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’ cople with disabilities are still notpart | which the . Lourt-
of the American dream. They are the | upheld the forced:
pooresl. least etitployed. and least | sterilization of a
fucated wminorily in America, And. at 49 |. woman whose
fllion, (hey also are the largest. Too often, molther and
ople with disabililics have been treated. | daughter
 second class citizens, shanued. and | -were. . both-
regated by physical harriers and social | ‘mentall y
reotypes: They have heen discriminaled relarded.
diml in_employment. schools, and People
smg. robbed of their personal autonomy, with

d, in (oo many instances, hidden away and m > ' : S
‘who"'sap the:strength of the state.” ' \ ‘
"Society w0ul e wise to “prevent | People g

Roften by the larger society. Justice

urgood Marshall once wrote that the

ght of people with disabilities reflected

thmg less than 3 “regime of state

dated segregation... thal in its virulence - those who ar& amfcslly unf tfrom | whose mental
kind.... Three | disorders are assouated
with crimina) behavior, and

SR ' drug addicts and alcohiolics who
change with the | areslill engaged in substance abuse’

] bigotry rivaled, and indced paralleled,
worst excesses of Jim Crow.” City of .
hts faovement, are not protected under the Amencans with
Disabilities Act.

bume v. Cleburne meg Center (1985)

Fmally. things bcg,
advent of the disahjl
“Inspired by the ¢

a collected in (he late 1980's reveal the
Jrious effccts of this second-class status:

) ifty percent of adults with disabilitics
had bousehold incomes of $15,000
or less, compared with only 25% of -
ericans wilthout disabilities.

lobbying and litiga
rights establishe
advocacy were used;

65 A¢ DA) of
H _ § .| 1990 is the most conp shensive civil nghlv
Two-thirds of Americans with, ~| inclusivencssrather: - law in a generalion: Based-on Congress’
isabililies betwecn the ages of 16 and * ' : g finding that people with disabilities have
p4 were unemployed. Sixly-six percent National heroes a c - joi ‘been “subjected to a history of purposefuil
of these Americans wanted towork. grassroots aclivis unequal treatment, and relegated to a

.~ | 1ssucsonto the pu position of Dohtlcal powerlessness,” its

hile 56% of all students go on to classical violinist It purpose is to extend 0 pcople. wilh
Follcge or junior college, only 15% of polio, will perform o disabilities the same legal protections against
pudents with disabilities participatein | are fully accessible, discriminalion availahls to women and racist
sl-secondarycducallon. : Annetle Funicello . and religious minofities.under the: Civil

spokesperson fo
erica has ashameful history of cutling o£f sclerosns

Iple with disabilities from the rest of . I
jely by sequestcrmg them inside their | But allhough sigl

es, or consigaing them to jsolated. often .| "miade; there are st
plid mstitutions. In Hawaii, for examiple, ¢|-. people with disabili(
psands of people with Hansen's Discase - , equalughts.
rosy) were peymancntly quarantinéd to |
ted. 1lslands, cut off from their families *| . - 4
their livelihoods. This forced séparation. 1w eq;upmem (depcnding:. om llle\sue and
ch had no public health justification, HOW ) “DlSABI,LITY” . | resources of the employer) that will. enable *
tinued well into the 1950's. In 1972, DEFINED BY LAW?. T people with dlsablhllesto perform (heirjobs.
blevision news reporter shocked lhe 1 - I 'In addition, the Act-{prohibits- private
on with film footage of the filthy and

Fights Act of 1964. The. ADA- -outlaws
discrimintalion in public and Pprivaie

y employment, public services, transporation,
gs 'dcs hawe been comnunications lechnology and- public
alﬂcs ahead for . |- accorumodations- (hote staulants, stores, ~
. Mmuseums, etc) :

’l‘he ADA also requlre m ployers
. reasonable modlﬁcaﬁons i facililies anc!

p———

: AR businessés from discrimination Against
uthanizing conditions in which 5,400 ' |  Congress defines d:s ties.in this way: | customers with disabilities and requires |

plally disabled children languished | CURRENTDISABILITIE hysicalormental ‘| them to build all' new: buildings in. an,
New York’s Willowbrook “School.” unpalrmenls that “sigi icantly limit one or accessible manner. the ADA requires
lough somie progress has been made, too more major life activitjes”" The PREVIGUSLY privafe businesses to‘provide modifications
y Americans with disabilities are still * . DISABLED are peop 0. have been . that will enablepeoﬂle with disabilitics to.
jtutionalized - even. though Lhe care diagnoscd with con like carcer or.. Aﬂnjoy the goodsand semces bcmgo[[ered
b need can be provxded within lheir .manic depression. are. either fully
mumllcs , L ‘recovered {rom or ionirg with the | Intheyears since its atlopllon the ADA has'
- ' ' vive i | iniproved the lives of millions of disabled
peaple, ‘According (o the Census Bureau, e
percenlage of disabled- Americans Wwith jobs
cliubed firem 23, 3%is 9c 10.26.1%n 1994,
| representing an increase of siearly. 800,000
Jobs. 8 1996 sludy bvg' e United Cerehrai
Palsy Association chowed lhal 96%: of o
sample of d:s..blchn"f’ cans suWeycd suid
- the ADA had made 5 posmve dnrfercnce in
their lives. e S

!
]

oy A e s e A

-

t belong ln the llves of d|sabled people.”. |

cooC | OTHER LAWS THAT PROTECT
'~ L King Jordan, Presldenl of Gallaudet Unlversi ,eslifylng before 4
ongress In sugp}:ort of the proposed Americans Mth Dg ilitles-Act, 989 ; ;THE RIGHTS OF PEQPLE WITH

~*BISABILITIES

. kmproved access and mobnllty wers
guaranteed by the Architectural Bamers
Act of "1968; -the:
Transportation Act of 964 (amended m
. 1970); lheAmlmk Im i of197.

B

orically, people wi th disabilities have

d little support in the country’s legal
tutions. The Supreme Courl's callous
cgard for their basic human rights was
e painfully clear in a 1927 decision in
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PEOPLE WITH o
| 'MENTAL DISABILITIES

; Some of the earliest legal challenges to-
f unfair discriminalion and involuntary
f conflilement were won by pecple with .
il mental disabilities. This group numbers
fin the tens of millions’ in this country,
' and includes both.the mentally retarded
rand people with ‘psychiatric dlsorders
 Objects of both fear-and contempt, the’ -

[ rights,
mentalIy ill. could be involuntarily .
jcommilted to state institutions for fong
 periods of time — sometimes decades

confinement, and with no right o
treatment. On any given day in the
29505, the institutionallzed population
jIn America numbered some 559,000 .
jpeople (today-the number is about
[100,000). -While hospitalized, mental
patients were robbéd of heir right. to
[personal autoriomy. They could be.
forced to work and to submit to
junwanted medical procedures, mcludmg
medical experiments, Thelr contact with
the outside worid could be completely
curtailed., They could be placed ‘in
seclusion or subjected to physical
reslramts on lhe whim of an attendant.

fare any better They were vIewed as’
untraInable and asa potential danger

|llIons in Iarge custodial institutions,

oday, as a result of the seIf—advocacv
ovement and a serles of constitutional .

dIsabIIItIes have.many more rights than
t.hev used to, including:

O ‘the right not to be confined unless '
* they constitute a dangerto -
themselves 'or‘.others:

Cl the nght o a court hearing to -
_’ contest an, Involuntary commltment

0 the nght to a lawyer during
L commitment hearings;

f
<t

o the right to rerijse 'medlcatlun.'

q the rlghl to “mlmmally adequate
‘f treatment W and tralning;

[0 the rlghl to safe and secure -~
' coriditions, Including food, shelter,
- clolhmg and medical care.

ith mental disabilities still face abuse,
oercion, and discrimination based on
Stereotypes and misconceptlons.
S o

0 ugh the ACLU al 800-775ACLU !

o !aullmm andMenIalRetardahon 1996

 REEAD, THTERIATIONAL

Fmentally disabled have had (o fight long .'
fand hard for recognItuon of their clvil .
‘A-mere generation ago, the .-

f— with, no right to court review of their ~

" Inspived by the civil £

1. Disabilitiés Educ

 Hendicapped Act o 03

People with mental retardation did ot

ko society because if permittéd to -
[propagate, they would beget more
*imbeciles.” . Reople with mental -
retardation were also confined by the = -

est cases, people with mental

Sut In splte of much progress; people -

| - survivor of testi
| invoked the ADA

ral of the ACLU s "R)gh ts Of” Handbooks
plain useful information for Americans with
jabilities. All of (Liesé cdilions are published
0 ulhcm Illinols Universily Press and can be
nd in the legal scction of many bookstores or -

. Current Law, 2nd ed

ngkls ofPeople Wil Mental Disabilities: The
ic ACLU Guide to the Rights of People with

Equity in eclucalié:) thouSing a‘ndff(;ivic life
_were: boosted by, tl?e Individudls with

Developmental Disabil llesAssrstance and Bill
of Rights Act of 197 :Civil Righis of
Irstitutionalized Pe Act of 1980; the
| . Voling Atcesstb:h . ihe Elderly. and

] Protecrmn and

AdvacacyforMeni
1936; the Faiy Ho
1988 and the Ci
of 1939. Along
1973 Rehabilitatiof;

¢ equ:ring non
‘,dltcnmmallon onil qus of disability inall .

Carolina has muIl:pIe
' g'h?elchaxr n 1996 she
won her ADA cl m gainst-the local

and cescer surwvo

The Rights of Older .
the Legal Rights of;Olde

1975; the-

e

. survival

-the hearmg in fedet:

,morbld obesuy cgn
‘:bamers to employme

' Rehabﬂllauon Act se¢ s to bams S,

- Connecticut Town Counml rejected Lucie
‘McKinneys ‘application to open a residence
" to ight back and won her lawsuit cha/ging

Fair !Iousmg Acl

ST QLK J0 S 4LnD) 7o W), g o d

Committee’s dec1
sailing. The ban waslbase
tested positive for exlct
testosi¢rone, which
lis perforinance, bui

idnot. actuaIIy enhance -
xch was Cri xllcal to’ Ims

The right to serve on a'jury:;
Bradley Quinn; a rssxdent of Llllle Rock
Arkansas, brought A
challenge 6 a slatd ir _g {lhe
exclusion ofdeafpeople omjury sCrvice, Al ]
ourl, ,Quinn‘ said
Sign : l,anguape
af and:hard-of- -

¢ pt i tatlons on

lhough ap America;
interpreter that, “Th¢
hearing should neve
their goals.”

Public parks cannot dzsmmmdtc In 1994
Eddie Dzura, a 33:year-old man:who has
Dowp syndrome, svasked a-series of
humiliating questions in front of a'crowd of
amusernent park p: qs . He was then
refused admissian’ inerry-gorouad

because he bad a mental disabilily. He and
his father fileda succcssful lawsuitunder lhe
ADA, and the park w
dlscnmmatory practi

Obesity not‘a"ﬁvb'rdi;}q g
EBonnie Ccok, wh:

Fair housmg is @ vight:In 1990 the Falrﬂeld

for homeless people wxl.ﬁ AIDS, She decided
that the town had violdted the ADA and the

- -America Onlinc (AQ Y Koywor ACLU‘ : .
c WoﬂddecWr . S

‘American Ci n
¢ 132 Went43rdSteeat -
New York, N. Y. 30036

i N
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for Children and Youtlm 1:,
(N ICHCY) teceives t}

the educational and civi
children and youth with

Thc IDEA is the la:esn an
the Education of the Hand
(EHA), Pubhc Law (P.L:

© Actof 1973 (P.L. 93- 112j
Perkins Vomﬂonal Edm‘m

. -sex vices and raghrs ava

A

© P.L.89-313
1965

A
*|°’[ } bi) l()

196G5 El* SEA

: lP .the Education of th Handlcapped

and youth with disabilities and theit
families, for while the IDEA is the ',
larges[ part of the picture, itis 0oL the
entire picture. Thxsglssue also dxscusscs
the application of sta
resousces to families A
how to obtatn addicicn _l mformanon. .
‘The Americans with: stabnhues Act
(ADA) is the most recenc law barrmg
discrimination against mdmduals with
disabilities. However, the ADA dogs-not
directly address schools. Therefore,
educarors must apply ADA principles to
school and training settmgs ‘withouit. -
direct guidance. Educatoss wﬁo already
undesstand and com.ply with reqmrc-
ments in Section 504; Pare B of IDEA, or
special populations reqUIremcnts in the
Perkins Act are well 6nithe) way, to

. complying with the A'A a3 well,

Only a brief dlsc'usswn of each law is
conrained in the News! ngest and i
does not provide a legal'i interpretation of
statutes. Those who nced precise .| -
language are encouraged to refer quectly
to the public laws and relevant rcgula-
tions." A resource list of Orgapizations
and.a bibliography of useful readings are
provided art the end of [hls News Dlgp..t
for readers interested:in‘obtaining -
further information on; he. laws and more
precise mterpretanon

- {*Act Amendments of 1974. This law
* | required srates to esrabhsh a ume—
table toward achlcvmg full ediica-
tional opportunity | for all childrén’
with disabilities. The Act prowded
procedural safegudrds for use in thl,
1. identification, evaluauon, and.

placement of children with disabili—
; i S : .

NICHC Y Neuis Digesr 15
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- Thus, the 142 means that this was
the 142nd law that Congress passed

| and the President signed during the -

! 94¢h scssion of Congress.

;; . Itis also importanc to under-

\ srand that federal laws are often
changed or amended, regularly.
 Public Law 94-142, the Education
' for All Handicapped Children Act,

 has had several amendments since

'its passage in 1975. Therefore, it is

important to keep up to date on

these changes, as they often affect
the delivery of special education,
related servic';es, and other programs
1n your state.

Laws passed by the Congress

provxdc a general framework of

jpolicy related o a particular issue.

IOnce a law is passed, Congress

delegares the task of developing

detajled regulations to guide the
law’s implementation to an adminis-

Branch. Federal regulatjons are
detailed in the Code of Federal
Regulations (CIFR). The CFR
tnterprecs the law, discusses each
point of a law, and further explains
t. Copies of most federal regula-
lons are available in the public
ibrary. The CFR is helpful in
understanding the laws. Starc
hgencies must comply with federal
aws and regulations.

- "Atrhe federal level, special
ducation is an-area in which elabo-
ate sets of regulations exist. The
Segulations for the Individuals with
Disabilities Education Act, for
example, spell out the procedures
knd programming that must be
brovided to childreén and youth with
Hisabilitics in order for scates to
eceive federal funds. States may go
eyond what is required in the
egulations. For example. some
taces have broader definitions of.
vhich children are entitled to

pecial education and, thus, may .
nelude gifted children in cheir
pecial education programming.

QICHCY News Digt 15
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|- 1965 (ESEA),.

trative agency within the Executive

of P.L. 89-313;

.Early Fec eral
Educatxgm‘ ;Laws and
Court Cg@,es |

Looklng back?over the last 25
years, i is clea ar federa) protec-
tion and gu'\mncb;és of the educa-
tiona rights of" u*dlvlduals with
disabilities havés| :been an evolving
story. Figure 1 presents a graphic
view of the hlStOfY!Of s pcc'lal educa-
tion Iegxslauong ‘relevarit court
cases. Direct fcd,cpl‘sup port for the
education of chll ren - with disabili-
ties has its roo1¢'in the Elementary
and Secondarv:fducauon Act of

1..:89-10. The
purpose of thib law was 1o
steengthen and' i tinprove educarjonal
: quahw and oppoftunity in the
nation'’s elemcmacv and secondary
schools (DeStcfano & Snauwaerr,
1989). Eight momhs later, P.L. 89-
10 was amended with the enactiment
' ’L(c Law 89-313,
the Elementary:4itd Secondary
Education AccAmendments of 1965,
authorized thefitst federal grant
program spec1ﬁ "targeted for
with-disabilities.
orized éran[s to stare
agencies to educa&c children with
disabilities in smr@«-opcratcd or
s:atc-supported sthools and institu-
tions. In 1966, /89750, the
Flementaw and Ss=c0rxdaw Lduca-
tion Act Amendm;ents of 1964,
established cthé: ﬁrsn fedcral grant
program for the 1

35i0n of chil-

- dren wicth dxsablll{tcs ar the local

school level ra[hgi’ithan State-

. operated school§ and'i msutuuons.

nistérall Office of
Education progragis for children and
youth with dxsﬂba!u:les BFI waj

support demo'ls ation programs,
conduct rcscarch and ‘evaluate
federally fundcdnprograms, provice
financial supportfor training speeial
educators, other teachcrs, suppor:
personnel, and parents; and supporr
research, trammg, praduction, and
diseribution of educational media.
Public Law 89-750 also established
the Narional Advisory Councxl
(NAC), which today is called the
National Council on Disabilicy.

In 1968, P.L. 90-247,.the El-
ementary and Secoﬂdary“Lducauon
Act Amendmefts of 1968, bccame
the final 5pecxal educanon legisla~
tion enacted av the\federal levelin
the 1960s. Pubiic’ Law 90- 247
established a set of programs :hac
uupplemenced and supported the
cxpansion and improvement of
special educanora services. These
programs later b'“come known as
“discretionary.” Thcse progmms
included fundmg for regional,
Iesource centers; cénters and ser-
vices for children '1ch deaf b]md-
ness, the expansi th
media programs; coi
in special education; dnd funds te
establish a cencérito help improve
the récruitment of~educ.mon person-
nel and to disseminaté mformauon
concerning eduvatlon opportufiities
for children and yourh wich' disabili-
ties. (It was under this law thatthe
roots of NICHC.Y: ‘were begun:)

Two years lacet, Congress
passed the Elcn‘cntary and: Second-
ary Education Ameridménts of 1970,
P.L. 91-230. Publi ‘%41-;3“' 91. -230.
consolidared infojone act a numbcr
of previously scpdrate? federal:g grdnc
programs related o' the edication of
children with di

abilities, mcludm

Title Vi of ESEAinder P.L: 89- -
750. This new anthonzauou, which
became known as: Part B, was ritled
the Education of the Hzmdlc'lppul
Act (EHA) and wasithe precu £50r to
whe 1975 Act that Would sxgmﬁcancl'y
expandthe educanonal fights-of

children znd vouth:with disabilities.

Octobir (996
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headquarters in Washington, D.C.,
and 10 regional offices around the
jcountry.

[

P.L. 94-142, The
Education for All
Handicapped
Children Act of
1975 .

~ This law was passed in 1975 and
went into cffect in October of 1977
shen the rcgu!ations were finalized,
his law grew out of and strength-
: ned earlier acts of a similar name,
nclu_dmg P.L. 91-230 and P.L. 93-.
B80. Ballard, Ramirez, and Zancal- -
Weiner (1987) and DeStefanoand
bnauwaert (1989) summarize the
najor purposes of P.L. 94-142 as:
b To guarantee that a “free appro-
briate educarion,” including special
tducation and relared service
rogrammmg, is available to all
hildren and youth with dlsabxlmes
vho require ir.
' To ensure thar the rights of
hildren and youth with disabilities
nd their parents or guardians are
rotected (e.g., fairness, appropriate-
less, and due process in decision-
aking abour providing special
[ducation and related services to.
hildren and youth with disabilities).
To assess and ensure the effec-
jveness of special education at all
ivels of government.
¥ To financially assist the efforts
f state and local governments in
¢ ovxdmg full educational opportu--
ities to all children and youth with
isabilities through the use of
deral funds.
i In 1983, through the Education
f the Handicapped Act Amend-
ents of 1983 (P.L. 98-199),
jongress amended, or changed, the
jw 10 expand incentives for pre-
,_hool special education programs,
irly incervention, and transitjon -
ograms. All programs under EHA
ecame the responsibilicy of the
ffice of Special Education Pro-

B L
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_specified by la'

* gram the infani

grams (OSEP’; ic
had replaced nheiBureau of Lduca-
tion for the Handlcappcd (BEH)
In 1986, EH {
amended through P,
Education of: dlg“’ll’illdlcapped
Act L\mendme is of 1_986 One of
the 1mporcamtl
amendmenrs }v

; Qus' program is
dirocted 10 the _r;eed's of chxldrcn.,

may recejve se
] chc develop-
Smtc deﬁmuons

) .Izmdu.apped
' f1990 (P L.

the Educacxon
Act (EHA), wa'

Some new dnscreg:i"
S
([

: jon dissemina-
ntlon deﬁcxt

| Early Intervenuon Program for

' Llys the
services and nghts‘under this law
were expanded €0 more fully include

, chxldrcn with iunsm .md traumauc

.....

F’art H program, now known 25, thc

Infancs and Toddlers with Dlsablh-
tles. K

The IDEA m: kés it p%ssx le’for
states and localmes 10'receive,
federal funds to assistiin the Educa-
tion of infants, toddlers, -
preschoolers, chlldrcn and’ you:h
with dlSdblll[leS; Basu.allv ‘In ordcr
to remain el gxble or todera] tundb
under the law, sm s must enaurc

» All children and youth ‘\’i‘rirﬁ ;
disabllmes, reg'lrdlcss of the sevcntv.

a Educanon of chxldrcn 'md_yourh
with disabilicies W,l-ll bg base;d' .Q a

ized F émlly Serv; _s Plan (IF SP)
will be drawn up, for every cl'nld or

R
3

youch found ehg.hle for Speual
education or early intervention' sefv-
ices, srating precnely what kmds of

.specxal educartion and rclaced ser-

vices, or the types early i lkncerveu-
tion serv1ccs, each mfan: toddlen

regulJr educatié
s Children andyg
special education have che nghc to
teceive the related: serviccs neces-
sary to benefit fr\,mxspec:al cducad’
rion instruction. Related servxccs

include: ; 3

NICHEY Néass Digest 15
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‘ ues, mandated ‘that such children be
 integrated into regular classes when
 possible; and required assurances

 be selected and administered on.a
B nondiscriminatory basis. Even with
P.L.. 94-142 on the horizon, P.L. 93-
380 was important because it began
the focus, through a major federal
program to the states, on fully
educating all children with disabilj-
cies. Public Law 94-142; the Educa-
tion for.All Handicapped Children
Act, was passed by Congress and
signed into law by Presideat Ford in
11975. '

Fedefal Laws
Strengthen: The

Core of Current
Rights

d

The rights of individuals with
[disabilities were significantly
strengehened with the passage of
three federa] laws and their periodic
hmendments. These laws were:

j»  P.L.93-112—the Rehabilitacion
Act of 1973 o
P.L. 94-142—the Education of
All Handicapped Children Act
of 1975, and '
- P.L. 98-524—thc Carl Perkins.
Vocational Education Actof
1984,

These three laws, and their
kubsequent améndments, form the
rore of current protection against -
Hiscrimination and cutrent guaran--
ees of equal educational opportu-
jity that individuals with disabilities
have in our nation. Because these
aws afe so'iaportant to ensuring the
ights of those with disabilities, you
thould become familiar with both
he laws and their regulations. Each
law is described in some derail

REHAB INTERNATIONAL

that testing and evaluation materials

v BAE N0

a
,a%'

3:EE
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: Em ploymenc
oral Comracns

1 '-978,1[1115
: provnsmn*'ﬁaé‘added by

more of such p
activities, (ii) i

217 505 0871

having such an tmpax ,

lifc activities mcludc self»care
performing manual tasks, scc.mg,
bearing, speaking; breathing, learn-
ing, and walking.: Seccxon 504 covers
only those persors” thh a dlsabllltv
who would otherwise: be. qualified to
participate JnnA benefit from chc
programs or othe aicuvmes receu-
ing federal fing élal assmancc.

The U.S. DCpartmenc of ; L.f
Education’s regulauon 1mplemen:-
ing Section 504 applies to preschool,
elementary, scconéary, s

 postsecondary, vocmonal tand’gther

programs and act\vmes thatreceive

| or benefir from federal finangial

assistance. This rcgulanon is found
ar 34 Code of F cderal chulauons
(CFR); Part 104.%F'he U.S. Depart-

ment-of Educauonf s Section 504
regulauon pl’Ohlb s discrimination

against childreriand youth wuh
disabilicites 1n educati‘onal AnStit
tions receiving fbdcr'll funds.Ag:
cies that persist m ¢ £in
tion face the loss:
Public Law 9
amended several: 83;
P.L. 98-221, the Rchablhtauon Act
Amendments of 1983 auchonzed

with disabilities from schobl ti):ivork

In 1986, P.L.. 99- 506 the Rehablhta-
Ei

tive of{ ices thata
U.S. Deparunent
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Wlth equal dccess to the full range of -
vocational education programs
available to others, including occu-

| parionally specific courses of study,
cooperative educarion, apprentice-
Iship programs, and, to the extent
practical, comprehensive guidance
and counseling services, Under the -
law, vocational education planning

agencies, including vocational .
cducation, special educarion, and
the state vocarional rehabilication
agencies. The provision of voca-
ional education to youth with
disabilities should be monitored to -
ensure that such educatjon is consis-
rent with objectives stated in the
vouth’s JEP, '
-In 1990 and 1991, Congress
ended this law by passing P.L.
01-392 and P.L. 102-103, respec-
ively. The name of the law was .
thanged to the Carl D. Perkins.
Vocational and Applied Technol-
bgy Education Act. The purpose of
his law is to make the United States
noce competitive in the world
conomy by developing more fully

e

bf all segments of the population.

L his law concentrates resources on
mproving educational programs:
eading to the academic and occupa-
ional skill competencics needed tw
vork in a technologically advanced
cxety The new law expands the
m “special populations” ro
'cludc individuals with disabilitics,
dxvxdmls who are econonucally
nd educationally disadvantaged
ncluding foster children), individu-
s with limited English proficiency,
hdividuals who participate in
rograms to eliminate sex bias, and
hose in correctional institutions.
,ubhc Law 102-103 is closely
ierwoven with the IDEA (P.L.
01-476) to guarantee full vocarional
ducation opporcunities for vour.h
th dlSﬁblllCle

e e A i e A o b

prober 1996

e Ll L ]

should be cootdinated among public

jhe academic and occupational skills

mv isa gencra Eby

thcsc importar
!

While a schoolf
fion records w

- others, such as

and scare and lg

school must keepjtr

be inspected by
eligible studen!t'i

off' cmls

. School ofﬁr’;als"mﬁw ﬁot descmv
any educauon records xf chere 1s an

review them. i i
® Parents and clrglble srudcnts
who believe thar; mformanon m the
education records is inacctirage or
misleading mav requcst that thc
records be amendcd The parcnt or
eligible student must be adv lscd if
the school deczdcs tha[ [he €Ct

tight o a hean.ig ,
Finally, each Sk 91 d;s
give parencs of '§uﬂdents 1n"a6tc 2

' dures, and remedxcs under the 4

AR E

laws relatmg o th‘c .proh b

and guardmn‘
ad mmlscrat'v
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. .ttansporcanon and such
developmental, corrective, and
other supportivc services as
_are required to assist a child
with a disabilicy to bencfic
from special education, and
includes speech:pathology and
audxology, psychological

- services, physical and occupa.
“tional therapy, rccreation,
including cherapeutic recre-

.~ ation, early identification and

 assessmenr of disabilicies in

- children, counseling services, .
including rehabilitacion

.-counselmg, and medical
services for diagnostic ot

% evaluation purposes. The
term also includes school

health services, social work

" services in schools, and parent
counseling and training

A(CF.R.: Ticle 34; Educmon,
Part 300.16, 1993).

Parents have the right to

o the identification, evaluation, and
placement of their child or youth
with a disability.
» - Parents must give consent for
any initial evaluation,-assessment, or
lacement; be notified of any ‘
thange in placement that may occur;
be included, along wich teachers, in
onferences and mectings held to
Iraw up individualized programs;
nd must approve these plans before
hey go into effect for the first time.
The right of parents to challenge
nd appeal any decision relared to
he identification, evaluation, and
Jacement, or any issuc concerning
he provision of FAPE, of their child
s fully protected by clearly spelled-
ut due process procedures.
Parents have the right to
onfidentiality of information. No
ne may sce a child’s records unless
he parents give their written
ermlssxon. (The exceprion to this
; school personnel with legitimate
ducanonal inccrests. ) :

‘J . .
JICHCY News Digest I5

’ Congressnona!

_ Congressmnal,

articipate in every decision related | ¢ mandate a

ssnons regardmg
comacc I:he

IDEA may wt.

:!;‘;y orgamzatnons or
ééncxes, any of

f "i?;natioz; to offer
ngomg amcnd-

NICHCY, dis;

Indmduals wnc 1 ili
ton Act and Ser nn 504 of the

areas. For exam},g,
e callfor sch?n‘,

"child with'a
a public e(

public edudatip: ‘f'éFAPE) regard-

less of the

. _make it clear H"xg: cducatxon and
related ser Wicks

t
celdii
mum exteric pptobnate. §

ing children anvd}‘
“ries. As has becn" fd arents and

professionals sh dfm 'ke every

212 505 0871

effort to familia
these laws. Th

ties Educacxon Act are also [o. bc
found in the Code of Federal .
Regulations. Thcy are called: ',’
C.F.R.: Tide 34} Edumtwn. Parts
300 to 399. For] _|usc over $20 You
can obtain the latest copy of che”
federal regulauons lmplemcmmv
the IDEA by contac:mg the Juper-
intendent of Documents, Acrennon'
New Orders, P.Oi;Box 371954,
Piusburgh, PA 15259 -795 ""‘Charge ,
orders may be ¢ 1ephoned o the

Perkins Act, and :
funds e supporc ’

cducaclon be prov
w1ch dxsablllues, ;

equal access ro reg;g .ltmcnp ey oll-
ment, and placeme ]_:acuvmes. n
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The 1994 amendments makea | in a manner R
specific exception to the age limita- | respect for iri.;"l"
tion for developmental disabilicies,
to include individuals from birth
through age 5 who have substantial
developmencal delays or specific
congeniral or acquired conditions
with a high probability of resulting
in developmental disabilicies if
services age not provided.
'Furthermore, all programs,
projects, and activities receiving
hssistance under the Act must be
carried out in 2 manner consistent
with a number of principles, includ-
ing (1) that individuals with devel-
opmenual disabilities, including assistance, and
hose with the most severe develop- | availability of 3
mental disabilities, are capable of individuals wirf\
achieving independence, productiv- | their families. 5T
ity, and integration and inclusion. rized in 1994, }
nto the community, given appropri-
are supporg; (2) thar these individu- 3
bls and their families ate the primary | system for assist
decisionmakers regarding the .dewces and ségu
Services and SUppOIts o be received,;
ind (3) that services, supports, and

17
pther assistance need to be provxdcd

L\

used Io increase, me
prove funcriona
individuals with

ncreasc the
i ¢ technolog\v o

A:.r. was, reaurho-.

'103 218. The

assistance; (6) ac
lnformauon (7)

P&A for Persons with Developmental
-Disabilites (PADD) ;

:  This program was created by the Developmental Dis-
p abilities Assistance and Bill of Rights Act of 1975. Pro:e
‘tionand Advocacy agencies (P& As) are required by the -kcr. ;
‘to pursue legal, administrative, and other appropriate rer X datcd :o (1) protect and advocare for tl
| edies to protect and advocate for the rights of mdmdu'xls i wmh mcmal 1llncs= znd (2)i mvc.sngate r
"with developmental disabilities under all apphcable fe‘
'eral and stace laws.

i The governor in each stale designated an agency to b»%:
| the P&A system and prov1ded assurance that the system’
' was and would remain independentof any service provids

' The 1994 amcndmenes to the DD Act expanded thigls)
b system 1o include a Native American P&A program.
The Administration for Children, Youch and Famili
Admlmstrauon on Dcvelopmental Dlsablhues (ADD) 2
Fministers the PADD program.

Thls program was escabhshed 1m |
’ IMI program cha: receives fund‘.

90 daye after discharge from such fa
’sxgnatcd to sefve as the PADD prof

. program. i
Thc SubStance Abuse and Me

"x
]

&’
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- ber of complamts, prcvaﬂmg

~ parties, amounts of attorneys’
- fees, and other data. [This study
" was complered in 1989. To
receive a-copy of the ﬁndmgs,

-call the U:S. General Accounting .

Oftice at (202) 512-6000 (V) or
(301) 413-0006 (T'TY) and ask
for repoct GAO/HRD-90-22BR.]

P.J. 99-401, The
Temporary Child
Care for Handj-

.capped Children

“ies Act of 1986

. The Temporary Child.Care for
andxcappcd Children and Crisis’
Nurseries A.c1: was first introduced in

1]1 and enacted by the 99th Con-
bress in 1986. The Act was later
ncorporated into the Children’s
[ustice and Assistance Act of 1986 -
P.L. 99-401). The Act was most
éccntly reauthorized and otherwise
mended by the Child Abuse, .
PDomestic Violence, Adoption and
Family Services Act of 1992 (P L.
102-295).

This law.provides funding
hrough compcmwc grants to scates
nd U.S. territories to develop non-
medical respite services (specialized
mporary child care) for children
pich disabilities or chronic or termi-
al illnesses, and to develop crisis
’urscw services for childrea at risk
f abusc and neglect. In addition to
emporary child care, the programs.
reated also offer an array of family
upport servnces or referral to such

: rvxces. .

'In 1988, the U.s. Dcpartmcnt of
calch and Human Services

; warded approximately $2 million to
6 states to develop and implement
spu:e care services. In 1989, this
bw was amended by P. L. 101-127,
"he Children with Disabilities
‘emporary Care Reauthocization
ct of 1989.

;ICH CY News Digesr 15
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,avaxlablc in 1939“

and Crisis Nurser-

985 as part of an.omnibus child care

.ments include

- were provided

.interdisciplina

B N0,
it mg,Blc.came
: coCJl of 175 crisis
nursery and rc§gj &,

vgranr‘ (177 &otal) |

V.

Since fedqﬁa

‘éé'rcb'ml palsy,
ula grants (non-

éaglfallmmencs)
zi‘fe‘s“ ‘li'o es'cablish

retardation, au
and épilepsv
competitive, bag

,.; it

vaffihated progr xp ;:o provnde _
na i the field

of developme 1sabxl|ues and co
projects of nanon’g “mgmf cance
aimed at increasing the lndcpen-
dence, producc \Fﬂ‘;y, and commumty
integration of pérsdns with develop-

mental dlSD.blllSl?_ The 198/

212 505 0871

ﬁ 12 47_ states and

federal mtcragencyk.ommutee to
plan for and coordinate- accwmes
related to persom _lch dcv opmcno
ra] disabilicies.  §
The.Act was amended in ‘990
(P.L. 101-496) and:ia 1994 (PiL.
103-230) by the Dcvelopmenral
Disabilities Assistance and: ‘Bill of
nghts Act of 199‘.' 4 hc formulla.

S_—

community. Anot er kev ?mvmon
of these amendm‘ ncs was the
dc,ﬁnmon of “d i elopmental

B
three or mofe:
ing areas of tnajc
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l ‘ evcry ;hree ycars thc state must ,
havc, approved state plans—to show _
ithat it intends to provide a free
appropriate public education for 411 ' :
ichildren and youth with disabilities. " Finally, it
These plans must be made available | member that
to the public for review and com- work for poli
ment before they are adopted and provide the speti ' ample Itis lxkely ’thar lntcractlon
sent to Washington, D.C. Dates for in : : among the vanousf ranthus OE
eview must be announced far - there are diffegei :
enough in advance for parents and | cies, or ambi i lon | state levels ITy! the:‘ evelopmr: £ of
other interested persons to appear ac in1 n) 1..the judici special educanon 1aw and rhc‘cml
hearings and express their views. nghcs of mdmdué]s with disabilities
Icis your right to see a copy of | Sofe
our state and local plans for educat-
ng children and youth wich disabili-
kies. For instance, you may need to
: ‘i now what your stare’s plan says
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| service dehvery sysr.cm Thls range
' of optional activities gives states

spend funds. -

t  To find out what Technical

| Assistance Program is avajlable in
your state, conract the Assistive

Change Projcet of United Cere-

Organvanons at the endof this

Americans with
" Disabilitics Act of
F 1990

]
¥
i
I

The Americans wich Disabilicies
JAct (ADA) was signed into law by
iPresident Bush on July 26, 1990,
The central purpose of this Act is to
extend o individuals with disabili-
tics civil rights protections similar to
those provided to individuals on the
basis of race, sex, national origin,
and religion. Based on the concepts
jf the Rehabilitation Act of 1973,
the ADA guarantees equal opportu-
ity for individuals with disabilides
n employmene, public accommoda-
tion, transportation, state and local
government servicces, and telecom-.
Inunications. The ADA is che most
1gmﬁcant federal law ensuring the
ull civil rights of all individuals with
isabilicies.
R Ticle IT of the ADA prohibics
discrimination ‘on the basis of
isability by state and local govern-
menc entities. OCR is responsibile -
®or enforcing Title II ‘with respect to

ctivicies relating to the operation of
public elementary and secondary ‘
zducation systems and institutions,
bublic institutions of higher educa-
ion and vocational educartion (other
han schools of medicine, dentiscry,
hursing, and other health-related
chools),.and public libraries.

Title II regulations are found at
8 Code of Federal Regularions

REHAB NTERNAT [ONAL .
 (CFR); pm;&

‘ - flexibility in how to focus cfforts and. :

Technology Funding and Systenis _
bral Palsy (UCPA), or RESNA. See.

‘ publxcanon for contact mformatxon. .

‘P.L.'101-336. The

“source of law 1

11 programs, services, and regulatory.

information az'

districts pub!{‘CCQﬂstltutléns of higher

education an(_"ﬁ\
‘(other than Ascf:, 1
dentistry, nufsi

United Statcs
laws passed by;
based on the’ o
Consntuuon% ‘

canonal educanon

L adii

wnh dxsabn]mes

F Ry

ngréss must be
sxons of‘the _

1mportancc to -

'any pcrson of
rty, ‘without the
or deny...equal
? It—1sumpor-

_ 0
provided for pubhq cducauon, euher
by stare consmurxon or sta:c law or

federal. Alchou’r'h ome educauonal
programs, such

rd .Ig'ovemm :
education i Is, for the rhost par

‘and regulauons [h t»' provxde for )
mtng:%%’tﬁb‘liﬁh
ust

23

‘minimum standag s that states

federal funds. {
laws give flexi
Jmplemenung g

ing civil rights, o
are much more fifj

‘a"c thé’ cnd -of
lll ‘also tell you
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You can also send us. E-mml mchcy@'ied org
' NICI—ICY r.hanks our PrOJec: Ofﬁcer, \[a
U S Department of Educauon. ,

s

-'P[O]LCEDlteClor.... .....;i.;-,.
"Author......................
Ddltor

'-Assocxatede:or.......\.......

«

" meet today,

democrauc and humamcanan |deals. s

Pubhcanon of this- documen: is made possible through Cuopmau‘ A
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NATIONAL COUNCIL ON DISABILITY

An independent federal agency working with the President and the Congress to increase the
inclusion, independence, and empowerment of all Americans with disabilities.

LETTER OF TRANSMITTAL

July 26, 1996

The President
The White House
Washington, D.C. 20500

Dear Mr. President:

Today, as we commemorate the sixth anniversary of the signing of the Americans with
Disabilities Act (ADA), I am pleased to submit to you the National Council on Disability’s
(NCD) report, Achieving Independence: The Challenge for the 21st Century. This is done in
accordance with Section 401 (b) (1) of the Rehabilitation Act of 1973, as amended.

In 1986, NCD published Toward Independence: An Assessment of Federal Laws and Programs
Affecting People with Disabilities—With Legislative Recommendations. That report provided careful
analysis and recommendations for improving federal laws and programs affecting people with
disabilities. Toward Independence has had a profound impact on the way the country views
people with disabilities and brought the need for equal opportunity to the fore. Most notably,
ADA began as an NCD recommendation for a “comprehensive law requiring equal opportunity
for individuals with disabilities.”

Achieving Independence is not “government as usual.” It calls for real change by and for real
people. It is the result of recommendations developed by a diverse group of 300 participants at
NCD’s National Summit on Disability Policy, which took place in Dallas, April 27-29, 1996. At
this historic gathering, people with disabilities representing the grassroots and national leaders
alike, developed recommendations that build on two major accomplishments of the last
decade—the passage of ADA and the empowerment of people with disabilities, both of which
embody your people first principles of inclusion, independence, and empowerment.

In this era of social change, there is bipartisan support for increasing the role of the citizen in
government. This report is a major step in that direction. NCD urges you to listen to the voices

of democracy. For only in so doing, can this nation end its legacy of exclusion, dependence, and
paternalism, and create an America which values and empowers all of its people.

Sincerely,

Vﬁszvfﬁ/-ﬁ N2 AT —

Marca Bristo
Chairperson
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EXECUTIVE § UMMARY

~ We have an outdated system of public policy based on outdated
attitudes toward people with disabilities.

. Ed Roberts
World Institute on Disability

In 1986, the National Council on Disability (NCD) issued Toward Independence, a

report now considered a milestone in the history of disability policy. It set the agenda for

“the decade, proposing the enactment of the Americans with Disabilities Act (ADA). The
adoption of this law in 1990 was certainly the watershed event forl individuals with
disabilities in the past decade. ‘

Achieving Independence is a follow-up to Toward Independence. Fueled by the
collective empowerment and self-determination of the disability community, it is proof of the »
impact of ADA. It offers an assessment of the nation’s progress in achieving equal
opportunity and empowerment in the last decade (1986-1996) and sets the agenda for the

next decade by offering more than 120 recommendations for change.

A National Summit on Disability Policy

-

In keeping with the values of empowerment and consumer-directed poli'cy making,
NCD decided to convene a summit of people with disabilities to discuss how to achieve
independence in the next decade. Over 1100 grassroots disability-leaders from around the
country were asked to complete nomination forms for participation in the summit. Three
hundred participants were chosen on the basis of the follbwing criteria: disability and cross-
disability representation; geographic representation; ethnic, racial and other diversity; policy
area expertise and breadth of knowledge in disability policy. Eleven policy areas were

determined by NCD and the Summit Advisory Committee after a review of the topics

addressed in Toward Independence and the priorities reported by the President’s Committee




on Employment of People with Disabilities in Operation People First.; These are the policy-
areas that are addressed in this report..

Politicians in both the Congress and the administration: have -increasingly called for
“people first” government, for direct participation by Americans in decision ‘making. There:
ls less interest in hearing from intermediaries, such as professional.advocates, and greater-. .
interest in hearing the views and ideas of Americans “outside the Beltway.” The National
Summit on Disability Policy provided a forum for just such views—it was an .event at which
knowledgeable people from around the country met to provide input directly into the federal
policy-making, process. IR J '

‘With the sense of undertaking a complex and potentially controversial challenge; - .

.NCD proceeded into this experiment in democracy. From April 27 through April 29, 1996
people from each of the 50 states and the District of Columb1a gathered in Dallas. People..:
with all types of dlsab1l1t1es were represented, as well as parents and family ‘members.

About 20 percent of the participants were minorities, including Native Americans, African -
Americans and Hispanic Americans. Participants were from disability organizations, service-
providing organizations, academia, and federal, state, and local government. Federal
officials prov1ded technical assistance and background information. A special emphasrs was
placed on youth with disabilities. ‘Twenty young people w1th dlsablhtles aged 13- 22

part1c1pated fully, prov1d1ng a gl1mpse of tomorrow S leadersh1p and 1nv1gorat1ng today S,
d1alogue | t

NCD cha1rperson Marca Bristo and d1sab111ty rights leader J ustm Dart opened the
Summ1t challenging participants to be both practical and visionary. Led by volunteer
facﬂltators chosen from among the partlcrpants Summit partlclpants met in policy workmg :
groups for three days The groups brainstormed about the1r pol1cy areas, assessmg the
current state of affa1rs and debatmg how future pohcy could best promote the goal of

1ndependence , . . o

The recommendatrons in this report were generated by these workmg groups and
supplemented by suggestlons from d1sab111ty leaders who could not attend the Summlt

Although the workmg groups original recommendatlons were rev1ewed and amended by

NCD, the recommendations presented here remain true to the de11berat1ons of the people who
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atténded"thé' Summit and are thus reflective of the-thinking of a cross-section of disability.
_ leaders and people with disabilities throughout the nation.

' Summlt participants had the opportunity to organize additional groups to dlscuss
to;;ics that they believed were not sufficiently addressed within the 11 policy areas defined by
NCD and the Summit Advisory Comrnittee. Discussions of nine nf the “emerging issues”
groups are summarized in Appendix B. |

The experiment in Dallas proved to be a great success of democracy in action. The
diversity of tﬂc men and women who participated—in terms of their disabilities, their
ethnic/racial backgrounds, their geographic hoines, their ages, and their viewpoints—was -
remarkable. To our knowledge, the only similar event that has occurred was the 1977 White
House Conference on Handicapped Individuals, where people from around the country
assembled in Washington to determine recommendations for disability policy. When
, provided with the opportunity to change policy, people with disabilities are effectiVe’and
thoughtful analysts and contributors. NCD counts this event, in and of itself, as an 1mportant

outcome of the Achlevmg Independence initiative.

Conclusions

NCD draws the following conclusions about the current state of disability policy as a
result of dialogue at the Summit, internal deliberations and a review and analysis of current |
law and programs. These conclusions provide the basis for the recommendations in the

report.

1. Disability policy has made steady progress in the lasf decade in empowering péoplé '
with disabilities; however, this progress is threatened, compromlsed and often -
undermined by lack of understandmg and support in the Congress and among
partlcular segments of society.

The ennctment of ADA and many other laws in the last decade is evidence of

considerable progréss toward indépendénce. The sense of empdwerment expeﬁenced by

people with disabilities is an important outcome of this policy prdgress. However, répeated




attacks on the fundamental hberty and freedom of people w1th d1sab111t1es by those who do
not understand the need for and the requirements of d1sab111ty r1ghts laws challenge the o
progress of the past decade. The media backlash against people with d1sab111t1es fueled by
special 1nterest segments of socrety, is evidence of the residue of stereotypes about people
with d1sab111t1es that remains pervasrve in some quarters.
2. Most public pohcy affecting people with disabilities does not yet promote the goals of
ADA—equallty of opportumty, full partlclpatlon, mdependent llvmg, and economic self-
sufficiency. ‘ , "

Public policy continues to send m1xed messages to people with' dlsab111t1es on the one
hand statlng 1ndependence as a goal and on the other hand constructmg s1gn1ﬁcant obstacles
to its achlevement The recommendatlons in this’ report are intended to change pubhc pol1cy‘ |

so that it promotes the ach1evement of 1ndependence

. 3. Most Amencans with dlsablhtles remain outsnde the economlc and soclal mamstream
of American life. 4
Despite notable progress in the last decade, people with disabilities continue to be less
employed less educated and poorer than other Americans. Barners to the tools of economlc
empowerment remam significant. M1nor1t1es with disabilities are part1cularly d1sadvantaged -

by barners un1que to them because of their dual- m1nor1ty status.

Overarching Themes of Recommendations
Most Amencans w111 experience disability at some point during their lives, e1ther
themselves or w1th1n thelr fam111es Disability is not the expenence of a m1nor1ty of
Amerlcans Rather llke ag1ng, it 1s an experience that will touch every American family.
Thus, creating an access1ble and 1nc1us1ve society is 1mportant for all of us. ) ,
) When Americans with dlsab111t1es achieve independence, the benefits to soc1ety are

compelhng People w1th disabilities want to be employed educated, partlc1pat1ng, -paymg :

citizens living in the communlty and contnbutmg to the economic and soc1al fabric of




American life. Federal funds should be an investment in those goals, an‘investment in
mdependence, rather than a trap of dependence. ' '

‘The recommendatlons provided in this report are offered in the context of balancmg
the nat10nal budget with a priority on investment in human cap1tal In the long run,
investments in the productivity and mamstream- participation of people with disabilities are
essential to achieving a balanced budget, a maxlmally productive society, and an America
that is able to continue to provide economic leadership in an increasingly competitive world
marketplace | - |

The followmg are overarchlng themes of the recommendat1ons in this report.

1. Exrstmg laws should be more vigorously enforced.

Whrle they are aware of the dedicated commitment of officials and employees at
federal enforcement agenc1es virtually every policy working group at the. Summit discussed
the need for greater enforcement of existing law. The lack of adequate resources dedicated
.to enforcement 11m1ts the impact of disability laws. The Congress and the adm1n1strat1on ‘

: must commit additional resources to enforcement. ,
2 People with dlsabllltleS should direct policy and decision makmg when they are
affected by the outcome.

' As the Summit in Dallas demonstrated, people with dlsab111t1es are knowledgeable,
effect1ve de01s1on makers However, policies are frequently developed and carned out with
little 1nvolvement of people with dlsabrhtres Too often the outcome is that people w1th '
disabilities have l1tt1e choice about the services, programs, supports or accommodations they
may receive. Decisions have already been made for them. The empowerment of choice is a
key to achieving independence. | |
'3 Outreach and awareness campaigns must be launched to educate the public about
the human and societal benefits of achieving 1ndependence for people with disabilities
and the important role that civil rights and community-based supports play in -
promoting independence.

Most Americans do not understand the barriers faced by people with disabilities, the
concept of disability rights or the need for disability rights laws. The backlash of the mid-

1990s is evidence of this lack of understanding and widespread,misinformation. Public
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understandlng can prevent: needless lawsuits and needless mistakes, such as the construction
of burldmgs without access. Public support is critical to furthenng the mdependence of
people with disabilities. | ' _
4. Incentlves for the inclusion of people with dlsabllltles in all aspects of soclety must be.
further developed and lmplemented ‘ ,

Disability pohcy must continue to open doors to full partrclpatlon Wh11e business,
industry, state and local government, employers, and other sectors of socrety must meet their
legal compliance obligations, they should also be provided with incentives to go beyond

minimal compliance.

5. Principles of universal design should be universally applied.

Universal design involves developing and producing products that are usable by
people with a wide range of functional capacity. Most families will experience d1sab111ty in
their lifetimes. Ensunng that technology, housmg, transportatlon and other aspects of
community life are designed to accommodate people with dlsab111t1es will ensure a more
inclusive and productive society for all Americans.

6. Systems, services, and supports for people with dlsablhtles must be further
developed as a part of the mainstream of community life.

Too often people with d1sab111t1es face unnecessary barriers to full participation, such
as employment‘ because the supports they need to fully participate are not available to “thern."
Too often those supports are available only in segregated settings or for those who are not
workmg Community-based services and supports are critical to 1ndependence
7. Accurate data about people with disabilities should be regularly collected, analyzed '
and reported. ”

Policy development and implementation are inhlbited by a lack of statistical
information about people with disabilities. Regular reporting of statistics, such as
employment rates, will promote policy development 1mplementat10n and public
understandmg Without such data, people with d1sab111t1es and policy makers are unable to

accurately assess the nation’s progress in meetmg the goals of ADA and achieving

independence for people with disabilities.




The Challenge for the Future

People with disabilities are well aware of the tools they need to achieve independence.
Advances in policy, science and technology are available to support independence as néver‘
before. The challenge of achieving independence is a challenge of musteﬁng the ;;olitical
will to move forward. Progress requires a dedicated commitment from all sectors of
society—policy makers, people with disabilities and their allies, state and local government
'off'icials, nonprofit organizations, the private sector and the media. The achievemeni of

independence for people with disabilities is a test of the very tenets of our democracy. Itisa

test we can pass.




INTRODUCTION

NCD undertook this examination and analysis with awareness that the world has
changed significantly in the past decade—poliﬁcally, socially and economically. Specifically,
we\ note four trénds that served as a context for reflections about the last decade in disability
policy and discussions about the future disability policy agenda. |

First, technology has evolved to such a point that the very nature of American life is
changing. Americans increasingly exchange information and messages by E-mail; we surf
the Internet for entertainment; we have conference calls by computer; we talk on cellular
telephones from our cars; we balance our budgets and pay bills with computer programs.
Computer literacy is becoming a basic skill for elementary school children. Card catalogs at
public libraries ére increasingly being replaced by on-line listings. Tﬁe«future promises
expanded utilization of the information superhighway and the approaching obsolescence of
routine hard-copy information exchange and communication.

Second, work has changed. Corporate trends of downsizing, merging and decreasing
middle managemeﬁt have escalated. Job security is limited. Rarely does an individual stay
with the same job, or career, for a lifetime. Benefits, such as health insurance and
retirement plans,'are of greater concern as job changing increases. People now expect to
have several careers in a lifetime and must retrain to be prepared and remain marketable. -
Fewer jobs require physical labor and more require the provision of services. Self-
employment is increasingly.an option as technology minimizes geographical barriers. The
workplace has become more flexible and more family-friendly as flextime, family and
medical leave, and day care have become standard fare.

Third, the role of government is changing. Americans are frustrated with the ever-
increasing federal deficit and its corollary—a large Federal Government. The current trend
of a decreasing federal role and a concomitant increésing state role is likely to continue. The

private sector may come to play a larger role in addressing problems that used to be the

domain of government. The nature of government programs is increasingly being defined as




one of “helping individuals to help themselves” with a wariness about the potential
dependence that extended government support may engender and a hesitance to intrude in
private sector decision making. '

- Fourth, our world has increasingly become a global community. No more are nations
separated by géographyrand borders. Mass telecommunications, the development of a global
economy, and increased inferdependence'_bring the world’s citizens. closer together.
-Domestic developments have international ramifications. This is as true in the disability-
community as it is in other sectors of society.

It is in the context of these general societal trends that NCD embarked on an -
assessment of the progress made in the last decade in disability policy and agenda setting for
the futui'e.., The goals of the Americans with Disabilities Act (ADA) and the principles ‘of -
independent living provided the touchstones for our deliberations as we. considered how they
should guide disability policy into the next millennium.

‘While this report addresses a11 people with disabilities, it is 1mportant to point out -
some subgroups of the d1sab111ty commumty who continue to be-disenfranchised. Minorities
with disabilities, including African Americans, Hispanic Americans, and Asian Americans,
face dual discrimination and a unique set of barriers compounded by their "merhbership in 'tWo
minority groﬁpsf Likewise, women with disabilities face dual barriers.

Native Americans with disabilities and Indian tribes sometimes are not covered by the
laws and programs described in this report or are covered in part. Since tribal governments
are separate government entities, the application of federal law to Indian tribes is unique and
often unclear. For example, the extent to which ADA applies to Indian tribes is still being
-determined. |

Some disabilities are less acknowledged and less undérsfood than others. For
example, people with multiple chemical sensitivities have a particularly difficult time
securing. recognition for their diéability. Most people do not understand the chemical and
environmental barriers that preclude such persons’ access to the most basic and essential
areas of life, such as housing and education.

' NCD intends this report to address all people with disabilities, no matter what their

‘dlsablhtles or their other characteristics. People with disabilities are a dlverse group of
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Americans with-as diverse a set of needs as any other group of Americans. The common
experience of disability is what defines us for the purposes of this report. |
This report is organized in the following manner. Two background -
sections—Disability Demographics and Independent Living, Disability Rights and Disability
Culture—begin the report to provide a context for the policy discussion and recommendations
" that follow. - Eleven discrete policy areas are then addressed, providing an _overiew of
progress in the last decade, current issues, a list of significant:relevant legislation enactéd in
- the last decade, and recommendations for the future. The report is intended to provide a
summary of each policy area rather than a comprehensive analysis. Appendix A provides
recommendations made by participants at the National Summit on Disability Policy to NCD
for NCD activities and initiatives. A summary of discussions held about emerging issues at
the Summit appears in Appendix B. Other appendices list Summit participants, give the text
of remarks made by Marca Bristo and Justin Dart at the Summit, and provide a description
of NCD.
This report will reveal that while much progress has been made in disability policy in

the last decade, much remains to be done to shape public policy so that it promotes the

~ achievement of independence for people with disabilities.




DISABILITY DEMOGRAPHICS

Disability used to signal the end of active life. Now it is a common
characteristic of a normal lifespan. Sooner or later it will occur in the lives of
most people, surely in the life of every family.

Justin Dart 5
“Fallacy and Truth About the ADA”
The Washington Post, July 18, 1995

Similarly deceptive is the now-popular figure of. “43 million people with
a disability”.. .for it implies that there are over 200 million Americans without
a disability. We in the independent living/disability rights movement have
coined the term TABS—Temporarily Able-Bodied. But the metaphor of being
but a banana-peel slip away from disability is inappropriate. The issue of
disability for individuals...is not whether but when, not so much which one but
how many and in what combination.

Irving K. Zola

“Disability Statistics, What We Count
and What It Tells Us”

Journal of Disability Policy Studies,
Vol. 4, No. 2, 1993

Disability, like aging, is increasingly an artifact of American society. Advances in
public health, medical treatment, and fechnology enable people to live longer lives. The
longer one‘lives, the more likely one is to develop a disability. Premature infants who once
would have died at birth now live. People injured in car accidents, diving accidents, and
war now survive, when once they would have died. The increasing presence of people with
disabilities in society, like the increasing proportion of élderly peopie in society, is a

testament to the success of modern science.
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As a group, people with disabilities are older, poorer, less educated and less
employed than people without disabilities. The most widely accepted estimate of the number
of people with disabilities is 49 million non-institutionalized Americans (McNeil 1993). As -
such, people with- disabilities constitute the single largest minority group identified in the
United States, surpassing the elderly (about 33.2 million) and Afncan Americans (about 32 7
million) (Bureau of the Census 1995). , ‘

Data from the 1990 Census indicate that about 2.3 million residents of institutions
have d1sab111t1es most of these re51d1ng in nursmg homes. Others live in mental hospitals,
correctional 1nst1tut10ns and mental retardation facilities. Mental d1sab111ty is the most
frequent 1mpa1rment cited among those living in 1nst1tutions (LaPlante 1991). In the last
decade, the number of people with disabilities who are homeless has increased, particularly
those with mental disabilities.

The percentage of people w1th a disabihty Increases with age. While 5 percent of the’
populatlon less than age 18 has a disability, 84.2 percent of those age 85 and over have a
d1sab111ty Of those age 18-44, 13.6 percent have a d1sab111ty, while of those age 45-64, 29.2
percent have a disability (McNeil 1993). As the baby boom generation advances in age; the
number of people with disabilities will likewise increase. ‘. ' r

There are differences in the prevalence of severe disability among races, ethnicity -
groups and sexes. For thé population aged 15-64, 7.4 percent of Whites had severe - ‘
disabilities, compared to'12.7 percent of Afncan Americans 11.7 percent of Amherican

Indlans Eskimos or Aleuts, 9.1 percent of those from Hispanic origin and 4.5 percent of -

* Asian or Pacific Islanders. Males had a disability rate of 18.7 percent and a severe d1sab111ty

rate of 8.1 percent For females, the corresponding rates were 20.2 percent and 11 percent
(McNe11 1993)

Edlication

People with disabilities have a lower level of educationaI attainment than people

without disabilities. While improvements in the last decade have been documented, a gap

between people with and without disabilities remains in terms of both high school and college
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‘ graduatiori. For example, only 14 percent of people without disabilities, but 34 percenf of
peoﬁle with disabilities, have less than a high school education (Yelin 1996).

The dropout rate for high school students with disabilities decreased from 27.4
percent tol22.4 percent between 1986-87 and 1991-92. Between 1984-85 and 1991—92, the
percentage of students with disabilities completing high school rosé'ffom 55 percent to 64
percent (U.S. Department of Education [DOED] 1994). . '

Few students with disabilities go on to postsecondary school; however, the number is
increasing. One study found that when students with disabilities had been out of high school
3 to 5 years, fewer than one-third had enrolled in postsecondary education programs, less
than half the rate of youth in general (DOED 1993). However, in.1991 almost 9 percent of
college freshmen were students with disabilitiés, whereas in 1978 less than 3 percent were
students with disabilities (DOED 1995a).

o Among people with diSabilities, minorities are less educated than non-minorities. For
“example, while 30.7 percent of Whites with disabilities have less than a high school

education, 43.3 percent of minorities have less than a high school education (Yelin 1996).

Income Status

People with disabilities are poorer than people without disabilities. In Januéry 1995 ,-
30 percent of people with work disabilities had incomes below the poverty level, com-paire‘d‘
with 10.2 percent of the working-age population without work disabilitiés. Of those with,
severe work disabilities, 35.8 percent had incomes below the poverty level (LéPlanfe et al.
1996). -

While the average family income for all families in 1995 was $46,478, it was onlS/ "
$28,067 for families of people with disabilities. Among'families ‘with disabilitiés; those who
were White had an average family income of $30,216, while those Who' were'mihorities had

an average family income of $20,587 (Yelin 1996).
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Employment

People w1th d1sab111t1es are twice as hkely as people w1thout dlsablhtles to be
“unemployed. In 1995, 10.1 percent of the population aged 16-64, or 16.9 million people,
had a work disability. Of these, 11.4 million had a severe work limitation and were not
participating in the labor. force, with a cost-to society of about $150 billion (LaPlante 1995).
People with disabilities who are minerities are less likely to be employéd than people with
disabilities who are not minorities. ‘ ' |

Among people with d‘isabilities' those who are minorities are less likely to be working
than those who are White. While 31.2 percent of Whites with d1sab111t1es were employed in
1995, only 19 percent of non-Whites were working (Yelin 1996). .

According to polls of 1000 people with disabilities taken in 1986 and again in '199.4,
there was virtually no change in the proportion of people with disabilities who are working.
Both polls found abdut tw@-thirds of working-age people with disabilities not working.
Somewhat fewer acﬂnlts with Qisabilities were working full-time in 1994 (20 percent) than in
1986 (24 percent) (Lou Harris aind Aséociates 1986, 1994). This lack of increase in the
employment rate of people with disabilities persists despite an increase in their overall

education level.

Note: As this repdrt went to press, the President’s Commhittee on Employment of People
with Disabilities notified NCD that it would soon release new employment figures for people
with disabilities that are more encouragmg than the information cited above. These figures

are based on a new survey by the Census Bureau.
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INDEPENDENT Ll VING, DISABILITY RIGH T S
~AND DISABILITY CULTURE

In its broadest implications, the independent living niovement is the civil -
. rights movém_ent’ of millions of Americans with disabilities. It is the wave of '
protest against segregation and discrimination and an affirmation of the right
.+ .. .and. ability-of persons with disabilities-to share fully in the responsibilities-and
_joys of our society. - '

" . Ed Roberts -
1977

| The dignity of nsk is the heart of the’indé-pendent li'vin'g mo'verﬁéﬁi: '
Without the possibility of ‘failure, the dzsabled person lacks true zndependence |

and the ultimate mark of humanity, the nght to choose.

Gerben DeJ ong °
1983 . -

The key force behind a rethinking of policy toward persons with
 disabilities has been the independent living movement.

Judith E. Heumann
" “Building Our Own Boats”
1993.- ' _

For generations, society has vzewed people wzth dzsabzlmes as cztzzens
in need of charzty Through ignorance we tolerated discrimination and
succumbed to Jear and prejudice. But our paternalistic approach did no more
to improve the lives of people with disabilities than labor laws restricting
women in the workplace did to protect women. Today we are shedding these
condescending and suffocating attitudes—and widening the door of opportunity

Jor people with disabilities.... People with disabilities are here today to remind
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- us that equal justice under the law is not a privilege but a Jundamental
birthright in America.

Senator Ted Kennedy, during the - -
Senate’s passage of ADA
Tuly 13, 1990

Amert_'ca s mission was and still is to take diversity and mold it into a
cohesive and ‘co;here‘nt whole that would espouse virtues and values essential to
the maintenance of civil order. There is nothing easy about that mission. But
it is not Mission Impossible. | ‘ '
Former Representatlve Barbara J ordan
1993

A hallmark of the past decade has been the growth of the disability rights movement

and the independent living philosophy. Just as civil rights movements for African Americans

‘and women propelled political, social and legal changes in society, so too has the disability

rights movement. _ .
“During the 1960s and 1970s people with d1sab111t1es began to-organize themselves to
gain greater access to society and to challenge widely held stereotypic belrefs and attltudes
about them. Influenced by the antiwar movement of the 1960s, the Black civil rights )
movement of the 1960s and the feminist movement of the 1970s, disability leaders began to |
articulate an agenda and engage in activities to promote their civil rights. Although there is
no one defining event marking the birth of the independent living movement, the
determination of a group of students with disabilities to attend the Un1vers1ty of Cahforma at -
Berkeley in the 1960s is often consrdered the pivotal effort that began the disability rights |
movement. Those students were led by Ed Roberts, at the t1me a young man with significant
disabilities who was determined to go to college (Shapiro 1993) | '
Other people with disabilities began organizing groups around the nation. For )
example in 1971 Judith E. Heumann formed a group called Disabled in Action to advocate |

for disability rights in New York Grassroots organlzatlons in commumtles around the

country organized to seek commumty—based services that supported their independence in 11eu |
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of institutions and services that fostered dependence. In Washington, a national -
coalition—the American Coalition of Citizens.with Disabilities—was .formed to monitor and

influence legislation.

Independent Living Phildsophy and Services

The three cornerstones of the independent living philosophy are consumer '
sovereignty, self-reliance, and political and economic rights. The philosophy rejects the
supremacy of professionals as decision makers and views disability as an interaction with the
society and the environment rather than as a medical condition or physical or mental
impainnent (DeJong 1979).  Essential features of the independent living service model
include consumer control, a cross-disability emphasis (inclusion of people with all types of
disabilities—mental, physical, sensory), a community-based and community-.rest)onsive
approach, peer role modeling, provision of a wide range of seruices, a community advocacy
orientation and ooen' and ongoing access to services (Lachat 1988). .

Beginning in 1978, funding for independent living services was authorized through
Title VII of the Rehabilitation Act. These funds were authorized to promote the development
of serv1ce programs operated by and for people with disabilities. In 1979, 10 1ndependent
living center were funded throughout the country. Today there are over 200 centers '
throughout the states, providing information and referral services, peer counseling,
independent living skills training, and individual and systems advocacy (Smlth Frieden and
Richards 1995). - ' '

The Disability Rights Perspective

- The disability nghts perspective views people w1th disabilities as a mmonty group
that has been subject to discrimination and unfair treatment—m legal terms aclassof
,people It stands in contrast to a charitable perspectlves whlch views people with dlsablhtles
as unfortunate and deservmg of pity and care. L1kew1se it stands in contrast to a medical
model, which views people with disabilities as needmg to be “cured.” It also stands m,

contrast to a rehabilitation perspective, which views people with disabilities as needing
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experts and professionals who can provide services to enhance the funct1on1ng of the
individual. Dunng the 1980s, the d1sab111ty r1ghts perspectlve has become the dommant
perspective adopted by leaders of the d1sab111ty commumty and reﬂected in thelr approach to
public pohcy One commentator has described the evolution of regard for people w1th "
d1sab111t1es as movmg from caste to class™ (D1sab1hty nghts and Educatlon Defense Fund
1981). | | -
" The tenets of other civil. nghts perspectrves apply to the d1sab111ty nghts perspectlve
The deﬁnlng aspect of the perspectlve is that people with d1sab111t1es as a group, have been :
subject to pervaswe and per51stent d1scr1m1natory treatment. The remedy for such treatment
' is a prohibition agamst dlscnmlnatlon protectlon of civil nghts and he1ghtened )
empowerment of people with dxsab1l1t1es Begmnmg w1th the passage of Section 504 of the
Rehabilitation Act of 1973, people with disabilities were acknowledged by the Congress asa
class of people subject to pervasive discrimination. The Americans w1th D1sab111t1es Act
(ADA) affirmed this view. Dlsab1l1ty policy has: 1ncreasmgly acknowledged that—hke race,
-ethnicity, gender, and age—disability is a characteristic that invites dlscnmmatlon S
The ‘notion of disability rights is a relatively new concept, yet to be widely undérsiood
by the public. . While people gene‘rally acknowledge racism and sexism as realities to be
challenged, discrimination against people with disabilities often goes unpercéived. - |
Furthermore, paternalistic acts and attitudes toward people ‘with'disabilitiesare often
expected and accepted, when in fact they are acts and attitudes of discrimination and should
be so labeled. - | ' | ‘
Many org’anlzations have evolved over the last ¢ouple of decades to promote and " -
defend the rights of people with disabilities such as the Disability Rights Education and
Defense Fund, Americans for Disabled Attendant Programs Today, the'National Council on
Independent Living, the National Association of Protection and Advocacy Systems, the
National Parent Network on D1sab111t1es and the Consortium for Citizens With D1sab111t1es

wh1ch is based in Washlngton and .comprises over 100 national organizations.
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The Disabvility Vote | |

W1th 35 million votmg age Americans, the d1sab111ty community constltutes a
s1gmﬁcant votlng bloc The impression of the disability commumty as a silent and
overlooked minority, a sleepmg giant,” is changmg Data from a study of the 1988
pre51dent1a1 election strongly suggest that George Bush gained votes among voters w1th
disabilities because of his outreach efforts. It is hkely that the disability vote helped win the
election for President Bush (Natlonal Orgamzatlon on Disability 1996). D1sab111ty rights
advocates are currently workmg aggresswely within both major pohtlcal parties to attract the
dlsablhty vote for the next presidential election. Efforts are under way w1th1n the d1sab111ty

community to register people with disabilities to vote.

Disability Culture

, - The past decade has witnessed the evolution of the notion of what some have
described as disability culture, a corollary to the self-identification of people with disabilities.
as a.minority group. As people with disabilities have increasin_giy come to identify with each
other, and to express themselves artistically through graphic arts, performing arts and
participation in-the cultural life of society as a whole, they have increasingly identified- their -
own cultural affiliation, which, as with other minority grouos, may mitigate the effects of
social devaluation. A function of disability culture is a celebration of the uniqueness. of
disability and a sense of belonging in a world that is often rejecting. Key aspects of
disability culture. have been identified as unique communication, disability-humor, a sense of
shared history in society, evolving language and symbols, a common worldview, and shared

strategies for surviving and thriving (Gill 1995). .. -

Disability Studies

As the disability community has grown, its researchers and academics have sought to
develop a home in academia. In much the same way that the civil rights movement for
African Americans generated departments of African American studies and the feminist

movement generated departments of women’s studies, the disability community has promoted
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the notion of developing disability studies as a discrete area of academic inquiry. The field
of disability studies, described as the study of the lived cultures and experiences of

individuals with disabilities, is in its early stages of development.
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ASSESSMENT OF DISABILITY POLICY

Policy Coordination
| We must forge a national disability policy that is based ‘on three simple
creeds—inclusion, not exclusion, independence, not dependence; and
empowerment, not paternalism.

President Bill Clinton
1996

...an exclusively special needs approach to diSability is inevitably a
short-run approach. What we need are more universal policies that recognize
that the entire population is “at risk” for the concomitants of chronic.illness
and disability.... Without such a perspective we will further create and
perpetuate a segregated, separate but unequal society—a society inappropriate
to a larger and older “changiné needs * population.

Irving K. Zola
“Universalizing a Disability Pohcy
1989 .

~ The Americans with Disabilities Act (ADA) is the most comprehensive policy
statement ever made in American law about how the nation should address individuals with
disabilities. Built on the principles.of eciual opportunity, full participation, independent
living and economic self-sufﬁciency, the law reflects the d'isebility community’s convictions
and determination to participate as first class American citizens and to direct their own,
futures.

Yet little progress has been made in ensuring that the various federal programs for

people with disabilities are grounded in the prmc1p1es of ADA. People with disabilities
recelve conflicting messages from national dlsab111ty policy. While national policy promotes

employment, national policy does not ensure access to health insurance unless an individual

(
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with a disability‘ is not working. While full participation in the community is a national goal,
many people with disabilities can receive the support services they need only if they live in-
segregated settings. While the Federal Government spends about $175 billion per year on
people with disabilities, most of this amount continues to‘support‘ dependence rather than
independence. - Decisions about the services people with disabilities will receive continue to "
remain largely in the hands of service providers, rather than people with disabilities.
Progress in ensur;ingf that people with disabilities are considered and included in
generic polidy areas has begun. For example, there has been a concerted effort to ensure .
that the National Information Infrastructure will be accessible to and usable by people with
disabilities. President Clinton’s 'AmeriCorps program explicitly included people with
disabilities-as both volunteers and recipients of volunteer services. Yet national employment
and labor policy, as well as foreign policy, have done little to acknowledge people with. * -

disabilities.

The Federal Level

There are multiple federal programs for people with disabilities, administered by -
different fedefal agencies. The programs differ in their eligibility criteria and foci,
depending on their purposes and their target populations. The largest federal disability
programs are Social Security and Medicaid/Medicare.

Disability programs are distributed through a numbér of committees and
subcommittees in Congress that rarely consult with each other during policy developiﬂent.
" For example, in the Senate the $63 billion Social Security programs-and the $43 billiori = :
Medicaid and Medicare programs are ﬁn'der the jurisdiction of the Committee on Finance.
The Subcommittee on Disability Policy of the Committee on Labor and Human: Resources
has jurisdiction over vocational rehabilitation, special education and ADA. Yet there is no’
mechanism fof these committees to jointly address the conflicts or promote coordination of
the disability policies under their respective jurisdictiohs.

~ The current climate in Washington is one of consolidation, downsizing, block grants

and performance partnerships. Legislation intended to consolidate vocational rehabilitation
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with other federal employment programs was introduced and almost enacted in 1995.
Congress is considering transforming the. Medicaid entitlement into a state block grant,
While consolidation offers increased flexibility in service delivery, it also brings the
risk of loss of services altogether as potential recipient groups are left to battle for a fair
share at the state level. Many people with disabilities believe they may lose funding and
services under state block grants, as they are often put in a position of competing with othér

groups who have historically been more successful in staking their claims at the state level.

The State Level .

Much of the consolidation impetus has been generated by states that are frustrated
trying to implement so many federal programs with'disparate requirements. State programs
generally reflect the categorical nature and complexity of programs at the federal level.
There is no single point of entry or access point for people w1th disabilities to receive
information or services.

A number of states have attempted to address these problems by consolidating
programs at the state level. The state of Wisconsin developed a county-administered
program, the Community Options Program, designed and funded to divert and relocate
people with significant disabilities from institutions. The state of Oregon enacted legislation:
authorizing the state to set up a comprehensive health and social service system for people
with disabilities.

. A recent report examined the states’ experiences in administering disability programs
and recommended the consideration of consolidation at the federal level with a strong
consumer and commumty focus. A set of consumer-centered values was recommended to
dnve reform ‘with a common intake process and a consumer-centered individualized plan for

each customer who receives services under the consolidated system (Scully, Snow and Riley
1995).

The Customer’s Perspective
The customer with disabilities seeking services faces a maze of programs,

requirements and bureaucratic obstacles. Separate intake systems and eligibility
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determination processes are frustrating and wearing. Furthgrmoré, ‘even after being
determined to be eligible by an agency or service provider, the customer is empowered with
little leverage to participate in decisionmaking about the services she or he will recejve.
Duplication and conflict are commonplace. A customer in one state was reported to have 12
different case managers (Scully, Snow and Riley 1995). o

~ Waiting lists are another common problem. Rarely do states provide se;vicés,to all
eligible recipients in any service area. | For example, state vocational rehabilitation agencies
now use an order-of-selection process b'.ecauseA the demand for their services is so much
greater than their resources. Lack of adequate‘ resources is usually the explanation for

waiting lists.

Data Collection |

Lack of detailed and current data about people with disabilities remains an obstacle to
. effective policy development and ahalysis. Major national surveys do not routinely collect or
report data about people with disabilities the way they cdllec; and report data about other . -
protected groups, -such as women, the elderly, and racial and ethnic minorities. - Disability
statistips lag well behind many areas of health and social statistics. There is neither a . |
national survey that regularly gathers information about the nation’s population with
disabilities nor an agreed-upon definition of disability. Data about people with disabilities
are often gathered from survey questions that were not intended for this purpose. Survey
questions often reflect a medical orientation to disability rather than an independent living -
orientation. The major national surveys used are the National Health Interview Sﬁrvey
(NHIS), the Survey of Income and Prograrﬁ Participation and the Current Population Survey.

There has been considerable discussion in the last decade about the limitations of
these databases and the need for a database specifically designed to answer policy- relevant
questions about people with disabilities. One outcome of this discussion has been the
creation of the most compfehensive national surve); on disability ever uhdertaken in this
country—the 1994/1995 Disability Survey, a supplement to the NHIS. Questions for this
survey were extensively reviewed by the federal disability community, advocacy groups, and

academics. In addition, the questionnaire was voluntarily tested by people with disabilities
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and ‘their familie_s. It is intended to address key policy questions, including why employment
among people with disabilities is so low and why the Supplemental Security Income (SSI)
and Social Security Disability Insurance (SSDI) rolls have experienced so much growth.
Survey results should be released in 1997. '

There are currently no plans to repeat this §urvey later. It is scheduled as a one-time,
snapéhot event; thus it does not appear to be a vehicle for examining trends over time in
employment, income, and other areas important to monitoring the status of people with
disabilities. ' |

Little improvement in data collection about people with disabilities has been evident in
the last decade. The limited availability of data about people with disabilities continues to

thwart policy analysis and promote an “out of sight, out of mind” viewpoint.

Recommendations
During the last decade, public policy discussions have increasingly focused on
enhancing the consistency and coordination of programs and policies for people with
disabilities. Even though discrepancies and conflicting purposes remain the rule rather than
the exception,l efforts are-under way at both federal and state levels to bring consistency and
* coordination to benefits and services. H0wevef, the goals established by ADA do not yet
drive policies that affect people with disabilities, nor are they used to drive budget and
spendihg priorities and allocations. In most states, people with disabilities seeking services
from the many service systems are still too often frustrated by the maze they must negotiafe 3
to try to meet their needs.

Goals of ADA
‘1. All federal agencies involved with policies or programs that affect people with
disabilities should ensure that such policies and programs promote the goals of ADA. In
cases where there is conflict, changes should be initiated, including drafting legislatii'e‘
proposals if required.

All policies and programs should support empowerment, independence, economic

self-sufficiency, full participation and-equal opportunity. Many programs and policié‘s
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-continue to present obstacles to the achievement of these goals rather than creating

opportunities.

Coordination and Collaboration

2. The Federal Government and the Congress vshould develop mechanisms to ensure
consistency, collaboration and coordinétion among federal agencies that administer
policies that affect people with disabilities and among Cohgressional committees with
Jjurisdiction over policies and programs thaf affect people with disabilities.

The goal of such mechanisms should be to ensure that programs and policies interact
in such a manner as to promote independence for people with disabilities rather than to create
obstacles. Such mechanisms, which may be interagency committees in the case of the
Federal Government, should also work to avoid duplication and to maximize use of existing
resources. |
3. Federal agencies should work to reduce the redundancy and duplication imposed .
upon people with disabilities when they are seeking to participate or are participating in
programs or services and should seek to maximize customer satisfaction with entry into, -

participation in, and exit from programs and services.

The Federal Role 4

4. If the Federal Government grants greater authority to states, it must retain
responsibility and authority for enSuring rights and protections; standards for eligibility
for suppoi'ts; ‘benefits, and services; and meaningful outcomes for people with
disabilities.. ' |

Full Participation in the Community

5. Congress should revise federal laws and agencies should revise regulations (and.
require or encourage states to do the same) to ensure that all supports and services are -
pr;)vided to all people with diswbﬂities in the most inclusive setting. Revisions should
foster independenée and interdependence rather than dependence. A national

clearinghouse of successful approaches should be established and supported.
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Consumer Control

6. Congress and the President should ensure that people with disabilities are -
significantly involved in the development, direction ahd implementation of policies that
affect them.

‘Policy development continues to take place without the participation and involvement
of people with disabilities. Sometimes people with disabilities are involved in a minor or
token fashion. People with disabilities must play the central role in -directing policy that is
critical to their empowerment.

7. Congress, in consultation with NCD, should a) establish a policy that people with
disabilities and their families will control resoﬁrces necessary to obtain services and
supports of their choice and b) hold states accountable for implementing this policy.

Such a policy should include the provision of guidancé and support in assisting people
with disabilities and their families in making informed choices. Self-advocacy training,
focusing on skills, should be authorized. The customer service principle so common in the
private sector, with a focus on customer satisfaction, should be paramount. Marketing and
outreach strategies should be used to infbfm poténtial consumers of the services and sup'ports‘

that are available.

uit ' |

8. Congress and the administration should establish equitable policies that address the

needs of all people with disabilities (including éppropriating funds as needed to include

those with emerging disabilities and recently recognized disabilities) regardless of

disability diagnosis or label, age, gender, ethnic/cultural background, religion, familial

status or sexual orientation. ‘ ‘
Outreach to those who are often underrepresented is critical to ensure quuitable access /

for all people with disabilities, no matter what their disability and no matter what their race,

ethnicity, or other characteristics.
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Functional Need, Not Diagnosis or Label

-9. Congress and the administration should base policies and services for people with
disabilities on needs rather than on disability categories or labels.

The needs.of people with disabilities change over tiinc and are a function of the
interaction between disability-related limitations aﬁd environmental factors. Some supports
and services should be made available regardless of personal resources while others might be
‘means tested. Individuals should not be required to impoverish themselves to have access to

publicly funded supports.

Accountability
10. All federal and state government agencies should ensure that all of thelr

communications are available in accessnble formats and that they portray people with
disabilities in a manner that is consistent with the empowerment and mclusnon goals of
‘ADA.

/

Dhta Collection and Analysis

11.- The administration should ensure that all federal statistical activities that include
data collection and reporting for other groups, such as minorities and women, include
thé category of people with disabilities, using a definition based on ADA.

Federal agencies that sponsor research and data collection that affect people with
disabilities should reevaluate the economic assumptions that are implied in typical cost-
benefit analys'is in light of the new disability paradigm embodied by ADA. The Federal
Government should review existing ‘surveys that have questions related to disability and
update thoseAquestions'so that they reflect the paradigm of disability embodied in ADA. All
federal agencies conducting surveys should ensure that people with disabilities are the
respondents, rather than using proxies. This will require alternate formats, adaptation of
telephone surveys for people wiih cognitive impairments, training of surveyors in how to

interview people with particular needs, etc.
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12. The Federal Government should design and carry out a recurring longitudinal
study (with a design comparable to that of the Survey of Income and Program ‘
Participation) that routinely collects and reports data that are relevant to the goals of
ADA and the disability community. |

The Federal Government should sponsor methodologlcal analysis and development
' that will develop new measures and survey questions appropnate to the new paradigm of
| disability as reflected in ADA.
. 13. The Federal Government and the Congress should ensure that questions about
disability are adequately included in the 2000 census.
14. All federal agencies should promote further analyéis of existing data related to
people with disabilities, particularly data from the 1994-95 Disability Supplement to the

National Health Interview Survey.

Tribal Governments and Indigenous Peoples

15. Federal and state governments should invest resources in working with tribal
governments and indigenous people with disabilities to ensure that all policies affecting
people with disabilities are culturally appropriate and extend beyond the federal or state
government to include tribal governments.

Mény federal policies, such as ADA, were not developed in conjunction with tribal
governments; thus their applicability to indigenous people and tribal governments is still
being delineated. In the future, Congress and federal and state -governments shoilld work
together to ensure appropriate applicability of disability laws to tribal governments and

Native Americans.
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Civil Rights
Discrimination occurs in every facet of our lives. There is not a
disabled American alive today who has not experienced some Jorm of
 discrimination. Of course, this has very serious consequences. It destroys
healthy self-concepts and slowly erodes the human spirit.

1. King Jordan .
President, Gallaudet University
1989

Asa Jormer mental patient (wWho now prefers to use the term psychiatric
survivor) who has been active for many years in the movement to develop self-
help and empowerment, 1 have seen the crippling effect that stigma has on
people who carry the mental illness label....Indeed, this prejudice may be the
‘most powerful barrier that persons with psychiatric labels face, keeping us out
of the mainstream in the same way that the lack of ramps hampers people in
wheelchairs from fully participating in community life.

Judi Chamberlin
‘“Psychiatric Disabilities and the ADA”
1993

Today’s legislation brings us closer to that day when no Americans will
ever again be deprived of their basic guarantee of life, liberty and the pursuit
of happiness....This historic act is the world’s first comprehensive declaration
of equality for people with disabilities.

President George Bush

Statement at the signing ceremony
for ADA

July 26, 1990

America is reaping the benefits of a more inclusive society. Employers
have a larger pool of qualified workers. Businesses are opening doors to new

customers. State and local governments are enjoying broader citizen
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participation. Most important, individuals are being judged not by their
disabilities, but by their abilities.

President Bill Clinton
July 18, 1995

ADA has made me feel like a real American!

Gregory Dougan

Voices of Freedom

National Council on Disability
1995 -

Throughout history, people with disabilities have been subject to prejudice,

' stéreotyping and discrimination (Mayerson 1982; DREDF 1981). Beliefs about the
inferiority of people with disabilities have offered justification for their subordination in the
same wa)" that erroneous but widely held beliefs reSulted in the oppré’ssion of women and
African Americans. Disability policy, like policy for other oppressed groups, has both
guided and reflected changes in attitudes over time. Over the last century disability policy
has evolved from an orientation of care and charity to an orientaﬁon of medical treatment
and rehabilitation to its current orientation of empowerment and civil rights. The growth and
determination of the disability rights movement, like those of other civil rights movements,
have generated numerous civil rights laws over the last 25 years, beginning with Section 504
of the Rehabilitation Act of 1973 prohibiting discrimination against people with disabilities
when federal funds are involved. Other legislation built on this foundation to expand the
antidiscrimination mandate—the Voting Accessibility for the Elderly and Handicapped Act of
1984, the Air Carriers Access Act of 1986,- the Fair Housing Amendments Act of 1988, and

the most comprehensive civil rights legislation to date for people with disabilities, ADA.

The Americans with Disabilities Act

People with disabilities are now protected by comprehensive antidiscrimination
legislation comparable to that for women, racial and ethnic minorities and the elderly.
Modeled after the Civil Rights Act of 1964, ADA has contributed significantly to equal

opportunity for people with disabilities. With a legal prohibition against discrimination and
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enforceable sanctions established, people with disabilities have begun to experience the
empowerment of ﬁrst—class American citizenship and the benefits of full participation.
Enactment of ADA was the key recommendation made by NCD in its landmark report of
1986, Toward Independence. ‘

The benefits of ADA havé been documented in detéil elsewhere (Blanck 1994a,
1994b, 1996; Gostin and Beyer 1993; NCD 1995; U.S. General Accounting Office 1994;
West 1991, 1996a, 1996b). People with disabilities have experienced increased access to
many environments and services including town halls, public libraries, child care centers,
courthouses, retail stores, restaurants hotels, parks 911 emergency serv1ces university
. programs and telecommunications services. Employment opportunities have increased w1th
the provision of reasonable accommodations. Students with learning disabilities can receive
additional time to take the SAT. Applicants with visual impairments can take the bar exam
in large-print versions.” People who are blind or deaf can serve as jurors. People with
mobility impairments are traveling independently, some after years of staying at home being
imprisoned by the lack of access to the environment and society.

People with disabilities feel differently about themselves as a result of ADA. They
are empowered and more confident in approaching employers or entering public places.
They are trav.eling places they have never been before, shopping in stores they never had
access to, and attending dramatic arts anci musical performances at theaters that used to
exclude them. They are eXperiencing the pride of independence and the satisfaction of full
participation. | '

Following the passage of ADA, people with disabilities have increasingly come to
identify themselves as a minority group and to be identified as a minority group in public' -
policy. The Harris polls of people with disabilities reveaied -a 14 percent increase in the
number of individuals feeling a sense of common identity with other people with disabilities
between 1986 and 1994 (Lou Harris and Associates 1986, 1994). The last decade has also
witnessed a broadening of the disability community. People with HIV and AIDS now
identify with the disability community. The presence of people with mental illness

advocating for themselves.has grown notably
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" ADA is creating positive changes in American society and culture, enhancing the
national tradition of celebréting diversity among our citizens. Notions of accessibility,
accommodation and universal design are increasingly becoining a part of how America does
business. People without disabilities can look forward to a more accessible society as they
age. Businesses have reported unexpected positive impacts as they have expanded their -

markets and tapped new employee pools.

Programs and Services Supportihg Civil Rights for People ‘with Disabilities

Key federal programs that advocate for and protect the rights of people with
disabilities have grown steadily over the last decade. The Protection and Advocacy Systems -
and. their affiliate programs (Client Assistance Programs, Protection and Advocacy for
Individuals with Mental Illness, Protection and Advocacy for Individual Rights, Protection
and Advocacy for Technology) are active in every ‘state serving over 600,000 individuals
annually. Centers for Independent Living are also active in every state promoting effective
implementation of the law. In addition, there has been an increase in participation in '
disability rights litigatioh by members of the private bar and legal 'services organizations.
State and local laws and ordinances barring discrimination on the basis of disability have
facilitated compliance with ADA. ‘

‘The Federal Government has supported the provision of technical assistance to both
entities covered by ADA and people with disabilities whose rights are protected by the law. -
Technical assistance centers in every region of the country, éalled Disability and Business
Technical Assistance Centers, answer questioﬁé, pfovide training and 'develop and |

disseminate materials.

Ongoing Discrimination ‘

- Despite. the remarkable progress in civil rights, people with disabilities still encounter
discrimination frequently, and access cannot be taken for granted. Between July 26, 1992,
and March 31, 1996, 63,000 employment discrimination complaints were filed with the
Equal Opportunity Commission. Discrimination complaints have been filed by people with

disabilities in virtually all areas covered by ADA, including education, transportation, state
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and local government services, public accoi’nm,odations and telecommunications. In 1994, 30
percent of working-agé people with disabilities indicated they had encountered job
discrimination, up 5 percent from 1986 (Lou Harris and Associates 1994). People with
disabilities continue to report obstacles in housing, transportation, education and access t0"
public accommodations. People who are deaf and hard of hearing cite ongoing
communication access barriers. | |

While ADA has had some impact on the provision of health insurance, its.
comprehensive antidiscrimination mandate does not address lmany health insurénce practices.
Preexisting-condition exclusions, underwriting practices, and caps on benefits continue to
negatively affect people with disabilities and disadvantage them in both access to health care
and access to private health insurance p011c1es In addition, people who are deaf have noted -
considerable difficulty in gaining communication access to health care prov1ders through the
provision of sign language interpreters.

Peoplé who are perééiv’ed, to be “mentally ill” are frequently subject'to legal .
interventions applied. only to them on the basis of the label of “mental illness.” Such. -:
interventions would not be tolerated if applied to. peoplé without the l'abel of mental illness.
Such interventions include forced treatment, involuntary commitment, forced or coerced

medication and substantial limitations on personal freedom imposed by the judicial system.

" Federal Enforcement | | | - Ce -y
* Every relevant agency ,0f the Federal Government has initiated activities to implement
ADA in good. faith and in ‘keepiﬁg with the spirit of the law. However, the Federal ..
Govemment has yet to use its full authority to enforce the law. Both Republican and
Democratlc administrations have requested additional funds from the Congress for ADA
enforcement- yet such funds have not been forthcoming. Without the infusion of additional
resources, federal agencies will remain unable to use their full. -authority to enforce the law.
With a 20 percent increase in workload resultmg from the enactment of ADA, the Equal
Employment Opportunity Commission (EEOC) is slow in processing complaints. The -
Department of Justice (DOJ) is not investigating all the complainfs it receives and the

Department of Transportation (DOT) is unable to track the complaints it receives (West
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1995). People with disabilities have repeatedly urged the Federal Government to play a
. stronger roie in enforcement (NCD 1994; PCEPD 1994).

Despite the technical assistance provided by the Federal Government, many’ covered
entities and people with disabilities are unaware of the requirements’ of the law. For
example, a 1994 survey found that only 40 percent of people with disabilities were-aware of
the law (Lou Harris and Associates 1994). Outreach to small businesses and people from

ethnic and racial minorities with disabilities is lacking (West 1994).

The Backlash

- Just as other disenfranchised groups have experienced backlashes against their efforts
to empower themselves, so too have people with disabilities. Although some in the media -
have taken the time to understand the issues and provide fair and balanced coverage,
unfortunately, too often the media have highlighted “fringe” ADA cases-and characterized
ADA as an example of government overregulation. People with disabilities havé often been
portrayed as malingerers, using ADA as a mechanis;n to avoid responsibility. ,People"with
disabilities see ADA as a ticket into the workforce, into thé marketplace and into the
community, not as a route to avoid responsibility. This basic message is rarely

communicated by the press.

Key Legislation in the Past Decade

- The Voting Accessibility for the Elderly.and Handicapped Act of 1984 (P.L. 98-
435) requires that registration and polling places for federal elections be accessible to people
with disabilities. -

The- Air Carriers Access Act of 1986 (P.L. 99-435) prohibité discrimination against

“persons with disabilities by all air carriers.

The Handicapped Children’s Protection Act of 1986 (P.L. 99-372) overturned a
Suprenie Court decision and clarified that courts may award attorneys’ fees to parents ‘who
prevail in administrative or judicial proceedings brought under the Individuals with
Disabilities Education Act (IDEA). Awards under IDEA were authorized so that they are -

parallel to those authorized under other civil rights laws.
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The Civil Rights Restoration Act of 1987 (P.L. 100-259) amended Section 504 and
other antidiscrimination léws'to overturn the Supreme Court Grove City College v. Bell
decision, clarifying that the phrase “program or activity” was intended to apply to an entire
institution of which any component or part was receiving federal funds: '

The Protection and Advocacy for Individuals with Mental Illness Act of 1986
(P.L. 99-319) authorizes advocaéy on behalf of people with mental illness, focusing oﬁ
freedom from abuse and neglect in institutions and for a period of time after discharge from
such facilities. . - S

The Fair HoqsingAmendmenfs Act of 1988 (P.L. 100-430) amended the Fair
Housing Act of 1968 to extend the protections afforded by the legislation to people with
disabilities, adding diSability to réce, color, religion, sex and n.ati'onal origin as a prohibited
basis for dis'cfimin_ation. This legislation represented the first extension of legislation
prohibiting discrimination on the basis of disability into the private sector, paving the way for .
ADA. _ _

The Americans with i)isabilities Act of 1990 (P.L. 101-336) prohibits discrimination
on the basis of disability in employment,. state and local government éervices, transportation,
public accommodations and telecommunications.

The Revenue Reconcili[ation Act of 1990 (P.L. 101-508) includes a provision called
the “access credit” that enables{ small businesses to claim credit against taxes for half of the
first $10,000 of eligible costs of complying with ADA.

The Developmental Dlsabllltles Act Amendments of 1990 (P.L. 101- 496) authorize
Protection and Advocacy Systems in every state.

The Civil Rights Act of 1991 (P.L. 102-166) re.versed( nine U.S. Stipreme Court
decisions that restricted the protections available to covered worker; in employment
discrilmination cases and 'aut-horizeAd compensatory and punitive damages under Title V of the
Rehabilitation Act of 1973 and ADA. | |

The National Voter Registration Act of 1993 (P.L. 103-31) requires stateg to
provide enhanced voter registration services t_hroﬁgh driver’s license, public assistance and

disability agencies.
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The Telecommumcatlons Act of 1996 (P.L. 104-104) requires telecommumcatlons
manufacturers and service providers to ensure that equipment is designed, developed and
fabncated to be accessible to and usable by individuals with disabilities, if this is readily

achievable.

Recommendations

While there has been considerable policy development in the area of civil rights for
people with disabilities in the last decade, enforcement, education and empowerment are
lagging. Expansion in some areas is needed. In particular, minorities with disabilities face

multiple and unique forms of discrimination and disadvantage that restrict full participation.

Enforcement

1. Congress and the President must take action to ensure that all civil ri'ghts‘ laws
affectilig individuals with disabilities are more vigorously upheld, implemented and
‘enforced. Such measures would not only include significantly increased funding
dedicated to enforcement of disability laws by DOJ, EEOC and other relevant federal
agencies, but would also empower and encourage state attorneys general, state and local
governments, public interest and legal services organizations, aﬁd members of the
private bar to provide the means to redress discrimination against individuals with
disabilities.

DOJ and EEOC are currently backlogged with numerous complaints from -individuals
with disabilities seeking to assert and exercise their rights under ADA. DOJ routinely
returns complaints to complainants, saying that the Department is unable to investigate due to
a laek of resources. Enforcement controlled and funded by a limited segment of the Federal |
Government cannot alone be expected to reverse the history of unequal treatment, pervasive
discrimination and unjust stereotypical asSumptions that have oppressed individuals with
disabilities for decades. More expansive efforts are required in addition to increased effort
by the Federal Government to see that all civil rights laws affecting individuals with

~ disabilities are fully enforced.
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. The affirmative-action requirements of Section 501 and Section 503 of the .
Rehabilitation Act that apply to the Federal Government and federal contractors should be
fully implemented. Such implementation should not include the common practice of singling
out only certain disabilities for such efforts. NCD is opposed to the practice of targeting one
or two specific- disabilitieS. Instead, the entiré class of people with disabilities should be
included in affirmative action programs.

DOTJ should more vigorously enforce the National Voter Régistration Act, ensuring
that people with disabilities are provided with voter registration services at appropriate
locations.

' NCD should regularly convene forums to Qéveli)p strategies that would guide

enforcement. -

Strengthening Civil Rig‘ hts Laws

2. Congress should retain current civil rights laws ensuring that standards promulgated
under ADA are not lowered and should, where ‘necessary; enact legislation to strengthen
current civil rights laws so that | ' '
a) a private right of action is guaranteed to redress all violations;i
b) employment and other contracts may not be construed to waive or supersede
procedural safeguards and remedies contained in law; _ ‘
¢) violators of civil rights laws are subject to lihbility for compensatory and
punitive damages in all cases, with or without the intervention of the Federal
Government; _ '
Federal agencies violating Section 504 of the Rehabili_tétion Act and other disability
rights laws should be liable for compensatory and punitive damages. I
d) collection of costs and full attorneys’ fees is authorized without statutory
limitation; | |
e) affirmative action is required for all individuals with disabilities, including
those working in the private sector; |
The persistent high level of unemployment and underemployment of peoplé with

disabilities warrants the application of affirmative action as a policy remedy. This
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recommendation would expand the existing affirmative action requirements for the Federal
Goyemmeﬁt and federal contractors to. the private sector. Even-those who are not '
proponents of affirmative action acknowledge that it can have a positive impact on increasing
the employment rate of a particular group of people. Affirmative action requirements should
not include quotas, reverse discrimination or preferences for unqualified individuals.- -
f) public communications and telecommmunications law is expanded to include the -
prdvision. of captioning and audio description for all materials available to the
public;
g) consistent standardized universal building codes are developed, implemented
and required, at the level of standérds promulgated under ADA or a higher level;
h) discrimination on the basis of genetic information is'prqhibited using the

standards currently used to prohibit discrimination on the basis of disability.

‘Medical Directives and Personal Choice

3. The Federal Government should act to protect children and adults with disabilities
by ensuring that “do not resuscitate” and “no cardiopulmonary resuscitation” orders
and similar medical directives are carried out in a manner consistent with- the standards
of mondiscrimination set out in civil rights and other stétutes. This policy should in no
way limit the rights of adults with disabilities to make their own personal choices and to
exercise unrestricted control regarding medical orders and treatment for themselves.
Individuals with disabilities who are considering such medical directives or limitations
on their own treatment should, however, be provided with complete information on the
ramifications of their decisions and the full range of community support and medical

resources available to them.

hnplemeﬁtation
4. The Federal Government should encourage state, tribal, county and municipal

governments; regulatory agencies; territorial and regional authorities; public licensing
agencies; public Schools; zoning boards; accreditation groups; and private organizations

and entities to adopt disability policies, standards and requirements that are consistent
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with ADA to help eliminate discrimination and ensure equality of opportunity, full -
participation, independence, and inclusion. L
Nondiscrimination, independence, and inclusion should‘be the norms throughout‘the,,"
Unitéd States, and ADA provides a minimum national standard. Individual litigation based .
on federal law is not and should not be the only means for effective elimination of
disc_rimination and the implementation of the civil rights of people I'with disabilities. For
example, for certain industries and activities compliance audits could be-a condition of - .. .
licensing permission for public fund-raising. In other cases, violations of nondiscrimination -
sfandards would be a basis for revocation of professional licenses or disbarment. of a-

corporation.

Technical Assistance ,

5. Congress should appropriate significant funds to agehcies responsible for .enforcing:
civil rights laws so that they can develop and fund innovative collaborative efforts and
partnerships of traditional and nontraditional entities to ensure the effective -
implementation of ADA. Agencies should collect information and develop a database .~
about effective implementation strategies. |

6. The Congress and relevant federal agencies should ensure that organizations funded
to provide technical assistance and training related to ADA, including the Disability
Business and Technical Assistance Centers, are controlled by .people with disabilities. : -
Additional funds should be appropriated to expand such technical assistance.

Technical assistance can be an effective tool to ~a§oid, litigation, After six years of the
provision of technical assistance, effective models can be identified and expanded. ‘Standards
for technical assistance should be developed by an interagency disability committee o"r NCD. -
All training and technical assistance provided should be fully accessible in the broadest sense’
and should reflect multicultural and cross-disability diversity. A

Effective technical assistance must involve both people with disabilities who are
knowledgeable about disability issues and people with technical expertise. Sometimes people
with disabilities have both disability expertise and- technical expertise. Usually people with

disability expertise and people with technical expertise (such as architects, builders and -
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attorneys) must form partnerships to ensure that the technical assistance is accurate and
effective. Care needs to be taken to ensure that technical assistance is not provided by
organizations that do not have expertise in both areas. Too often one or the other prevails
and the outcome is less than optimal. Too often people with disabilities are not in leadership

positions.

Education and Training
7. Congress should authorize and fund education and training programs to promote
greater indepeﬁdence and empowerment of all individuals with disabilities, including
elementary and secondary students with disabilities, those with traditional disabilities,
and those with disabilities that are less widely recognized. The mission and funding of
independent living centers should be expanded to carry out such education and training
for this broader population.

- Materials and training must inform people with disabilities about their rights under
state, local and federal laws as well as how to exercise them and how to utilize complaint
‘mechanisms when they are violated. All such educational, training and informational
| materials should be developed and reviewed under the direction of people with disabilities.
The training should utilize peer training and emphasize cross-disability issues. Materials
should be-accessible in format and available in various languages as well as to people of
diverse ethnic and cultural backgrounds. Materials should be targeted to various age groups,
including youth. The Federal Government should provide such training directly and should
distribute materials directly as well as through federal, state and local governments and
territorial authorities.
8. Con,gress should require all federal agencies and recipients of federal funds,
including those based abroad, to undergo training about civil rights laws that affect
people with disabilities.

A mechanism should be established to provide for the development and

administration of standards for such education and training programs. Such a mechanism
could be a task force comprising a majority of people with disabilities. The task force could

also audit compliance with education and training requirements.
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Media Campaign
9. The Congress and the administration should allocate resources to develop a national
media campaign to educate the public about issues, concerns and civil rights of all
people with disabilities.

| The Federal Government and Congress have funded and launched several-effective
national media campaigns designed.to increase public awareness about important social
issues. A multimillion-dollar HIV/AIDS awareness-and education campaign utilizing
television, printed materials and mailings, and technical assistance for the.workplace has had
a significant impact on Americans’ understanding of HIV/AIDS. Similarly, campaigns to
educate citizens about drug abuse and to p