abllltles llke,your child’s (for exam-
ple, United Cerebral Palsy, the As-
sociation for Retarded Citizens,
etc}. .

To find out more about these ard
otber resources, call your Dep:':r.rent
District Offlce, or your Iocal human re- ]
sources department or department of |
social services listed in the telephone
book under your county government. |l
Ask the person who answers to explain | i
who qualifies for each program.

There are a sizeable .number of in-

|
oL . ¢ I, |
Tax Deductions and_Tax Credits ‘

come tax deductions and credits avail-

_bleitp parents of ~hildren with develop-
mental dtsabllltleSﬂEyery parent can
benefit by using these deductions and
credits. -
Every vear the Internal Revenue Ser-
vrce publrshes up todate tax mforma-

your neﬁarest tax office or by mail from
your closest IRS regional office. Check
your telephone book under Internal Rev-

enue Services for the telephone number.

Medical Assistance Oplions

Besides the programs already listed;

you may want to:

1. Talk with your doctor He or she
may. bera participating member of
programs which provide free care
to unemployed persons and their

~ families.

2. Contact your county medlcal as-
sociation-and ask if they can refer
you to any special programs or
care givers:

3. Check with any area HMO (Health
Maintenance Org,anlzatlon). Some
of thése groups are providing free

~ medical care at after-hiours clinics.

4. Contact your union or the AFLCIO
and see if they dre participdting in
any freo health care programs.

5. Call your Iocal dental assocratlon
to see if assistance for dental care
is available.

Parent Rights

Many -parents - of chtldren wtth dIS-
ablllties find that society as a whole i$

quite unprepared to accept their child.
They, as well as the ctild, frequently are
avoided by strangers, . reated poorly by
doctors, teachers and other profession-
als, and patronized or pitied by friends
and relatives. Some of these parents

simply accept the reactions of others

and believe that; as parents of a child
with a disability, they no longer have the
same position in life as a "normal’ fam-
ily. This is simply not true.

As parents, you have some very basnc

rights, rights you should know and insist

Q
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on. These include*, as a start, the follow-
ing. .

* The nght to sound medical informa-
tion, explained in terms and ways
that can be understood clearly.

* The right to regular re-evaluation of
your child and his or her progress. -

* The right to information that will

* The right to information about your
child’s future,

* Theé right to know about avatlable
community resources including re:
habilitative services.

* The right to hope, encouragement
and consideration:

* The right to meet and talk with
other parents who have children

~ with dlsabllltles

* The rn;.,ht to a personal Ilfe apart

for recreation, for time alone for
time with each other, for time to
'ead palnt wnte D()etry visit W|th
friends, exercise, or whatever.

* The nght to complain, to cry,.
feel sorry-for yourself; to be éngry
in short; the right to be as human as
you were before your child was

born.

Along wnth these basic rights, parents
will want to be aware of the legal rights
of any child with a disability. These
rights are identified by both the Florida
Legislature and the United States Con-
gress.

The most current federal law is [ht_
Developmental Dlsabllutles Act and |t

people who have them
In this law support is given to moving
people now in large institutions and to

keeping others from entering them. Spe-

_ *This list was adapted from_The Disabled and
A Counseling Challenge by Leo -
Buscaglia an excellent and moving book that will

Their Parents.

be most helpful to anyone who cares about a child

with a disability or his or her family

cial eff&rt is encouraged to keep people
with disabilities in their own homes and
communities; to learn; work and live as
normally as possible. Most of these peo-
ple will require special services. Others
may need total care. The Jaw makés

clear that such services must be given. 7

_Before this law there were several
others. You will want to become familiar
with them. They affect all parts of the
Iives of people with disabilities.

e Pablic taw 91-517 — The Develop
mental Disabilities Services and
Facilities Construction Act of 1970.

* Public Eaw 93-112, Title 5, Section
504 — The Rehabilitation Act of
1973, usually known as the DD Act
or just Section 504.-

The DD Act and lts amendments
define developmental disabilities
and the services required for them.
One requnrement of the BD act is
that every state have a protection
and advocacy systéni. (See bégé
28) :

This system must deal with many
problems: employment discrimina-
tion, rights to education; trans-
portation and building accessibil-
serwces relocatron of people from
institutiors, and rnghts cof people in
institutions. The DD act also gives
support and technrcal aid to indi-
viduals and groups that work with
handicapped people and their

needs:
This aid can tnclude dlscussmn of

issues, fegal action to enforce laws,

22

public hearings, and coordination
of services It can -mean helping
people Iearn to be. thq" own advo-
cates or spokespeople or.serve. as
advocates for someone else: These
services are given free of charge.
Under Section 504 any public or
private butldmg, or service which
uses public tax dollars must be ac-
cessible to people with disabilities.
Services must be available and
physical barriers {for example; no
wheelchair ramps or too-narrow
doorways) must be eliminated. All
public _transportation: must be
usable by people with disabilities.
Public Law 934-142 — Education for
All Handicapped. This guarantees a
publlc education for childreri with
handtcaps from age 0-21 (effective
October 1; 1980} This law .
requires states to provide special
education and related services to
children with special needs. -
prowdes financial as.istance to

states and local school dlSlrICtS

to prowde needed programs and
services,

establishes and protects due pro-
cess or the right to legal action
for parents and other advocates.

» Chapter 393, Florida Statutes — Re-

tardation Prevention or Communlty

Services Act: This law .
redirects Florida treatm( at_pro-
grams for the retarded and_other
developmentally delayed _in-
dividuals to emphasize programs
to prevent or reduce the severity
of the disability. =~
gives priority to developlng and
using community Sa<ed place-
ments, services and treatment
programs
provides for the operation of ser-
vices by private businesses; not-
for-profit corporations, units of
local government, and other or-
ganizations instead of exclus-
ively by state agencies.
creates the Florida Develop-

mental Disabilities Planning

Council as an advisory body for
15
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. ab:lmes
There are numerous other Florlda and

federal statutes which concern people
with disabilities and- handicaps: These
laws affect the everyday lives of each of
us..A brief overview of these laws can be
found in Section 8, page 35

Parent Role: Taking Action

- If your child is 1o be helped, you, as a
parent, must be willing to move past ac-

cepting . your child’s disability, past

understandlng of his or her special

needs, and:into the new.role of taking
actlon to develop a total life plan for

your child grows you may see much
that needs to be changed. As the person
who cares the most about _your child,
you are also the one who can see what
needs to be done. Or what must be

done.

You are ycuar chlld s most important

adrvocate”You will need courage and
stamina to take on this task, but the
benefits for your child will be worth it.
The sooner you are able to begin, the
more you will be able to do. The foilow:
ing steps will get_you started.

1. Get _information:

child need to know as much as pos-

You and -your

sible about his or her specific dis- .
ability. Ask your doctor for pos- |
sible sources of information. Use
your public llbrary Make sure you

understand any suentlflc or tech-

nical terms. If you do not; ask your

doctor or another professional to °

expldin if-terms you can undér-
stand. Write to the orgadnizations

listed in this guide in Section 8.

Check any other pQ§SIble sources
cuss.

<. Learn. Become an expert on your
child’s disability, treatment pro-
gram and probable progress: If

your child needs or can benefit

from some actuvnty orexercise, find
out how you. can . help. Observe
carefully any procedures that your
child’s doctor; therapist or other
professional performs on _your
child. Notice how your chnld re-
sponds to certain people, thé en-
vironment, and other objects, toys,
animals. Be a detective: the more
you learn _the more you may be
able to help

. Record: Keep copies of the infor-

mation you find about your chnld s
disability. Make and keep a written
log of -his or her appointments:
evaluations and referrals. Note the
treatment given. Keep copies of all
letters about your child Ask for

and obtain in writing the diagnosis
and comments of professionals in-
volved_in your child’s program of
care: Take  notes on your telephone
conversations about your child. In-
clude the date, reason for. callnng,,
what was said; any outcome ex-
pected. Save any scrap of informa-
tion that may be useful later. Keep
this gUIde with your other informa:
tion in a file, notebook or other
safe place.

4 Believe, Botlw you and your child

are lucky to be alive now instead
of even 10 -years ago. Today, peo-
ple with disabilities are. encour:
aged and helped to lead their lives
in the fullest way possnble Know
that_your child can benefit from
the best possible care. Have faith
in yourself as you struggle to cope
with your own feelings while you
go on to help and care for your
child.

>. Act. Although many people Wlll be

involved in the care of your child,
only one person may be aware of
everyoné ejse: you. Some of the

other people will be helpful, and

others will not. Often the quantity

and quality of help and sipport

your child ge;s wiil depend on how -

well you and these. people get

along. But it is the parent who must f

guide the child through the ser- :

23

vices needed To. be an effective
},Ulde the parer.t must do more
pomtments In all cases the parent
must actnely work to get what is
deserved and needed for the ~hild.

As your child’s case manager
you will be doing a difficult job.
You will_be puttnng, — or pilling =
the pieces .of. care tog,,ether As
your: child’s advocate, you will

speak for your child’s leg,al and
human rights and work to get
changes that may be needed to
protect them.

Flnally as your (.hlld S mother
father or legal guardian, you ,wnll
need to make plans for your child
and his or her care in the event that
you die or aré yourself disabled.
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) and have a dcfmlte ()b|ect in life
24 outside of themiselves and their
personal happiness.”
Leo N: Tolstoy
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SECTION 4 ?Fit FAMILY

- The. challenge of rarsmg a ch:ld with a
dlSablllty is great. It may not be all 5ad

time- consummg ]ob All famlly members
will be .affected. Each family mémber

will in some way also affect the child
with a disability:

Family Needs

) As a famlly member _you may want to
meet other famrlres who have children

with disabilities. You may discover that

the problems you thought were yours

alone are shared by many. You may find

that the needs of your child can quickly

overshadow the needs of other family

members: This will be harmful to all, in-

cluding the child with a disability, if feel
ings of resentment build up. It is a hard
job for any family to learn to balance
everyone’s skills and needs. It is also a
job that will require shared information,

careful thought and planning together.

Coping with other relatives may seem
impossible, particularly if you have just ‘

learned of your child's disability. You
may need to "bend over backwards” to

help grandparents, aunts, and uncles at
a time when you are yourself troubled.

Some relatives may never accept your
child. On the other hand, given a chance
to adjust, your relatives can be a
valuable support system.

Family Rights

A fa'mly also heeds to know what its
mdlwdual members’ rights are. Each per-

son must understand that living with a

child with disabilities doesn't take away

the basic rights of other family mem-

bers. Each person has the right to go on
living his or her own life, to work and
play, to - laugh love and be loved —

apart from the Chlld with dlsabllltles

_Itis especially important that the care
of the child with a dnsabllrty be. shared
among all family members, not just one.

Your child will learn much from the
varlety of interactions that come from

18

being cared for by different people
Other family members will benefit, too.
The direct, personal contact with the
child’s care will help each family
member to better understand the prob-
lems taused by the disability and to ac-

cept the child with his or her limitations

lugether a famlly can create the kmd

of home that will allow the child with 4

Jdisability to learn and grow. in_.comtort

* and security. In such a home, each fam-
+ ily member will share in the joy of daily
| surcesses and triimphs as well as the
- pain of failure and unmet hopes

iF;iFﬁil’y Role: Support for the

Developmentally Disabled Child

- For th’e most part, your child will learn
a?put the world cutside from each per-

son in the famlly If they aré afraid, your
child will learn fear. If they are embar-

ERIC
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rassed, your child will learn that he or
she is an embarrassment. If they are
patronizing, your child will learn that he
or she is to be pltled

wn the other hand, if they are cheer-
ful, he or she will iearn to be cheerful
too. If they encourage, your child will
learn hope. If they love; so will your
child.

This may seem oxerly slmple but we

do. learn to be hurian, and our family
members are our flI'Sl tedachers.
tBuscaglia; 1975) And. as the child learns
what it is to be human; the rest of the
family learns what it is to be more
humaiie.
_ Basically, the famlly is a tralnlng
groand for your child. Your safe home,
where your child’s basic needs are met,
ls also the place where he or she wllliex-
What your c,hlld learns at home from all
family members will be the foundation
for how he or she will behave and feel in
the outside world.

Because of this, the famlly plays a
vital role in your ch|ld s development
and g,rowth The family, as a unit, will be
tne first .to teach your child to be
human, to baild his or her unique. per-

sonality, to develop a posmve self_im-

age, to love, and to-face the ever chang-
ing-outside world. It is from the family
that your child will learn and experience
that, even with severe disabilities, it is
okay to be exactly like he or she is.
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SECTION 5: GETTING
STARTED WITH
PROFESSlCNAl HELP

As you read thrs gulde your. chrld will

probably be in one of these stages along
the way to getting help: _

1. Newborn — Physncal problems are ‘

already present: open spine, arm or
leg malformation; cleft palate,
Down Syndrome, ot other prok-
lems.

2. One - three years - You may no-

the most benetit to my child? To

~ myself? To our family?
- Fortunately, in nearly every case now
there is hope for the child’s hfe. New

parents may want to ask the hospital
staff to pot them in touch with other
parents of children with birth defects:
Those parénts can help you think

If your Chll(‘l is sllghtly older you may

not know what the extent of the disabil-
ity may be: You may even be afraid to

find out. Remember tha: a_chuld’'s hand-
icap actually may be reduced if the

- child gets the right treatment or training.

veloplng more slowly than other '

children the same age. (See Grow-
~ing Chart; p. 6.)
3 At Or néar §chool agé - Many

problem to parents or teachers d|f
ficulty in getting along with other
children; rnablllty to follow direc-
tions or pay attention; |nab|l|ty to
tell the difference beiween certain
shapes and sounds.

lt S not easy to accept that your thld

any age. Cettrng started may ,be easier;
however, if your child is at the first or
second stape.

A physncal problem riay need im-

mediate attention. Decisions about what

to do may need to be made quickly,

sometimes without much information.

ors,

Stage three is usually the hardest
point to enter a service system of places
and people that may include schools,
tedachers, tests, pSychoiogists; counsel-
therapists and medical
Ofteri these people dnd their sérvices

services. .

- will dlsagree on thieir dssessmients of -
© what youar child’s. needs are. They may
. suggest different programs for his or her

- include medical

care. This can be very confusing:

There are some basic steps to expact
and to plan, These steps may be differ-
ent for every famlly They will usually

nedical care, education and

training programs; and support for the

~ family. Some of these basic steps are

Sometimes, doctors or-other profession- -

als may even suggeést that you not allow
treatment for your child.

Mal(ing Decisions

~ Some hard questions which mlght
help parents who must make decisions
about whether to treat a child with a ser-
ious disability might be:

- What are the chances my child wnll
die without treatment? Who will be
responsible?

- Can treatment be. ngen with equal
benefit at some other time? B

- Will my child suffer? How will I feel
about that? :

- What will cause the least harm and

listed below. -
If your child is very young:
Get any miedical care needed for
your child.
- Learn all you can about your child's
dlsab|l|ty

. Make appomtments with a clinic or

Seek out an . adecate or contact

person on whom you can rely.
Recognize your importance to your
child’s progress. You are parent;
care coordinator; and spokesperson:
Your contirued involvement is vital:
In Section 3 of the guide there are
more suggestions on how to get started.
These first steps can be difficult and
even painful. Yet they can lead to a
rlcher and more .atisfying life than you
ever dreamed was possible..
As a parent you face what may seem
llke a maze of servnces and people Thls

you take sertously your lole in securlng

coordlnatmg, and monntorung, your
child’s care.

On pages-22 and 23 15 a chart de-
veloped by the Maryland State Plannlng
Council on Developmental Disabilities:
which shows some of the many services
and where they may fit into the life of

" youi ch|ld and your family. Many of

these services will be repeated at differ-

ent times and places; many will be used
continoously.

The chart is intended to give you a
broad overview of what you can expect.

- Some definitions and more detail will

doctor to find out more about your

child: Ask your doctor to help.
Begin asking questlons flnd parents
of children with the same disabil-
ities.

. Set your -own limits to safeguard '
healtl j evaluation and diagnosis of youar child

your health.-

If your child is older
Cet an evaluatlon

or screening.
may. refer you
to the spec|al educat|on department
of your school system

follow in Section 6 of this guide:

Diagnosis, Evaluation and
Référral

C.ettmg help starts when you f{nd ot
what the problem is.

diagnosis. Specialists
fields will want to test and examine your

© child. Whien they have done this, they
~ will make their diagnosis and talk with
" you about what can be done.

There are several ways you can get.an

. and his or her d|sab|l|ty You may want

|
|
i
|
|
|
|
|
l

I asking for a

to start by seeing your own doctor or
referral to another
specialist. You also can contact the
local deveiopmental services office: of
the Department_of Health and Rehabil-
itative Services (HRS) for referral to their
Diagnostic and Evaluation Unit.
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You also can find out about the ser-

vices in your area by calllng the local of-
fice of your:

¢ County School Board o
Association for Retarded Cltlzens/
Florida

Florida Epilepsy Foundation

United Cerebral Palsy ... .
Florida Society for Autistic Citizens
County Head Start Program
Spina Bifida-Coalition of Florida

e Faster Seal Society --

Once you and the profesmonalsknow
what your child’s disability is, a plan for
care and treatment can be developed:
This plan will include the physical;
Sotial arid erﬁotiorial heaith of 'yaaE
choose the,plan that best meets your
child’s needs, be sure that you under-
stand exactly what is planned. If you are
not comfortable or.do not understand
some of the technical words used, be
sure to ask questions..

Below are some of the words WhICh
you may hear when discussing services

for your chlld

Audu)l()gy -
ing problems
General Practice

services ol a o tanuly
the private ottices ot o doctor tramed in
ar Ssometimes interndl
doctor will
manage

\[)( cral tramning tor heat-

Iradimonally  the
doctor reters to
general medicomne
medicine Sametimes ths
help the  patient or taiinly
health problems This doctor will cill i
spi 17.17||~7ls dS Necessdrn

Hahilitation - A tonibination of treat
nient and therapy required 1o helpi o
child or voure person doquire skills
necessary to gross ap to be as mdepen-
dent as_possible

Internal Medicine —  Special traming
which cover- most medicdl problems ex
cept surgery

Neurology - Special training which
studies problems and discases of the
nervous systen.

Nutrition — Science duahng, mth diet
and proper I()st to eat for health and

for ipéi iél ih”é’di’(‘él tiiriditibh%

nam;\oand_r;hltdbmhﬁ

70((upatmna|A - Therapy

A Word of Caution : . :
No matter how many so-<alled ex-
perts see your child, none will ever be as

familiar with him or her as.you are. You

will be able to recall and relate your : ;
child’s growth and development pattern:
You will know his or her present per-
formance better than anyone. You will
know how your child eats, sleeps, plays
and works. Many children with disabil-
ities have been able to learn and live full

lives. only because.a. parent refused to |

accept a wrong diagnosis for the child |

and continued to seek help.

if somethlng ‘about a dlagn05|s or

treatment program uuxkes you as not
doctor or other professnonal Tell why
you belleve there is a problem. (Doctors
are people too, and anyone can make a ,
mistake!) If youi still have doubts, ask for
a second opinion — or a third. Trust |
yourself and what you know to be true |
about your child. A life may be at risk.

A most compelling example of a|
parent’s unwillinghess to give up her

SSpee m.
therapy to heln people with g (ih.ihrll
develop S5l necessary to therr work

and evenv day hie

Ophthalmology Speciat tramnmg o
pr..hlmu with eves  This doctor mae
opetate on the oy

Optometry = Speaial framimg tor teat
ing eves and wntimg orders for glasses o
contact lenses

Orthopedics — Spedial tr‘nmn;, which
toctuses on the skeletal system
Otolaryngology — Special traming tor

problems of car, nose_and thriat
Pediatrics - Speaal traminzg in the
medie al problems ot Children trom birth
to 10111&),0 years

Pedodontics — Special traming in Il
dren’s dentistry

Physical Medicine and Rehabilitation --
Speécial training tor doctors in the treat-
ment of physical disabilities

Physical Therapy — Special traming to
use Heat, massage and exercise to i
prove muscles in the body and improve

. __ _coordination.

~child i thé story of Christy Brown, a
' severely disabled man with cerebral

palsyiﬁBrecause he could not com-

municate in any way as a chlld doctor

after doctor lnsmted he _was mentally

His mother refused to accept this dlag-
nosis_and continued to look for ways to
help her son. Today, writing with his left
foot, he author of

is_ the successful

| several books, including one titled My

Left Foot.
The Team Approach

When you- first begln to look for help

for your child; the team that provides
services or treatment may be just you,
your child and your medical doctor.
Eventually, depending on the specific
needs of your child, the team may grow
to inciude a medical social worker, an

occapational and physrcal therapist, a
psychologist, teachers; a speech and
language pathologist and a. number of
medical specialists. Each of these pro-

fessnonals wrll be more or less helpful to

P()dlatry — Spw il traming tor prob-
lems of the teet ) S
Psychmtry Spiecidl traiing to tredt

mental and emotional problems Doctor

can prescrihe deugs and medical treat-

ment
Psychology Specal taming tor
mental and e stioinil prul\l»'nh Doces

not imclude presanbima draas or medical
treatment

Rehabilitation - A combination of all
kinds of treatment and therapy required
10 assist the peison with disabilities to
gt of fepain sKills necessaiy to b as -
dependent as possible
Speech Therapy - Specul therapy for
speech problems or learming ;m)bh nis.
Urology - Special tramnmg in problems
of the urinary svstem .
Vocational Rehabilitation - Speal
therapy to help the person with disabil-
ities select an occupation or career and
learn the tashs necessan to perform n a
job. Includes counseling on how to find
a job
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your child, depending on the services he Type of Services Infant (0-3)
or she needs. For example, for a child —  ——

Wwho is-missing a lég, emphasis would be s i — ool
placed on medical, psychological and EDUCAT'ON = '"fiimt stimulation
rehabilitative ediicational programs. Early. intervention

Programs from Iocal educatlon

_ The best way to provide these services il
s th agency, voluntary associations,

is through a team approach, coordinat-
ing efforts and working together. Unfor- or health centers

tunateiy, this doesn’t always happen.
The medical doctor may not know what
the speech therapist is doing. The
speech therapist may not know what the

classroom teacher usdomg And so on.

No wonder: close cooperatlon is fre- ,,7 R
quently hard to come by!

- This situation may be made worse by HEALTH CARE B Your doctor .
the doctor or specialist who believes M Your health department
that what he or she is doing is the most Well baby clinic
important part of your child’s treatment Early medical treatment
program. Oﬁr]eipfiyour many tasks will be First di / luation
to make sure that your.child is vvewed as = i lagnosis / evaluatio
a person and not as a limb, a reading B Cenetic counseling
level, or a task: . ... . - : , — —
As soon as possible, the treatment FAMILY SUPPORT B Extended family and friends
team should also include your chiid. He B Parents of other children with
or she deserves to be a part of the disabilities
decision-making process. it may be nec- ] ﬁespité cire
essary to translate or explain what is go- Bab sitters
ing on in terms your child can easily Y
understand, but it will be well worth the Day care
effort to allow your child some control
over his or her life: As he or she matures,
and if he or she is capable of doing so, ——
your child may well take over the coor- N eT e
gmatton and ny1anagement of treatment Q[HER COMMUNlTY ! Parent organizations
] M Financial aid

and care. For right now though, you will SERVICES

be the one who makes decisions as you

seek and then follow a prescribed treat-
ment program

;}’hlrsighpfr’tfgjyeg gn  overview of services
and support needed through several stages
of a child’s life. Most of them are services
provided by agencigs and organizations.
You will find more information about these
on the following pages:

- Some of this support is. more personal It
has been discussed earlier in this guide.

Both kinds of service and support are in-
portant to your child. They often work
together and are necessary at the same
time. As you will see, most extend over a
lifetinme.
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Early Childhood (3-5)

Childhood (5-12)

Teen | Adult {13 and up)

E

B Pre-School M Placement in regular programs 8 Continued screening and eval-
Public B Placement in special programs ~ tion — local education agency
Private centers with compre- [ ] Development of - B Placement in regular or special
hensive early training Individualized Education _ ~ public school programs
— . programs - Program — IEP B Vocational training
@ Day care S W Special education Activity centers
B Early screening for school place: division of local education Training centers
ment ~ department Workshops for
B Private schools = day or job skills
residential life skills
Comprehensive diagnosis / eval- B Follow-up evaluation o @ Continued health care, evalua-
uation . M Continued health care including tion and treatment
Clinic or private doctors mental health sérvicé
8 Continued treatment
B Continued family / friend support B Continued family / friend support B Continued family support ser-
B Respité care B Respite care vicess 7
B Family counseling B Counseling @ Future placement arrangements
B Residential facilities Independent Living
Private Group homes ,
Public Community residential
Community-based, away from alternatives
home Residential facilities
B Continued parent organization B Continued parent organizations i Parent/ voluntary groups
— support o B Continued financial aid B Financial aid , ,
B Continued financial aid B Recreation B Continued community services
B Day care B Church B Advocacy system
B Foster care B Clubs Legal aid
8 Adoption services B Transportation Planning wills / trusts
B Advocacy system
Legal rights
30
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“Courage-is not the absence of

fear; it is the making of action in
spite of fear.” = =

, M. Scott Peck, in

The Road Less Traveled

31
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SECTION 6: FLORIDA
SERVICES

In Florida, the Deparimeni of Health '
and_Rehabilitative Services.(HRS) is the

state agency primarily. responsnble for -

the evaluation and.treatment of persons °

with developmental dnsabnlmes

HRS -

meets this responsibility by provumgv

services locally through its rez,lonal of-
fices. Because of the size of our siae

and the number of services needed, HRS

divides the state into 11 districts. Each

district may serve one or mere counties.

A dlrectory of these dis: ricts and the -
counties incladed in each can be found .

on page 29 of this section.

HRS provides services. 5rouped into -

specific program areas. These areéas are:
e Aging and Adult Services
¢ Alcohol, Drug Abuse and Mental
Health Lo
e Children’s Medlcal Servnws
Chiidren; Youth and Family Ser-
vices.
De»elopmental Serwces
Economic Services

Medical | Health Related Services

{Also, you may want to check your
local phone directory under Ameri-
can Red Cross.)
Arthritis Foundation
Florida Chapter
3205 Manatee Aventue West
Bradenton, Florida 33505
(860) 182-9487
Associa.on for Retarded Citizens /
Florida
106 North Bronough Smte M1-7
Tallahassee, Florida 32301
-~ (904) 681-1931 .
Florlda Association of Rehablhtatlon
Facilities
124 West Jef erson Street
Tallahassee, Florida 32301
- (904) 224-3660
Florida taster Seal Society
1010 Executive Center Drive,
Suite 101
Orlando, Florida 32803
(305) 896 7881
Post Office Box 6059C
Orlando, Florida 32853
(305) 422-1439
Florida Soaety for Autistic C:tazens

o health |  The associations and corporations
s Health Planning and Development | [isted below offer a wide variety of pro- 1523 Julie Tonia Drive
e Medicaid grams and services; from advocacy as- West Palm Beach, Florida 33406

~ (305) 965-0409
Leukemia Sucxety of America, Inc.
r\atnonal Headquarters
800 2nd Avenue
New York, New York 10017
(212 573-8484

sistance to treatment programs. Some
dre related to a specific disability, cthers
dre. more general. Most offer informa-
tlon and referral services as part of their

s Vocational Rehabllatatxon
A complete list of specrfu services of-
fered within each. program is mcluded
for y your information in Section 8; page
34. of this guide. Jt is not necessary_for

programs and can direct you to other
agencies in your immediate location.

you to contact a specific program office
or to know exactly what services your
child may need. Simply call or write the
District

Admlmstrator of the district
office nearest you and you will be re-
ferred to the appropriate program
office. Or; you may call- the Develop-
mental Disabilities Planning Council at
(904) 488-4180 to ask fbi’ ‘assistance.
Other services and. treatment pro-
grams. are prowded by not-for- -profit
agencies, county_ public_health units,

voluntary _agencies; associations;

school_districts, and other_state agen-

cies: The names and addresses of )
of these are included in the next few

pages.

American Diabetes Association
Flonda Affrllate InL
Post Office Rox 197745
(305) 894-6664

American Heart Assoc1at|on Inc.
Florlda Afflllate Oftice
810 63rd Avenue North
Post Office Box 42150
St: Petersbarg, Florida 33742
(813) 5229477

American Red Cross
National Headquarters
A17th and D Street, N.W.
Washmgton D.C. 20006

(202) 737-8300 o
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March of Dimes Birth Defects

Foundation
Reglonal Office =

12550 Biscayne. Boulevard
North Miami, Florida 33181
(305) 895-285G -

Mental Health Association of Florida
Post Office Box 11968
Tallahassee; Florida 32302-3068
(904) 8774707

Muscuiar Dystrophy Assocnatlon o
1301 Seéminole Boulevard, Suite 105
Largo, Florida 33540

- (813) 585-5446

National Kldney Foundation of

Florida, Inc.




1 Davis Bnalevard, Suite 304
Tampa; Florida 33606
(813) 251-3627
National Multiple Sclerosis Socrety
Area Office
1522 Roswell Road Suote C
Marietta, Ceorgia 30062
(494) 977-1002 -
Splna Bifida Coalition of . Florlda
996 Florida Town Road
Pace, Florlda 32570
(904) 9944001

United Cerebral Palsy of Florida,

Post Office Box 6476
Tallahassee Florida 32301

Inc.

ElorudaRegrgn Admrnustratxon
Post Office Box 2607

Winter Park, Florida 32790
(305) 6290636

Educatic: s oo w0
Many chulﬁdﬁrepﬂwnth dlsablllll(_’S w1ll
spend their educational lives in special
programs or classes: These programs fall
into five basic types.
1. State schools for the disabled for
those children who are blind, deaf.

have cerebral palsy or other severe

disabilities.

2. Segregated schools in. which chil-

dren with ail types of physical and
mental disabilities within a glven
area in_a community are bused to

part of the school day; joining
other stiudents for some school
Sub;ects For example a Chlld who

an academlc class in a specual
classroom but_join students with-
out disabilities tor art, physical
education, shop saobjects or music.

5. ltmerant programs wnll, serve a
skills which allow him or her to
handle a regular school program.
For example, a child who is blind
will need to read, write and typeé in
Braille before bemg placed in a

regular class at. the approprlate
trained lnr Brallle, will visit. the
child regularly to locate books in
Brallle to transcribe special mater-
ials; or to help with any- problems
between the child. and the regular
teacher. Otherwise; the child func-
tions in the same way as other sta-
dents. Children with specific learn-
ing disabilities and who have no
other obvious physical impair-
ments are -often placed in pro-
grams of this type.

AII of these programs are offered -at
different.levels, dependinig on the ability
of the iﬁarwdual student. Placement and
follow-up services (which “follow” a
child to be sure a placement is righ* 1or

- that child) are offered through the

and educated in a single segre-

gated facility.

3, Segregated classrooms are Iocated ‘

within a regular elementary or sec-
O'n"da'rv Schbbl ahd madé up of chil-

defects. For example, all children
retardation will

with. mental

be

taught tog,ether in a regalar school

but-in a “special”

cialist teacher for the full schooi |

dayf - -

4. Integrated classrooms usually offer

a specnal class for a pamcular

problem in a regular school. The '

children are in this class for only
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publlc school systém in Florida. For in-
formatton on education and related ser-
vices you may wish to contact:
The Bureau of Education for
Exceptional Students
Florida Department of Education
Knott Building -
Tallahas>ee Florida 32301
(904) 488-1570

Florida Instructional Mate.rals
Center for the Visually
Handicapped (FJMC)

5002 North tois Avenue

Tampa; Florida 33614

(800) 28629193
Captloned Videotape Pro;ecr for the

Hearing Impaired o
33

Horlda School for the Deaf and
-~ Blind .
Post Office Box 1209
St. Augustine. Florida 32684
(904) 323-1653
FSBB Outreach Project
Child Sizdy Center o )
Florida School for the Deaf and
~ Blind_
Post Office Box 1209
St. Augustine, Florida
(904) 824-1653
Division of Blind Services
Florida Department of Education
Knott Building -
Tallahassee; Florida 32301
- [800) 342-1828 )
Division of Blind Services Library for
the Blind and Physically
Handicapped
Post Office Box 2299
Daytona Beach, Florida 32015
(800) 342-5627
Manderfield Industrial Tralnmg
I aboratory

a 32084

Daytona Beach, Florida 3364
(904) 25214722

Many of the agencnes already llsted in
the guide offer support services.to fam-
ilies with children who have disabilities:
You &lso can find out about other pro-
grams and Services by contacting the
agencies and organizations bélow,

Florida Council of Handlcapped

Organizations

Post Office Box 2027
Satellite Beach; Florida 32937
- (305) 7772964
Head Start -
Humanics Associates
Florida Office
255 Whooping Loop: Suite 255
Aitamonte Springs, Florida 32701
- (305) 8346538
Parents Anonymous of North Florlda
Mt. Vernon Square; Suite M
1106 Thomasville Road
Tallahassee, Florida 32303

(904) 224-8481
or




Parerits Anénymbm of Culf Coast

(813) 746 1904

National Hotline - (800) 421-0353

Also check the list of HRS services in

Section 8 to see if a specific HRS pro-
gram area may be heélpful ‘
tjc'o'n'onm SETVic es

assastance 1o help wtth meetlng your .
child's - medical . treatment expenses.
Ofter the financial burden of a child -
with disabilities creates a drain on other
areas of your budget as well. If you need |
help in meeting your everyday expenses, |
the Department of Health and Rehab-
ilitative Services (HRS) may be able to
help: .
Some of the economic services ad- |
ministered by the HRS District Offtcel
whith sérves your county include: i
Aid to Families with Dependent l
Chlldren !
Food Stamps ,‘
Refug,ee Assrstance Prog,ram {
Low-Income Energ,y Assistance ;
Pro;,ram and |
Work Incentive Program |

If you need assistance, contact your
HRS District Office (see page 29);

Community Assistance ;

For several years now. botn state and

federal efforts at serving persons with
disabilities and their families have been
directed at helping the disabled to re-
main in the community. To do this, both
the federal and state governments have

developed and continue to support a

number of community-oriented services.

These services help to make it possible
for .a person with disabilities to_live,
work and play in a comraunity setting:

Transportation

Cettrng places is a problem often
brought up by parents and individuals

with disabilities. Someétimes, even when
services dre available in a particular
area, they are of no use to a person with
dlsabllrtles because he or she is unable

to get to them.

| portation to schools, workshops, recrea- .

. vide free transportation,.

In many communities, both public .

! and private organizatioris provide trans-

tion and medical facilities. Sometimes

| agencies arrange for buses or car pools

using specially designed vans. If public
transportation can be used, some agen-
cies may provide the fare. There may

i even be a business in your area that will
t provrde transportation for your child for

a fee;
All publtc school sys'ems must pro-
ransportation, to and from -
schocl; to children with disabilities .
which limit free physical movement.
Some Florida counties have special -
transportation services. For information |
call your local school system transporta-
tion department or your county social

services unit.

Recreation

Recreatlon |ncludes many dlfferent

activities: that will greatly benefit your
child: physical exercise, socializing,

nlaying, and generally having fun. Yourl
child is entitled to recreation programs
and_the wuse of public recreational

facilities just as other children are.
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Remember that these programs and
facilities are paid for by your taxes or
organizations that are bound: by non-
discrimination laws and practices. You
may have to insist that your child be in-

claded; bat to do so is certalnly your
right and is in the best interest of your

child.
- Many. .groups. already have specual

programs to meet the needs of children

with disabilities: Others have programs
which group children with similar dis-
abilities together. For example; your
local YMCA -may sponsor a summer day
camp for children who areé deaf. Or your
area may have a Scout troop for those
children who are confined to wheel-
chairs. Check with vour local groups or
clubs to see what is being done. If no
programs. are under way, ask the group

to start one.

You may also want to contact your
county. -recreation department for in-
formation about any special programs
they may sponsor. Phone numbers may
be found in the telephone book under
your local government listing.

Some programs are just for those chll
dren who have dlsabtlltles The Florida
Specral Olympics is one of these pro-

grams. Held throughoat the vyear, the
Special Olympics gives children who are
mentally retarded a chance to compete
for awards in physical events such as
swimming, basketball, volieyball, track
and field events in county, district and
state games.

%or mformatron (ontactifhe physrcal
teachers in special

State Specral Olymptcs Headquarters
2639 N. Monroe Streét, Suite 151-A
Tallahassee FL 32303
(904) 38381 78

""" both. day
and overn.ght are desrgned for children
with disabilities and give children a

chance to explore a new environment —
and to get along without a parent. They
also allow the parent(s) a chance to have
a vacation.

Persons with dlsablllttes may form

their own group or club for the purpose-
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of socializing, eating out, dancing, going
on Irlps etc Some private companies
specialize in arranging trips for people
with disabilities.

All of these. powbmtlvs may require
some extra effort or your part But play-
ing and being with friends 1s an impor-
tant part of being a child. Other parents
may be a good place 10 start vour search
to find recréational activities suitable
for your child Some of the sources al-

ready listed inay be helptul too
Religious Trdininﬁ

Both cl'uldren and adults with dlsabll-
ltles will benefit from re*liyous educa-
tion and participation in religious ser-
vices. People with disabilities havv the
same feelings, values and soiritual needs
as anyone else Growing spiritually is a
vital part of every person’s devéeloprment
and_is no different in a person with a
disability

Hopefully your. minister, prwst or
rabbi is already familiar with meeting
the spiritual needs ot people \ulh”d]s-
ébﬁhtiéé 1f hkii' j)éfﬁébs he or s'ﬁv \\'ill b"v

condmons to he better able to serve
your child

- Sonie Associations for Rt dr'i(d Citi-
zens have sponsored special programs
io involve both  leray and congregation
with people with disabilities. Your local
association n.ay be able to provide in-
formation, guidelines and materials for
training imembers of your ¢hurch to Hro-
vide religious education and services to
your child:

Employment Options

Today nore than ever before your
child can look forward to several op-

tions for both flndlng and Leeping a job.

Depending on vour child’s specific dis-

ability, these options range from

sheltered workshops. to _modified or

adapted work stations in a regular em-

ployment situation: In fact; ‘your child

may well be able to assume flnanCJal re-
sponsibility for part or all of his or her
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care.
ity to lead a prodiictive, tull and satisfy-
ing life — mcludmg havmg a paving job
— if special care and training begin at
an early age and are continued as long
as necessary.

Job.. specific . training  is d\alldbl(‘
through yoar public sc¢ hool system and
through vocational rehab|l|mt|on pro-
grams offered by the state or private
agencies.

Coodwnll Induxtrws ot /\m( r|( ais an
iféiri and employ ;wo')lv with disab:l-
ities: For information on the agency
nearest you call or write:

Goodwill Industries of America

9200 Wisconsin Avenue

Washington: D C 20014

(301) 5306500

For assistance in vxplorxn[_, vmploy
ment options for your child cantact your
local s hool system or the HRS District
Office serving your ared

Alternative Living Arrangements

~ Keeping your child a4t home or in a
home-like environment wh||(v he: or she s
very youns is thoug,hf b\ many parents
and professionals to be best for the
child Durmp, this period when your( hlld
is growing and learning so much: you
and your tamily can provide for most of
yvoutr child’s needs. Many agencies also
provide services in the comimunity to
help in your effort to Keep your child -at
home. These community services in-
clude day «are, respite  care, infani
stimulation and school programs.

Yot even . with tlww services,

some

parontx cannot manage at homo You

may need some other alternative. You

might consider placing your child in
foster cdre orin an a'd'o";,tii/o home.

-Or you may consider placing your
child in a community- -based residential
program or group: home for children or
adults whoe are physically ar mentally
handicapped. Here young peonle can be
with friends their own age, maintain a
normal da:!y routine, and still get the

supervision and care they need.

Your child WI” have thv opportun- |

\%iUhtaﬂ aLeril'iés Hid& bé aBlé to

ll.’]d”\’, an Vln.\(ltutl()ndl resldentlal
program may be necessary. You may
want to consider both privdte and piiblic
facilities. In general, very yolng
children are accepted. into public facil-
ities only if they have very serious
medical cr behaviorai problems. Private
facilites may be able to accept your
child, but they are usually very expen-
sive xhv current trend in Florida and
other states.is away froni Iar,,v institu-
tions In fact, two of Flonda's six institu-
tions already have been closed an

and
residents moved to smaller community
facilities. .

For informiation on state rvw(len ial
a( |Im<=s contact the HRS District Oftice

SCIVING your dred
Legal Aid

Sometimes, éven with the number of
state and federal laws, people with

disabilities and therr tamilies need to de-
fend their rights to recéive needed ser-
vices.

If you feel that your child is ot bvlng
treated equally, there are SMmany steps
you can take: These steps may inciude
complaints to (nppr()prmt(‘ hoards, ap-
peals and grievance procedures If you
stidl dre not satistied with vour child's
trmtn.vm program, vyou imay require
legal assistance o

In Flonda if you need legal help, you
can  cantact the  Statewide 'Iuﬁiéﬁ
Rights. Advocacy Committee (address
and phone number below) for help; or
you tan call or write one ot the state-
wide legal services listed below
Statewide tegal Assistance or Referral
Services

Statewide Human Righits Advocacy

Committee

1317 Winewood Boul( vard
Building 1, Room 310
Tallahassee, Florida 32301
~(B04) 488-4180
Florida Bar Lawyer Reterral Service
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The Florlda Bav .
Tallahassee, Florida $2J01Q3276
(800) 342-8012
Florlda Commission on Human
325 John Knox Road, Suite F-240
Tallahassee, Florida 32303
(800) 332-8170
Florida Justice Institute, Inc.
1401 Amerifirst ,
One S E. 3rd Avenue
Miami; Flonida 33131
1305} 358-2081
HOI’idd Legal »ervices, Inc.
226 West Pensacola, Room 216- 218
Tallahassee, Florida 32301
- (904) 222-2151 )
(‘ovarnor s Commission on Adv0( acy
for Persons with Developmental
Disabilities
Office of the Covernor
The Capitol
Tallahassee, Florlda 32301
-(800)- 342-0823
115 N:E: 7th /\wnue
Gainesville; Florida 32601
. (904) 377-8288
_.You may also want to get-a copy ot
The Pro Bono Directory from The Florida
Bar. The lirectory is a complete listing
of !ow cost and free legii assisiance.

Send your quuest Lo

tegal Assistance Prolp(t

Débartment of Public Interest
- Programs

Ihe Pro Bono Directory

The Florida Bar

Tallahassee, Florida 32301

(904) 222-5286

O
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“The real meaning of lite i

to give oneself {e a cause
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Waltiam j.’.me.s

—-— -

P
N

37



SECTIOM 7: FACING YOUR
FUTURES TOGETHER

Thanks to recent changes in laws and ‘
the availability of more information, :
society is now more w:lhnz, to accept;
children with disabilities and their i
families for what they are: people with :
hopes and needs miuch liké everyone |
else. And, as more and more emphasis is g
placed on community services instead :
of state_schools or residential facilities, |
the child or adult with disabilities i is able
to function more saccessfully in a “'nor- -
mal’” environment. .

Throughout this guide you have read
about what kinds of events you can ex-
pect for your child and what services
vou .can find to help deal with your

child’s special needs: It may be easy to !
get so involved with day-to-day care that
you forget that there really is a “bigger
picture,
apart as well as together. This section
will expLore a few of these future areas

for you and your child.

Adolescence and Sexuality
-Even if your child is very young, you

can see frequent signs that he or she is

growing. and. changing. You may notice !

the increases in welg,ht or mobility, or
efforts to talk: You may observe your
child developing a unxque personality.

Or you may be aware that clothes are ’

outgrown more quickly. At any rate:
your infant will one day be a child, who
will one day — soon — be a teenager
and ycung adult

What - can you expect as your Chlld
matures? To begin with, a child with a
disability follows the same development
schedule as any other child, except that
it “may. take. more time to advdnce from
one stage to another. During
adolescence; the developmental tasks
for all young people include strengthen-

ing a sense of identity, assuming the ap-

propriate male or female sexua! role,

and achieving some measure of in-

Q
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" a Iife for you and your child :

| protect

deper‘dence {de 13 Cruz and LaVeck;
1973).

Many people have great dlfhcult\,

i
{

with the behavior of their childrer dur- -

ing adoiescence; particularly with the
area of a child’s developing sexuality.

When the child is mentally or physically ‘
disabled, dealing with sexual feelings :

and behavior may be even more dif-
ficult. It helps to remember that sexual-

ity is a part of all human development

and should be considered a normal part

of growth,
Sometimes a confllct develops be-

tweer the nz,hts and needs of parents

: and the rlg,hts and needs of children. As

a  parent you may be afrald of your

chi'd’s sexual interest or activity. Yet |

your child has a right and need tc ex- ‘
press sexual feelings, in both physical .
and emotional ways. You may.want to .

your child
criticism by the community: You may be
afraid of pregnancy, abuse or exploita-
tian of your child. Or you may believe

from harm or

that your child.-may simply not be cap-
: friends. His or her adult relationships

able of managing a. relationship that
might possibly include sex

time-consuming, frustratmg,, and com-
plex In spite of these daily challenges,
there are many people with serious dis-
ablhlrles who not only manage to survive
but de so as capable, proud and happy
individuals.

The world of a person with d|sab|I|t|es

is made up of people = family, friénds,
teachers, therapists, doctors and brief
encounters with strangers. Sometimes it
may seem tempting for both the person
with a disability and the parent(s) to
keep other peoole out, bat no perscn,
disabled or not; can live alone: The inter-
action of people is important to your
child’s eventual acceptance as a part of
your_ community.
Once your child reaches adulthood,
he or she may want to live apart from
you and other family members: There
are many safe ways for him or her to do
this and the rewards in selfesteem and
mdependence are usually large.

As an.adult, the -person with a d|sab|l

|ty will continue to need people. includ-

ing a supportlve family, . as well as

- may even include marriage and a family.

Your child may share your fears, but |

Iearnlng to cope wnth h|s or her own sex-

lng process Oberusly, there are real

' issues to be faced. as your child matures.

Yet there are no easy solutlons

today about these issues. Some organi-
zations that work with children and

adults with disabilities offer workskcps |

and discussion sessions about sexuality;

brrth control, rights and privacy, instruc-
tion about sex, marriage, having children
and paren.rng Your child’s educatlonal
program also may cover some of these
topics: ]

Or, once. agaln as a parent you may
need to find new sources of lnformatlon
that will help you and your child

through this time.

Adult Relationships

The problems of . day-to-day living
which come with a disability are often
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While it is true that Ilrnitatnonsimay
come from disabilities; it is not true that
a person with a disability must be a

limited person. This is particularly mean-

- ingful when it comes to the relationship
‘ of one adult to another.
Happily, there is much more openness 3

|
|
{
i

Independence

An adult wnth a dlsablllty may have
sorne difficulty in finding or keeplng a
1ob but this is wiostly due to the pre-
judice of employees and/or co-workers.
This; too, is .changing as more in-
dividuals with disabilities entei the work
force and function successfully on their
jobs.

As mentloned earlier in thls guude
your $on or daughter has the right to
work at a job of his or her choice accord-
ing to ability. There are many opportun-
ities for employment, many jobs that
can be performed easily by a person
with a disability. As a parent, you can
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Iook forward to a time when your. child :

wrll be at least partially self-sapporting.

Burldlng a Life For Yourself

¢ personal

One of the best thmgs you can do for .

your child.is also the best thing to do for

yourself: get on with life. Certainly; you -

will have to adapt to_the demands and
needs of a child wrth dlsabrlrtles But
don your Itfe as you. knew it before vOou
were aware of your chrld s dusabxhty By
making use of the many_ services

avallable to vou y(\ur Chlld and other
famrly wrll, be better able to Iead his or
her own life.

Genetic Counseling

If vou.. -are thlnklng, about hawng,
another child, you may be worried aboduit
your chances of having another child
with a disability. This is a nataral con-
cern that may be removed through

“genetic’’ counseling, A genetic clinic
studles the -genes. in the body's cells

to. chlld by a ce'taln gene or found in

misformed cells. A genetic study can
Help parents undersfand the risks they
may take rf they declde to have dnother

selves whethcr to have another baby

There are several genetic counseling

centers in Florida.. Appomtments usually
are made by referral from your personal
doctor. Or you can make the appoint-
ment yourself €all the HRS Drstnct Of-
fice serving your county for the name of

the center nearest you:.

felt when thelr

child was born.

“special”
Potential Growth

~ Not everyone faced with the difficult
task of raising a child with a disability is
able to manage it. But those -parents
who continue to work at providing care
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manv rewards tor thegr effort. Perhaps it
is not surprising that these rewards are in
growth and development

i Many parents report

the satisfaction
they feel when their child succeeds at -
even a minor task. They tell of their .
renewed appreciation of the httle things
in life. Or are reminded of how impor- !
tant their own relationships are. Many
parénts build warm friendships with |
other parents of children with disabil- i
ities. Many- feel that their lives were |
di tically changed — for the better — |
by having a child who helped them learn '
patience, tolerance, acceptance, as well |
as |oy |n day today accomplrshments

in your personal abullty to meet the i
sometimes painful .demands of your
child’s development or health are. two
rnore of the rewards you may discover.

The list might well be endless but a
final point might be the joy and satisfac-
tion of those parents who, through love
and hard work, help the|r children to '
adapt and ad]ust to live happy, fulfilled |
lives in a difficult world !

Your Contribution to Socicty

Mr._Don Boyd, the parent of a child
who has mental retardation, has de-
scribed three stages of thinking through
which every parent goes: (1) Why did this
happen to me? (the stage of self-pity and
selfishness); (2) What can | do for my

own child and my family? (the stage of
facing one’s own problem); and (3) What

nQ

canldotor others? (the stage of worklng
to help others) (French and Scott, 1967).
Most parents arrive at this third or
“Lomrriunity consciousness’” stage when
they realize that they are concérned not
only ahout their own child but also
about others who are similarly disabled.
These parents. belreve that their
hild's life could be more useful if,
be<a'|se of his or her dlsabrllty one
small step could be taken tc._meet the
overall problem. This would be the
iasting good that comes from and be-
cause of their own efforts to help their
child.
Many of the books written about dIS-
abilities. are authored by a parent of a
child who is disabled. Much of the legis-

- lation which protects the rights of the

disabled was written and lobbied for by
their parents. Special programs are de-
veloped .and run by thesé parents. Or-
ganizations are formed. agencies sup-
ported; and research is funded by par-
ents of children with disabllltles And
there is more; much more:

You, too; may have an rmportant con-
trrbutron to make. Perhaps that is why

who needs so mu,ch, Through this guide

"~ you have found many ways to get
started on the path to well-being for

vour chnld Remember that all journeys

' begin with a srng,le step. We hope that

this guide will encourage you to take
that first step toward your child’s future
as well as your own.
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o “Sometimes we are apt to regard
=N as limitations quaiities that arc
actually the other person'’s
strength.”
Eleanor Roosevelt in
You Learn By Living

33




SECTION 8: APPENDICES Prevention and Diversion Sersici

Specialized Family Services.

A Department of Hnallh and Rchabllltatnc Protective Services for Children
Crisis Hormes and Emergency Shelter Care
Services | Program Areas Child Day Care Services

Detention (secure and non-secure)

Commitment Programs for Delinquent Youth

Agmg and Adult Sc—rnccs Residential Centers and Programs

Information & Referral Non-fesidential Programs
Abuse Prevention Services Community Control and Furlough
Senior Activity Centers Mental Health Services.
Meals Programs Adoption and Related Services
Home Health Care and Olher In-Home Services Foster Care
Placement Services e e
Community Care for the Elderly Developmental Services
Displaced Homemaker Services Evaluation of persons with —
Transportation Retardation
Adult Day Care Epilepsy
Counselmg and Other Support Services Cerebral Palsy
Autism
Alcohel, Drig Abuse and Méntal Health ~ Other Developmental Disabilities
Emergency Coanseling
Inpatient
__Hospitals — Long- and Short-Term Care
Outpanent nity Facilities
Counseling Intermediate Care Facilities for Mentally Retarded
Partial Hospitalization Cluster Facilities
Day./ Night Care Residential Care — Sunland Centers
Consultation and Education Training and Education Programs
Screening Assistance to Courts Vocational Training
Halfway Houses  _ : Medical Care
Eollow-iip Care for Dnscharged Mental Patients Transportation
Specialized Services for Children and Elderly Counseling
Alcohol Abuse Day Care
Detoxification -
Evaluation Ecaonomic Services _
Residential Services Aid to Families with Depende. i Childron
Day / Night Care aind Treatment Food Stamps-
Outpatient Services Refugee Assistance Pro;,ram
Treatment Low-Income Energy Assistance Program
Counseling Disaster Relief
Rehabilitation Supported Work Assistance Program and Work Incentive ProL,er
Halfway Houses Heall.i

Court and Law Enforcement Liaison Services
Employee Assistance Prograins
Communlty Consultation, Education and Prevention Programs

Personal Health
Non-Commanicable Disease Services

Cardiovascular Disease Services
Children’s Medlc..i Services Hypertension Services

Clinics Diabetes Services

Pediatric Cancer Services

- Specialty ;\ntngonv,ulsanl,Medlcahqq Services
Referral Centers Nursing Care at Home Services

Surveillance / Investigations

Regional Centers cers
E Socio-Behavioral Services_

Renal
Diabetes _ Health-Risk Reduction Services
Genetics Nutrition Health Services  _
Perinatal - Women / infant / Childi n Jupplwmental Food Pi- gran:
Spinal Cord Injury Family Planning Services
Special Statewide Programs Maternal Health Services
Infant Screening MIC Projects: Maternal 1.2y Midwives-
Child Abuse Infrant/ Child } sdolescent Health Services

Children and Youth Project
MIC P t: Infant
Children, Youth and Famllles EPSDT“;':,CWC; ants

Rheumatic Fever

Dependency / Delinquency Intake School Health Services
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Special Surveillance
Adult Health Services
Dental Health Services
General Personal Health Sers ices
Comimunicable Disease
Control Services
Immanization B
Venereal Disease Services
_ Surveillance /-Investigations
General Pablic Health
Vital Statistics Services
_ Vital Records Disposition; Certification and Compliance Services
Envitonmeiital Health
Consumer Safety
Occupational Health Servntes
Consumer Product Safety
- Emergency Medical Services
Food Hygiene Services S
Housing Public Facilities and Conveyance Services
Group Care Facilities Services
Housing and Public Building Safety and Sanitation Services
Trailer Park- and Camps Services
Water and Waste Service: .
Private Water System Services
Public Drinking Water Services
Bottied Water Services
Swimming Poal and Bathing Places Serwces
Individuc| Sewage Disposal Services
Public Sewage Services
Solid Waste Disposal Serviv s
Enwronn‘"vtal Surveillance / Control Senvices
Sani..ry Nuisance Services . .
Rabies Surveillance / Control Services
A-bovirus Surveillance Services
Rodent Control Services
Arthropod: Control Services
Water Pollution Services
Air Pollution Services
Radlologlcal Health Services

General Environmental Health Servnces

Health Planmng and Development
Comprehensive Health Planning
Ststewide Health Planning Coordination
_ Planning, Research and Development
Community Medical Facilities
Architectural and Engineering
Developmental and Monitoring
Regulatory Review and Planning
Cooperatwe Health Statistics

Medicaid
Nursing Home Care
Pharmaceutical Support
Medical Care
Inpatient
Cutpatient

Vocational Kehabilitation
Medical Evaluation
Vocational Adjustment
Treatment- -
Hospitalization

M
oo
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Counseling and Guidance

Artificial Limbs and Appliances

Equipment for jobs

Financial Assistance while in Rehabilitation Pro;,ram
Job Placement

Transportation

Post Employment Services

B: Reference List
Biklen, Douglas. Let Qur Children Go: An Organizing Manual for Advo

cates and Parents. Human Policy Press; Syracuse, 1974
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de la Cruz Fellx F and LaVeck, Gerald Human Sexuality and the Mentally
Retarded. Brunner | Mazel, Inc ; New York: 1973

French Edward L., and Scott J. Clifford. How You Can Help Your Retarded
Child . P

Llppencott Company; Philadelphia and New York: 1967.

Kushner Harold S. When Bad Things Happen to Good People. Avon Books,
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C. Florida Statutes Relating to the Rights of Per-
sons with Disabilities

This overview of relevant Florida and federal statutes is desngned to pro-
vide quick information about the iegislatively expressed interest of our

g«,mrnment in its citizens with handicapping conditions

ACCESSIBILITY

Florida Statute 1937623
Provides that any renovation to existing buildings in order to prowde ac-

cess 1o persons with handicaps shall not increase the property valae of that
buiiding for ad valorern tax purposes

Flondiai Statute 255.21
Provides for all bunldmgs 1o be used by the g,eneral publlc to be made ac-
cessible to persons with handicaps. Prescribes standards for building and

remodehng such facilities

Florida Statute 255. 211

Provides_that all state-owned bunldmgs be accessible (see 255:21) and
display lnternatlonally recegnized symbol for wheelchair users.

Florida Statute 163.3177(f)4
Provides sites for specialized housing, |nclud|ng group homes in a com-

prehenstve land use act.

fRANSPORTATION

Florida Statute 234 211
Provides: for the use of public school buses to be used by non- proflt agen-

caes for the transportation of specified groups.

Florgda Statute 236.083(1) -
Mandates the transportation of studerits with physlcal handlcaps to and
from school, irrespective of where they live,

[F¥]
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Florida Slalule 316.1955
Provides tor special_parking places tor certamn disablid persons to be Pro
vided by governmental agencies

Florida Siatute 316.1956 -
Provides tor parking spaces dmu.,n.m o tor disablid persons l)\ Hongovern:

mental agenaies

Flonda Slalule 316 1964

Elonda Statate 320:0842

Provides tree motor vehicle plates to be ssued to veterans contined 1o
wheelc hairs

Florida Statute 320.0843 .
Allows tai distribution ot motor vehic Iv e ense ;)I.m'\ \l.un;wd with the in
terndtlonal w h(-(-l( h.nr user symbol

Flonda Slalute 335 075

walk~, curb r.lmp\, et

Flonda Slalule 399.035
Provides tor accesstality to passenger clevators (o bis miade 167 pirrsons
with physicil hdndicajis, aind tor the design ot such eley ators

Florida Statute 553.45 - 553.49

Detines “physically he indic apped person’ ‘md provides tor accessibility o
entrances and exits to certan ty pes ot pabhic bulddings, detines ty pes of
cessibihty (ramps, paths, restraoms, ebc ) and hsts moditications and
waivers 1o these requirements

ELECTIONS

Flo
Provides for special voter registration tor persons with divibiilitiion

Florida Statute 97. 063(1)(9){2)(3)(4)(5)(6)(7)
Alows persons with physical disdbilities to vote by absentee l).lll()' and
[.,IV('\ pr()\m()m tor such participation

Florida Slalule 101.051
Provides for spectal assistance m votng to certain persons with physical

disabilities and specitios procedares for sach

tlorida Statute 101.715
Provides that all polling anid election sites be made accessuble to persons

with handncaps

Flonda Statute 320.0848
Provides for ~pe( idl parking permits tor persons with handicaps

Florida Statute 413.07
Requires tratfic to \t()p tor .ndmdudls using a white cane or gunde dog

Fiorida Statute 427.011 - 018

Establishes the Florida Coordinating Council on the Transportation Disad-
vantaged and provides funds to purchase services

EBUEATIGN

Florida Statute 253’&661

tion against students-and employees in-the state system

of public education; provides for equality of access to programs and
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courses, requires the developm( nt and |mplementatmn of programs to
meet special needs and to encourage participation of handicapped in-
dividuals

Flonda Slaiule 229.832
Directs the Department of Fducation to establish re gonal diuiinostic lisarn-
AR TEeSGUICe Conters 167 exceptional students

Flonda Statute 229. 834
Directs regional learming resource centers to provide senices to both
pablic and non-pubhic s Bool studirits

tlorida Statute 229.8361
!stablishies the Hlorida Coundil tor thie H(.mng Imp.nn d

‘lorida Statute 230.23 )

Diredts local se hool boards to pr()\l(h- dppiopiniate speadl instriction for
exceptional students, 1or exceptional student placement programs, and for
narent noitic .lll()n ot such placements

Flonda Statute 230.2317 )
Esteblishes a multi-agenay network to provide education, treatment, and
residential services to emotionally distairbed stiidents

Florida Statute 230.33
Directs local district superintendents to reconimiie el plans tor spaec @l eda-

cation classes, anstructors, equipment, and  tachities 1or exceptional
\lud('nl\

Flonda Statute 232.13

Directs HRS to report 1o all distrnct, \upq-nnh-mh pis the names and pe rtin-
entantormation tor Al exceptional children in cach distnict who require

special sences or programs

Flonda Statute 233.056
Provides (o()rdmdtln;., unit and instructional . materals tor hedning dnd

vistdlly impaired stadents in Honda public schools

florida Statute 242.331 ,
Estiablishes the Hlonda School 1oy llu- l)ml dl]d llw Hlmd

Florida Statute 959.25

b statihshes the Exception il € hild t diii atin l’r(),_,mm tor \(mlhlul ()and
ers and wards ot HRS and mandates meanmgtul compensatory educ a-
ll(nml pr();.,mm\ tor them

INSURANCE

Florida Statute 440.49 7 S
tstablishes a tund to reimbarse insurers ot employers who hire the handi-
capped it a handicapped employes sastains an on-the-job mgary whichiis
made worse hv the existence of a handicap

Fiorida Stafute 626. 9541(1)(;;)1 2
Prohibits discrinundtion between indi |du‘1l~ ot tl)e- same actudnal class in
rates charged for hife msurance, annuities, acadent: disabiity: and health

policies

Florlda Statute 626.95419(1){0)5
Prohibits additional charges tor and p()ll( v cancellition of agtamiobile in-
surance to those 5)(-r~0n~. with handicaps who have the ability to drive

Flonda Statiite 626.9705
Prohibits insurers from discriminating against those with severe disabilities

Requires that insurers sell lite and; or disability msurance, regardless of
severe disability:

Q.




Flonda Statute 627.644
Provides that insurance compantes cannot unfairly refase health ~sgrance
or charge anfair premiums to individuals with handicaps

Florida Statute 627.6486
Provides for the State Comprehenslvo Health Association to insure all resi-
dents, regardless of pre<existing héalth conditions

[ !da Statute 627.6576
Prohibits discrimination against handicapped mdn iduals joining groap

policies

EMPLOYMENT

Florida Statite 23.161 - 23. 167

The Human Rights Act — forbids discrimination becaase of any handn(up
ping condition, establlshes the Human Relations Commussion and defines
membership, powers, and functions provides that discrimination 1n eni-

ployment is illegal

Florida Statute 110.105
Provides that the employment poll(y of the State of Honda shall be non-

dlscnmmatory

Florida Statute 110.215
Modifies requirements { » examinations conducted by state agencies for
vlsually ld hearm;, impaired Citizens

Florida Statute 205.162 I
Allows exemptions from business licensing requirements for certain per-
sons with disabilities.

Florida Statute 205.171
Allows exemptions for basiness dnd ouupdtmndl Il(ensln;., requirements
for certain dusabled veterans

Elonda Statate 212; 08(7)(h)(2)
Exempts sale or rental of guide dogs and food for such dogs from sales tax

in certaln circumstances

Flonda Statute 240.335
Provides for non-discriminaticn on the basis of handlrdppln;., condition for
the granting of salaries to employees of Florida community colleges

Flor:'ra Statite 295.07
Prowdes for preference to be given to disabled veterans for employment

F|6ildﬁ S'd'i.i'é 760 10
Lists all unlawful employment practices, including provisions for hiring and

dismissal, compensation, terms and privileges of employment

ACCOMMODATIONS

Flo Statute 196. 101 196. 031 196. 202 295 16.

Allows for homestead exemptions for persons who are totallv dusabled at
certain rates established in the statute; exempts certain property of persons
with handicaps from taxation; exempts disabled veterans from certain fees

relating to their homes.

Florida Statute 286.26
Provides that all public meetings be made accessnble to persons wuth handl-

caps. 4 4

Florida Statute 413.08
Provides for equal accommodations to all persons with phy sical handlcaps

in houslng, and employmem

Flonda Statute 413; 08(4)(a)(b)(c)

Provides the right to equal housing accommodations to persons with visual
or hearing impairments Also provides that these persoiis have the right to
house guide dogs within their pioperty at no extra expense

Flonda Statute 413.08(1X2)

Provides equal privileges and accessibility to any visgally or hearm;., im-
paired persons to be accompanied by a guide dog on all common carriers,
places of public accommodations, or public facilities

GENERAL LEGISLATION
Florida Statute 393 -
The Florida Retardation Prevention and Commum(y Services ACt — in-

cludes prevention plans, community care facilities, legal definitions, estab-
lishes the Croup Living Home Trust Fund

Florida Statute 394

The Florida Mental-Health Act — provides definitions and objectives tor
HRS. Mental Health Services; . establishes patient rights, facilities, and
residential care for disturbed children

Florida Statute 413.011 - .08

Blind Services Program — establishes the Division ot Blind Services, pro-

vides for records, services.. prodacts;, and purchases of the diviston; pro-
vides legislative intent, traific exemptions, equal accommodations, guide

dogs. and identification cards tor persons with visual handicaps

Florida Statute 413.20 - .504-
tstabhshes the Vo(atnonal Rehabllltauon Prog,ram and provudes r(-‘g,ula

partment of Health and Rehablhtatwe Services.

Florida Statute 413.601 - 605 o L o
Establishes general rehabilitation programs, programs tor persons with
spinalcord injuries, nursing home programs, end the Coandil on Spinal
Cord Injuries

IDENTIFICATION

Florida Statute 322.051.

Provides that.identification cards be issued to persons who are not ll(ensod
to drive a vehicle

Florida Statute 413,091 S ,
Provides for identification cards to be ssued to persons with visual impair-
ments

D. RELEVANT FEDERAL STATUTES

TITLE XVI — of the Social Security Act of 1935 Provndvs supplememal

financial assistance for persons who are elderly or handicapped

TITLE XIX — of the Social Secuity Act of 1935, E,;rabiishes Medicaid assis-
tance for the care and tredtnient of persons with low income and serious
medvcal problems

TITLE XX — of the Social Act of 1935 Provudes federal fundlng, of such ser-
vices as day care. special living arrangements, employment programs;
couns

nseling, information and referral when no other forms of fanding are
appropriate.
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PL 95602 V—WFrggeral Dlsabllltles Services and Facilities Construction Act.
Provides funding for services; facilities constraction, protection, and ad-
vocacy for persons with severe and chronic disabilities whose needs cannot

be met by generic commumty services.

PL94-142 — Fedqalgdiu’catlon for All Handicapped Children Act. Provides
funds for states to obtain or provide a free; appropriate edacation for all
handicapped childrer..

SECTION 504 — Federal Vocational Rehabilitation Act (PL-103). Prohibits
discrimination. against disabled persons in programs receiving federal
assistance, including education, housing, employment, and access to pub-
luc services.

SECTION 202 — U S. Housmg Act of 1959 Prowdes durect loans for the
construction or renovation of housing facilities to serve eiderly and dis-

abled citizens.

SECTION 8 — U-S-Housing Act of 1959. Provides rent subsidies for low in-
come, handicapped and elderly persons.

PL 98527 — The Developmental Disability Act of 1984 which extends
language under PL 95602

E. RESOURCES
AUTISM
National Society for Autistic Children

1234 Massachosetts Avenge. N \W . Saite 1017
Washm;,ton D C. 20005

CEREBRAL PALSY .
National Easter Seal Society
2023 W Ogden Avenue
Chicago; lllinois 60612

United Cerebral Palsy Association
6b East 34th Sireet
New York; New York 10016

EPILEPSY
Epilepsy Foundation of America
4351 Garden City Drive
Landover, Maryland 20785
GENERAL
The Florida Developmental Disabilities Planning Council
1317 Winewood Boulevard, Bailding 1; Suite 309
Tallahassee, Florida 32301
(904) 488-4180

2023 W. Ogden Avenue
Chlcago Illinois 60612

March of Dlmes Blrth Defects Foundation
1275 Mamaroneck Avenue _
White Plains, New York 10605

The Association for the Severelv Handlcapped

7010 Roosevelt Way, N.E.
Seattle, Washington 98115

Council for Exceptional Children
1920 Association Drive
Reston. Virgima 22091

7.merican (?p'gliliqn of Ciuizens with Disabilities
1200 15th Street NW
Washington, D C 20005

Nationial Ceiiter for Liw and the Han(luappod, Inc
1235 North tddy Street
South Bend, Indmna 4()617

LEARNING DISABILITIES
Association for Children with Learning BDisabilities
4156 Library Road
Pittsburgh, Pennsylvama 15234

Orton Society
8415 Bellona Lane
Towson: Marvland 21204

MENTAL RETARDATION

National Association for Retarded Citizens
2501 Avenue |
Post Office Box 6109
Arlington, Texas 76011
(817) 261-4961
American Association on Mental Deficienty
5101 Wisconsin Avenue, NW
Washington, D.C. 20016
President’s Committee on Mertal Retardation
Department of Health and Human Services
Office of Human Development Services
Washington, D C. 20201
Down Syndrome:Congress
1640 Roosevelt Road
Chicago, {llinois 60608
PHYSICAL IMPAIRMENTS
American Foundation for the Blind
15 West 16th Street. -
New York, New York 10011
National Assocnatlon for the Vusually Handl(appvd
305 East 24th Street
New York, New York 10010

National Association for Parents of the Visually impaired
2011 Hardy Circle
Austin, Texas 78757

American Speé'cli and l*l'eéring Association
10801 Rockville Pike
Rockville, Maryland 20852

Helen Keller Natuonal Center for Deaf-Blind Youth and Adults
111 Middle Neck Road
Sand Point; New York 11050

Callaudet College for the Deaf

Kendall Green _ _-___
Washington, D.C. 20002
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National Association of the Deaf
814 Thayer Avenue - _
Silver Spring, Maryland 20910

American Cleft Palate Education Association
331 Salk Hall

Pittsburgh; Pennsylvania 1526

SPINA BIFIDA = = =
Spina Bifida Association of America
343 Souith Dearborn Street, Suite 317
Chicago, Illinois 60604
{800) 621-3141
For a current hist of addresses of organizations that deal with your child's
particular disability, write to- L )
National Institiite of Netrological and Communicative Disorders
and Stroke (NINCOS) _ o
Office of Scientific and Health Reports
Building 31, Room 8A06 _
Bethesda, Maryland 20205
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This project was funded in part by the Department of Health and Human Services, Office of Developmental Disabilities, |

and the Florida Developmental Disabilities Planning Council. This publication was promulgated at a cost of $2,453.00, or
$2.45 per copy, to inform the public about services available to people with Developmental Disabilities, in accordance

with Chapter 393; F.S. HRS complies with the nondiscrimination provisions of Title VI, Section 504; and Title IX, and all

requirements pursuant thereto. ) o




