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Early in January 1989, the Office of Special Education and
Rehabilitative Services invited sixty people with unusual viewpoints
to meet and recommend directions the agency should take.
Over half the planners have disabilities of one kind or dnother.*
According to one OSERS official, nothing like this had ever been
done before.
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A keynote speaker with severely limited speech w.Ked a person using a
wheelchair to sit beside him and read his typewritten address to the audience.

In one of the five planning groups, a free-lance journalistusing a stick strapped
to a welder's headbandslowly punched the keys to a computer attached to :-us
wheelchair while his completed sentences were "voice synthesized" through a
loudspeaker. Another person, using sign language, communicated the journalist's
words to a government official who could not hear. The man with deafnm
responded in sign language which was received and voiced to the group by
another person.

A person who had been psychiatrically labeled expressed anger when others
described how parents had fought successfully to get help for their children with
developmental disabilities Somehow, "parent power" meant something else in
the field of me,:'al illness.

While almost everyone longed to be in the "mainstream" of society (with the
necessary supports), four or Fve of the people with deafness became troubled at
the thought of leaving a "highly-evolved deaf culture"a pocket in society where
communication was rich and everyone "signed."

With determination in voice, a woman vvith mental reurdation talked about
terrible days in an institution, how she finally became a "selladvocate" and
"made it" in the communityeven purchasing her own home.

In another group, a court-appointed monitor sat with a communication board
positioned on his lap. lie spelled sentences wuh his finger on it while a person
sitting beside him read the words out loudespecially for the benefit of a
songwriter who was blind.



As planners shared these experiences, the clearer it became that they had the
makings of a powerful coalition. From this coalescing spirit came the 2;
recommendations that follow.
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29 RECOMMENDATIONS IN SUMMARY

.441:

Advocacy organizations should
enable persons with disabilities to
testify for themselves at formal
government hearings.

111.1.11.111EIv,
A program for supporting state and
local self-advocacy orgenizations
be developed.

11.11111111Esr(,`

Persons with disabilities be helped
to compile their own oral history.*

A program for reshaping professional
attitudes be instituted for those
already working in the field.

j

School programs enable nondisabied
students and those with disabilities
to teach each other.

Sign language for persons with
deafness be tanght to nondisabled
students in elementary schools and be
included as a language course in all
secondary public school language
departments.

111:1111111111111111n,

A formal course in human disability be
included in the social studies
department of public schools,

'Ect[tor s note Although planners were asked to make recommendations to OSERS it became clear
that some of these new thrusts fall outside the purview of lots particular agency Therefore these
recommendations should be considered by all government aoencies at all levels They could
conceivably lead to healthier attitudes lc alternatives in private sector organizations as well



Persons with disabilities be provided Bookstores set up regular sections
formal c:ourses in self-asserticn. on disability.

11311111111E
People with disabilities be involved in
in their own program planning
sessions.

11111111111111E-
Enable persons with all kinds of
disabilities to form a national
coalition.

People who have been psychiatrically
labeled be included in all coalition
efforts and be allowed to represent
themselves.

State Protections and kdvocacy
Agencies hire persons with disabilities
as community organizers.

11:CMIMMIE1
Telecommunications devices for
persons with deafness (TDD) have
expanded availability and usage, and
be more readily identified and
understood by all citizens.

24,

Innovations benefitting people with
disabilities (curb cuts, television
captions, accessible voter booths,
security guards on subways, etc.)
be advertised as helping other
citizens as well.

1111111111111.11r

Unfair financial support systems
continue to be exposed when they limit
the self-determination of people with
disabil:ties.

11=11113111111FS.
Nondisabled persons be helped with
perceived "inner terror" they
experience in the presence of those
with disabilities.



29 RECOMMENDATIONS IN DETAIL

The enabling of people with
disabilities to determine their own

futures be seen as the top priority in all
government policynaking functions.

sin"' opponinaties to "hoosc fin" themseh es often
"(mac List -aftei the "hon."-, of prof eSSIlmals,
aid gin emment offkials- thee planneis i. ailed fol a
diange wuld get this puorit into the heads of
polk)malseis it would be an engine in itself," said (nle

II OlIld be a new handset, said another
Tho recligniied, how o er, that Nlmie pers( ins ha\ e
disabilities so soere their chances for ..elf
deterni,h,ition remain small FA en so, tho
iecommended dint gin emment shift its emphasis mob:
in fa\ (ir of letting persons with disabilities tiy to cho(ise
for themseh es than to quickly and automatically let
(ahos make dunces they might have been able to
make slowly ar,d haltmgly for themsel es

Advocacy organizations should enable
persons with disabilities to testify

for themselves at formal government
hearings.

"Nla be we aren't as fancy at talking as thi,se who do
test dY, said (me planno 'hut it s us tho 'le talking
about and if tho d lust k am to slow anvil and
listen we'd do okm One person dest [bed the
Irustratam he felt w hen he and (,theis tiaeied to a
umgiessional hearing, oply to be shunned into a side
room where they listened to the hearing through
loudspettkos it was agieed hy planneN iii aniither
group that b all()wing them to testif". the legislatels
would not (rnk get flesh facts and perspectives. also

dies "onkt ha\ e an e\ellent opponanit to change
then pereeptio,is and attitudes kw:ad people with
disabilities One planner summed up the situation

Cimgress. in the (,id -because there is not a "leaily
articti:aled isii ni if poipk. with disabilities -relies
(ni phdessionals who are mote than willing to go up
thete and ant,..idate their t.ont.erns Ctmgiess would
piefei to iisten to real constituenues that is.

people w ith !cal disabilities but, in then absei i t. e
ill take the Jo\ Ke of pn ,tessit mak

The term least restrictive environment
(LRE), now appearing in many federal

laws and regulations doesn't go far
enough.

Feeling that it didn't go La enough, planners eviessed
an uneasiness about letting I stand alone k.t tue

argued that litf: should he replaed ith hic in ilk'
Lommanay or an cla wonment of Ont'IN Own thOit
Oilios felt it at least needed to Ix. Lhanged Avst
1otrian e, most ,,e/f determining, emmmment

A program for supporting state and
-,77-a local self-advocacy organizations be

developed.

Rei. tornied sell adocae grotiPs shim vi idly that
(me poson ith di,,alalin can simienmes help
another in Ways t:iat relatn es, professionals and cm/ens
can no er help .V"ording to (me planner, they can

ha\ e a srecial "*.a i)f listening to each °diet

)011 and I mlist Like time ti listen to those whir,"
Ii a' es and pleas to he heard w(mId ()them ise fall

on the ears of indnidll'als who can hear, but ref-use to
reIly listen \Ve must stand beside those Ylaise
att2mpts to expiess themsek es ate fiequently iewed

others as "aberral,;,- "offtask,- 'noncompliant."
tippropi rate." "excessne,- "diallenging,-

"aggiesske, "self iniurams," or "nonsensical
'these expressions are -alid attempts to communicate
real wants, needs, or desires for others

Such listening in self ad\ ocacy orgammtions ( an help
diose iii i ik ed to mert.onie had menumes, to shale
how each sohed tough situations o en to he dile to
speak pt ih ic h iiii behaIl of one another



Eal Grand proposals benefitting persons
'444 with disabilities be rated according

to how well they include the concept of self-
determination.

ostnti needs stkh ratinrt s\ stem in nder to ellslue
that grantees ne\ er \\ C out our dunces to L h(x)se
and tr\ to Lk) things for (Ansel\ es

t.'l A conference of persons with
disabilities be called to evaluate

and redirect the Rehabilitative Services
Administration.

I h M one phintlei stied ltp the situation

What's \\ long with !dial) (RSA) is real haid to tix,
because the model is \\I-()ng So any attempt to fk
( sinte the 19-3 Au (shows I that It doesn't woik

aLkl Independent Li\ IN I hat doesn't work. NO
now \\ (2 add Siipponed Emploment \\,e keep
building into it aLldmonal pu)grams because we're
dissatiMled with hat the basic program does. Instead
of going baLk to the it)ot (and sa\ mg 1 the nit klel
wn )iig It's a medkal model And dAnplo ment Is

simpl\ not a medical issue

Grant review teams should incl de
persons with disabilities.

Slid one grant re\ iewer who is a mother of a daughtei
with a disabilit, I am appalled at the laLk of people
with disabilities and famil members that are part (it the
teams that le\ iew pi oposals," It wa.,, te«)gm/ed.
how LA ei, that some perstms' dis ibilMes will poem
such an inclusion But L.\ en here, the dectm to
include or not include should he weighed in la\ Or ol
persons with disahilities instead of th( e who ser\ e
them

4t, Internships and study fellowships be
created that enable persons with

disabilities to work and learn in government
agencies.

hits ieLommendatit fli \\,:s iiipited h\ a ke\ note
speakei who was deal

e need) some :,enw ot how the \\ woiks,
of IRA\ publit. JeLI!Nions gel made Again, this is not
sAanething man people with disabilities tmderstand
kir people in Washington, the LonLept that polk les
ale L hanged and mone is spent beLause people
ask (to ha\ e them L hanged and funded) is some
thing \ ou breathe in hew almost like osmosis Rut it
is not something that many people m other pans of the
country comprehend. For many of us, the powehs that
he are some remote body, allSW erahle not to us but to
some other authority V'e sh away, many of Lls do,
from asking tin something "special,- not realving that
this is s:mply the wm things work

Persons with disabilities be helped
to compile their own oral history.

Planneis from difterent disabilir groups said the
behoe that they possess a Lommon histor which
needs to be t(ild One plannei LA en felt there should
be a hall of fame ft)! persons w ith disabditles.
person with mental retardation \du) commumLated
remarkabh well hut had a hard ume reading
lequested that the hli4()11 he I eLorded h ideo
,ameras like the oral histor done I-)\ thL sun nols of
the 1 x..ubt Plannel s telt a histor\ de\ eloped lw
pelsons with disabilities themsel\ es would be dillerei
fi(int an\ de\ eloped h\ persons \\It lit iut

This oral his Or V would not come Only from persons who can speak It includes the
communication of past experiences from persons whose disabilities force them to remain non
vocal In these cases interpreters would speak on their behalf



'741,z, A program for reshaping professional
1-7 attitudes be instituted for those already

working in the field.

If go\ LTnment makes sclf deteiminantin a kip pi
man\ wiirkeiN in the .eld will need to Lhange then
attitudes tovaid people w ith disabilities Nal (me
planner

I think theie is a pelLeption I-A (some ,,eilke
delRerers) that people with Llisabilities ale not as
al-1k ulate and don't know what the,' are talking ab(iut
when the want to e\press then own \ alues and

ishes One of the barneis is getting pioiessionak
to sit back, be quiet. and listen to people w uk
disabilities without imposing their own alues

I I()w to help make this change became it subieLt of
discussion in all fne planning gri)ups One gioup saw it
as an issue in w hkh piolessionals femed "the loss of
power" to persons with disabilities when there ne.!ds
to be "a ...haling of pow el- between them Another
gioup Lalled kir pr()gt nus that help peisons ithout
disabilities to "walk feel what we feel anothei
ILIt that professionals are trapped in okl te\tbook that
emphasi/e disabilities rather than abilities-

Universities reshape their preservice
and in-service training programs to

include self-determination as a top priorily.

said orie phumer. e Ne gin to de clop ...Anne mole
powerful appit)aLhes to professiolial training. that break
thiough to a le\ el beond unit inuation to real insight
and sensitn I t blinging about) a ieshaping of values
and way', of working She felt OSERS should Lall for
programs that "tram teachers and human ser, ice
profe,,snillals to be facilitat(ns of empowerment One

planner called fot the inclusion of p''oPle
disabilities in the training programs

Teachei pieparation pop-anis al! (Aer the c()Lintil
are run by ( mindisabled uldn iduals Rarely do \ ou
find indniduak with disabilities in charge
ot these puigrams Ralek I() ou find indR iduak
vi ith disahilitie teaLhing in these piograms OSI-RS
could ell Wen rite ink) the legulati(nis that
funding Lonsideratkins also uklude vi hethei or not

thckidual alTheaht`' tetRek Hi\ Pei"IN " 1111
disabilities in then training h(nn the top down

School programs enable nondisabled
students and those with disabilities

to teach each other.

ALLording to the planneiN, a \\Ide alTa of peci gimp
eduLation pit ,grams ale Tiinging up in sLhook aLioss
the nation Osl.16 needs to identih vi Ii i Ii ines aid
self detorlillilathin the most, then disseminate
deskiiptions of these piograms a ross the nation

Sign language for persons with
deafness be taught to nondisabled

students in elementary schools and be
included as a language course in all
secondary public school language
departments.

\lam plaiinels spoke (if the beaLit and riLlmess that
Lan be found in signing To si flue nondisabled
students, signing has beLtnne a MiN attractne
purNutt leading to both a .iii4111g skill and new toon.
fi lends .some planners. mam of them niindisabled,
die,uned of a da when alm(N eeronc in a sLllool in
a Lommunit would know how to Nign

A formal course in human disability be
be included in the social studies

department of public schools.

Planners L alled tor a fresh ippi m ai. Ii that mi. luded their
oial hist( ir -the true st(n) or hat happened to people
with dis,ibilities in the past It should be designed to
help students km,w what it feels like to be disabled.
But niom Important, it ,,htmld help students to

ae nd LA en laugh at the hidden inner ternn s-
held for people w ith disabiies

1 1



Persons with disabilities be provided
tt formal courses in self-assertion.

!,()Ine (bsenatIons slimed plannos

"Catch 22- climes ("Y()u can either ck) this
that will happen to )0)1.1).
Staff memhers failing to pro\ ide the arnn
Ihokes nondr,ahled people emov.
Not being aumed to e\ en think the could he in
control of their OVII
Oppression by staff memheN who fealed the
would lose control.
Being fo wced to II\ e tlf) Il) the -perfect clKsiit- myth.
Fear of reprisal from staff memhers.
The Lulure to help persons find positive things drat
can come with a disahility.
Inch\ idtial education plaim that emphasire
disahilities instead of abilities.
Parental overprotection.
Not helm; allow Al to he res,lient to "come hac.k-
after a failure.
The fear of not speakmg out \\ knc)\\

something is \\ ronig. and
The lack of healthy role models because the
literature usually desk-111)es people's !allures

The plani,....rs felt that current self as.,:mion training
cours'..,s shoukl he offered to persons with disahilities
'Hie programs should use "n)le Iiio ideling.- -interacm e
demonstrations." and "appientici metluxls- i.istead
of classroom lecture methoids I ti onale: \Then one
"\\ orks at domg ti,(X)d self assenion- one can iemeirhei
and grow. m the process

ultimate m self assertion was \ owed hv a keynote
speakei \\lit) spoke 0)11 'Sell DeterhIlllatio)11 at the
Community Loci

That attitude- Inie of seeing the disahilit) as
perm mai, the nrohksms as rathei emhairassing. and
the solutu)ais ts forebearance \\ hat the laigt)11

Math! Ira\ e as -adjusting for H.. is a \el-Y. vei)
common one among pets( His \\ Ith dl,z1hIlitles it

does take a leap of logic to comprehend that society
has obligatkins to you. that the issues ai e ones of
human and en II tights tt takes a further stretch of
imaginatit..) l'ealize that pe, ith ()tiler kinds ol
disahilities do in fact ha\ e muclt con11111t)11 with

you', that to )gether you can make ..oninuin cause
These things are not intuiti\ e licit that leap. that
stretch, must he taken he k we one hecomes a
community activist, bd.( we' tine expresses self
detemunati0M1 at the community level . It requileS.
I think, as we saw this morning (in the fli,t wo
keynote spcsakers), a willingnes.s to stand up and he
identified as someone who does in !act have a
disabihty, \\ho does ha\ C special needs . and that
those needs should he ni.st

Help reinforce frienciships between
students with and without disabilities.

In planning discussions. it became I ea th,u Inendships
cannot Iv "ppigrammed Rut Csl Its needs to help
schot dedop a flesh alertness fon them I rainitig,
delTh)listr,111011 Mid leseaR h piograms heck! to get
people into settings \\ hew friendships can happen
I hen programmeis need to de\ clop nawial \\;1\ s of
remit ncing these fi leodships

People with disabilities be involved
in their own program planning

sessions.

Nlan planneis presented e\ Idell),C showing that st
persons with disabilities aie still rot hong ited
attend their own planning conferences Consequenth
the direc tu MS Of some peisons Ir. c are hong t.li,thed
h\ herS without an\ input In)111 the pet Vie

/ 2



:Alit Enable persons with all kinds of
70711' disabilities to form a national

coalition.
All 1)1,11111(2N dis(ussed this need oftei ,t note ,Npeakei

(ailed on the assembl; to build la idges, to (leak.
itkals, to bring t()gethei erse giotips to harness

then energ. and political power knowing that such a
coalition Oh tillIell("1 When It's cellleIed ()II .1

the felt that then snuggle to gRe the
wol Id an oral histor and then (onstant figia against
being marginalized' (otikl be that (ause The
le( ( lznized the need lo lindeistand the c\a( t h.t d. v_rs

self detet mination cadi (Ilsabilit glom, must fa(e 'Ibex
needed to lealn how to shale power- back and kwih
Ale planneis telt Ina( it e\ ci .111 o: the disabilltv groups
(otild pull together. the\ wonkl generate tiemendous
pow el political power fon hinging aboAit so
(hange and personal pow.2r for detei mining then mil
stiengths and a(complishments

:to People who have been psychiatrically
labeled be inchu3ed in all coalition

efforts and be allowed to represent
themselves.

Planners in\ ol\ ed in this disabilnx groupmg described
ow the\ had been o Aganized suite t And yet. it is

the parents and pro dessionals in\ al iabI get nix lied
cross (li.sabdit\ meetings Sin, e the not parents,

p;,,,Iliatnsts and pxchologists are the o me- who)
espelien(e marginalizing piesstn es and ha\ e been
denied a chame to (ontnbute then oral histor. the
asked to he in\ Hed to) lepresein themsek es

A series of model programs be2 funded that exemplify self-
determiiiiiiiion attitudes and practices.

Planneis felt that the\ learned a skill best b (h)ing
instead ()I taking (ourses and talking alx nit it 1 )S1.1(s

needs to) announk e pi tonnes and stipport pio)grams that
emphasize apt-menu( eships. dem( nisi rat ions ond
on task supp(wts

State Prowction and Advocacy
Agencies hire persons with

disabilities as community organizers.
`x)Ille state pi(AeLtion and ad\ ox,a(.- agen( les ha\ e

ahead\ (awed out this plan A((ording to some of the
pl.rinets, theic ha\ c been positne iesults

Government should enable
electronic and print media to high-

light the real disability cultureits positive
aspects and its soon-to-be developed oral
history.

Planneis lequested that these effons oiler a flesh
understanding of people with disabilities. that the
identify all the ways that belittle. demean, ixttronize,
sensationalize and make pitiful tho)se with disabilities
today After de\ ek)ping SlICh a ilst, ensoire that
no Ale are carried (Act in the new Awls One planner
sug,gested that we need to woik to n eisely as well
the wa s iii whkh the lixes id people with disabilities
are being better appre( wed, the was in which then
IR es lia\e been enhanced, and the ways in which paths
hax e been ( !eared kw them to) !lime toward increased
self assuiedness.

Bookstores set up a regular section
on di:,ability.

bookseller: min, vItiable texts in variet of
sections. e g . sox iolog.. medk
theolog.. and exteptional persons Planners felt that a
section on d ish il it Co mid spaik a gn )(crest

among disabilit wont!). and the pub!

Work for universal design
in technology.

Planners felt that III,Illufaittireis, tr mg to oukompete
and o utdesigy -,kh other. need to (onsid( !-
standardizing equipment for persons w ith disabilities
'Hie planners telt that a bettei understandillg of what
people with olisabilioes lace. might just night -help
the!'l pi together o WI beim of these po ()pie

!3



Telecommunication devices for
persons with deafness (TDD) have

expanded availability and usage, and be
more readily Identified and understood by
all citizens.

Inwrestingl), plannei ()Mei kin people NN ith

deafness scented to kno NN hat TIM) sto(xi

hillt1011 INA\ CI sliming should be hx. used on these
neL essar\ de h. es

26 Innovations benefitting people with
disabilities (curb cuts, television

captions, access...de voter booths, security
guards on subways, etc.) be advertised as
helping other citizens as well.

hen curb cuts aie plac,,.L1 in the right spoils oni the
street Conners, they enable people using NN heelchans,
motheis ith Lhkdic n suolleis, elded) peOpIC NN ith
gio )(VI") hiklIsell \Nall tlIC1LICS to Lt()ss the
ticet more safel) At the same time the) Lan be

poisitioned so that peisons \\ ith blindness Lan knom
'Abele the Lull) is and not \\ alk 111k , an onL ()ming Lai
A all iegard to Laptions. the ko no gel )n self
Determination at the Co ilumuir\ Le\ el- made an oe
opeinog statement

Say I want to have kwal no\ s'tt n eloisnm
Laptioned The loci of thidersunding here is one
that helps me iLlonify -Lo»unlon inteioo parents
of preschomf LInklren ho spend Satinday mornings

ak lung L.irtoons (the palents gnian, but it intions
NN el e On, tho'Ll feel a lo)t beotel about those Satinda)
monungs beo ause the Lhiklien NN oukl be readIng the
Laptions) I Iispanh_ families anmous to learn laighsh.
ne,A immigrants. and, of ,oinsc. woups onL crned
about Memo.) (slim\ ) them hom to get NN hat the\
NN-ant b helping me get \\ hat I NN.ant

A., Unfair financial support systemsiI continue to be exposed when they
limit the self-detertmnation of people with
disabilities.

\lihough ()tie system 11W \Notk \Nell fOr It (-In

demean and trap ()Oleo, SinLe ieguixions keep some
people Ingn sa ing then nionle), the leap fioim
LlepLudenLe to) independcike beL inies fix) gieat One
planner spoke of knoming someone \vho has man)

Ing:s at.t..01Ints in friends, names because it ohne
(ban $ inn \Vas depOstted, go\ emmental suppowt \\ oukl
be NN iped out

Nondisabled persons be helped with
AP. the perceived "inner terror" they

experience in the presence of those with
disabilities.

Ink resting1), plannos \Null disabilities \\hen allomed
to) share unabasbedh lt thc) obsened in
nondisabled people spoke (1-)enl) of the night tho
deteLted in Lertam indniduals \\ ho are ti-)mg to) relate
k) them V L.) spoke about hom the) loglged to help
these people handle suLh nratn)nal fears so) the) Logikl
w.t telax and be themsek es

A national research and training
center on self-determination be

c.reated.

Plannets felt Nlkh a LentLi NN Js 1 must All the Issues
raised Lould IR k x. used at the Lentei Lleanng
hOnse 101 the beSt :selfdetelnunanon rmat.th.cs
a lepositor) fon tln: offal lustor) It \\ as also) agieed that

iescat h and training L enter tlut did nog ilk lude
people \\ all disabilltiC'S .1(.1N:SCIS, staff .ind intems
NNould be a Litiel )kc
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"We have only scratched the surface in solving the problems of
accessible buildings and transportation."
Planners shared c.ie story after another that supported this view

"The homeless are not just on the streets."
Interestingly, planners pointed out that people with disab.lines who live on the
street as homeless persons are also homeless when they live in institutions Planners
had ar. uncanny knack for discerning when a "home" is really a home and when it
is merely a "holding bin

We ought to "trash objectivity."
One planner. using his voice synthesizer, made it clear that his selfdetemination
depended on more than people who remain "objective" with him. He feit a strong
need for "subjectivity." He said he was tired of being merely an "object."

"Life without supports in the community can be grim."
A few planners with deafness expirs3ed fears about being "mainstreamed" in
community settings. One said,

At about the age of 14 or 15, I went to a state school for the deaf. I Laed it at
first My first weekend we went down to the men's room and they handed me
this little mop and a bucket to clean up the urinals. I didn't want to do it. That
was how I learned that the water we use in urinals is the same water we drink in
our coffee At the beginning I hated every minute of it. After I was there a while
learned to appreciate it .. . I am sure if I had remained at home during that
period I probably would be bad or I would be a drunk or something of a simita
nature. There are deaf people now sitting at home with parents who never
bothered to learn to communicate with any fluency and they are sitting thtle
staring at the wall, looking at their watches (and calendars), waiting for Christmas
to be over so they can go back to where they are comfortable.

A rehabilitation counselor supported the speaker:

I used to have families coming into my office with their deaf son or daughter.
The parents would talk to me. The deaf person would sit in the corner, not
knowing anything. There was no communication between the family member
and the hearing-impaired person. They were taking about what thy wanted for
their deaf son or daughter, but what he or she wanted was not even addressed.
He or she was completely out of it . Even though the family may have good
intentions, communication is still the disability of deaf people.

The rest of the planners listened carefully to this report. The) sensed what life can
be like for persons with deafness in a regular home, school or community without
others who can sign with them. They learned how important interpreters are as a
bridge between the deaf and the hearing cultures.

On the other hard, others with deafness who lived in "mainstreamed" situations
where people !mew sign languagespoke positively about life in the community.

Even so, none felt the need to divide into camps and debate the differences.
Instead, all agreed that people should be allowed to determine for thonselves where
they want to the Then everyone agreed that life in the community without supports
could be pure hell The recommendations reflected these conclusions
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"We need to fight for current legislation."
Although the planners chief task was to offer recommendations to OsERS. every
planning group strongly urged that Congrem and the Bush Administiation work
hand in hand to enact or fully enforce all civil rights legislation

'The 500th Anniversary of the New World is coming."
A keynote speaker who spoke on "Self-Determination at the Individual Level"
offered government an intriguing milestone and a goal to go with it:

In I)tir years It Nvi 1 l be 1992. George Bush will just be completing his term as
President. We also will be celebrating the 500th Anniversary of Cokimbus'
discovery of the New World in 1492 As we look to the future today, it is not too
early to ask ourselves what kind of New World we would like to live in by 1992
Nor is it too early to begin to describe what the New World of 1992 and beyond
needs to look like

We already know much of what it needs to look like. We already have touched
upon much of what t:-.e future needs to louk like in our discussions here. If
everyone else in the country is still mystified about what George Bush means
when he t.ilks about wanting to create a gentler, kinder America. we do not seem
to be mystified about it in the least. Perhaps that is because we already have a
clear vision of what (0 should look like ...
In creating a New World of opportunities for Americans with severe disabilities,
we' must carry our me&sage forward to President Bush, the Congress and the
American people: We want our deople fz.e. W.:. want them well-supported in the
community where they always belonged in the first place .

President Bush, please hear this stirring call and inspire others to hear it as well.
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BY NANCY WARD

I became a self alvocate ten years ago. Being a self advocate is very important
to me because my self-advocacy skills taught me how to see myself as a person
evith confidence and deterinniaion. I did not see myself as a person because of all
the labels placed on me. People used to make fun of me all the time

It is real lyard for me not to be upset by being called retarded or dummy.
names like that. 'They would really hurt my feelings It is real hard for me to deal
evith my feelinc;s now I have learned that getting mad does not do any good. I
have learned to talk to people about how that makes me feel. I will now share with
you what determination means to me through some examples of accomplishments
that my friends and I have reached.

I used to work in a sheltered workshop. To understand this story, you need to
understand that the main building is separated from the contract building My boss
became ill. She had to quit Before she did, she talked to me about applying for her
job I didn't have any confidence in mynelf. After talking to other people about it, I

finally decided it wenildn't hurt to at least fill out an application When I tried to fill
out the application, the personnel department would not even let me fill it out.
11, s made me upset, but I wen' back to work. A couple of weeks later, several staff
members came to the workshop building with the new supeivisor. After talking
with them, I was told to train the new supervisor Therefore. I quit and found
another job

As another example, all my life I wanted to be a nurse I love being around
people and working with them Several years after graduating from a special
education program at a public high school, I talked to a counselor at a local
community college about enrolling in a nursing program It was suggested that I
take some lath and science classes to prepare for taking the entrance examination
for the nursing program. It took five years for me to finish these classes as I went
part-time since I was supporting myself. At the time I took the entrance exam, it
was discovered that I had not received a high school diploma but rather a
certificate of attendance Therefore, I would need to take the Graduate Equivalency
Degiee requirements prior to enrolling in a nursing rogram. I took the GED's five
parts and received an above average score. This was very gratifying to me as it
proved to myself and others that I could indeed do this work, contrary to what the
local school board thought in the 1960s when the special education program did
not require or have the opportunity for the students to receive a high school
diploma

Another example of how self-detemimation helped someone with a disability
involves Jane, who has cerebral palsy. She is employed in a local workshop.
Previously, she was institutionalized in Nebraska's State Developmental Center for
people with mental retardation At the institution, attendants performed all of the
chores necessary in daily living so that when Jane left the institution to establish her
own household, she had great difficulty doing simple tasks. Jane also has spasticity.
so it was even more difficult for her to relearn eating skills. One day when Jane was
eating in a workshop lunchroom. a staff member came up and asked her if she
couldn't eat any better than that These words hurt Jane's feelings so badly that she
wouldn't eat in the lunchroom thereafter After a week, she attended a self-advocacy
meeting and she was able to ask for advice on what she should do to resolve the
situation. It was suggested that she talk to the staff member about how her careless
worcIs had deeply wounded Jane. Jane did do this and the staff member apologized
and said she hadn't realized what harm she had done. It was a situation where self-
advocacy helps a person with a disability to solve a problem.
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Sal b. is another friend of mine who had a great deal of self determination she
had the determination to leae the relatnely secure confines of a nursing home to
li e in the community in a group home She had cerebral palsy and had been a
patient in the nursing home for many years It W-as a long road for her to follow as
she first had to overcome her self consciousness to even go out in public, such as
IO a moie But she did hae the determination to do this and eventually, after
many small saps. such as learning how to do some things on hor own and how to
communicate in a socially acceptable manner, she moved to the group home Salk
flourished in the grorl home as she interacted with the other iesklents and staff
members and went out with friends Unfortunately. due to medical complications.
she had to return to living in a nursing home

lowever, when Sally was back in the nursing home she still participated in
outside actn ales She even attended a national convention (Association for Retarded
Citirens1. She participated in workshops. attended exhibits and the awards banquet
Though Sally used a yheelchair. she danced through the night and had a very goocl
time Through her determihation, Sally enriched her (mit life, those of her friends,
and those who worked with her.

A.' I said in the beginning. I have been a self-advocate for ten years 'that is the
way I became a member of People First People First teaches people \\fro ha e a
disabilin how to speak out lot themsehes II also teaches us our rights and
responsibilities by showing us how to achtx-ate fir change in a positive way People'
First W".,..; started by a group of people. who were in an institution in 19-5 in
Oregon

\\lien I fit -t became a self athocate I didn't know how to direct mv feelings in
a positive way I saw this comLrcial on Special Olympics It made me mad
because they Were parading kids around the state showing how people should gne
money because of pity. So I yelled at the 'IV My self-advocacy skills have ta.iglu me
to write letters to tell people how I feel rather than to get mad about it

Our group has done work in communities and on policymakmg issues by
testifying to our county commissioners on transportation, and we worked on getting
a law passed in Nebrask. dealing with labels like "moron, idiot, imbecile, and
retarded." 'We were Oie to get the labels ou«i Nebraska State Statutes People FINI
has helped us on the indkidual lewl as well as other levels

In closing, I would like to talk about my lob at People First of Nebraska, Int
We started working on a contract between People First and Nebraska Ad\ ocacv
Services in July 198- People First members came up with a list of names of
possible members of the advisory committee They ad\ ise me on things such as
self ach(x.acy and policy issues My lob title is Self Advocacy Organirer and the
program under mv direction is the Self Ad\ ocacy Program 'Ilte the goals of my lob
are to make the ten chapters of People First stronger, work with the board of
directors, start new chapters. do public edut anon, and administiation NI\ it >I) \

important to me because I feel my iob gnes People hist the potential to affect
people's Ines ery positnely
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BY ROBERT R WILLIAMS

Good aftermxm. I am very pleased to be here and I am deeply honored to
share this opponumty to address ou with rrank Bowe, Gunnar Dybwad and Nancy
Ward. I also would like to recognize someone who is not here Senator Lowell
Weicker.

Lowell Weicker is leaving the U.S. Senate, but he will never leave our hearts
and minds. For a was St.iiator Weicker who, along with Madeleine Will and Justin
Dart, transformed a Washington buzzword, self-determination, into a liing reality
for so many of us in this room and all across our Nation as well. We will never
forget you, Senator, and we will continue to hok tr. you for leadership and
inspiration along the way.

As a transplanted son of Washington, DC, let me also welcome you to our
Nation s Capital. Washington is a great city to live in, work, and visit. \X.! iieed more
individuals like you, who can shape, mold and influence what goes on here, to visit
Washington more often.

I, therefore, hope that this conference will ip.ark the beginning of a partnership
among Americans with disabilities, the Congress and the new Bush Administration
Mr President-elect, if you are as committed to foste,ing increased self determination
among Americans N,-ith disabilities, as I believe yeti are, please take note of what
goes on here and plan .o personally participate in other forums of this kind in the
near future.

As you know, I have been asked to speak to you today on what sell
determination is all about. This is no easy task. Imagine me trying to tell you about
something you already know and have lived so many years.

I do not have to tell you what self-determination is all about. You and I both
know what self-determination is all about. We learned it the hard way We live it
every day, and we are not about to forget what it means to each of us here today.
Nor, what a could mean to our brothers and sisters who are still shunted away on
the back wards of institutions, nursing homes, and other human storage bins all
across our land.

We will never forget our brothers and sisters who are still locked away. Nor,
the resolve we must share to set them free. This is how much self-determination as
a complete way of life means to us. We want it not just for ourselves but for all
people with disabilities. Indeed, we want it for all peopleperiod. And, we want it
now.

Because in this final analysis, we are all people first Isn't this what the
Declaration of Independence tells us: that we are all people first and foremost 2 And,
that as such we are endowed with certain inalienable rights and that among these
are the right to life, liberty and the pursuit of happiness.

But, vithout being afforded the right and opportunity to make choices in our
lives, we will never obtain full, first class American citizenship. This is why we are
here today: to reassert these fundamental rights and lay claim to them as ours.

So we do not have to be told seldetermination means. We already know
what it means. We already know that it is just a ten dollar word for choice. That it is
just another word for freedom. We already know that self-determination is just
anc :her word for describing a life filled with rising expectations, dignav,
responsibility, and (ipponlinaN That is just another word for having the chance to
hve the American Dream.

Nobocly has to tell us this. We know it. We understand it for ourselves, each in
our own vay In fact, we understand better than most what leading a self-initiated
lifestyle is all about. We try to lead one each and every day. Perhaps not always as
completely or as fully as we would like or hope. 1 9t



Some of us occasionally ma stumble. Some of us may have to struggle more
than others to make our voices neard and understood, to make our personal
choices about our lives known and respected. Sometimes we succeed. Sometimes
we fiil We tr. nonetheless. Not because we are saints or martyrs. We are neither
But, rather, because we have learned that there ts nothing else for us to do

V'e do not have to be toldyou and 1what the costs and benefits of doing
this are. We know what they are, we experience them every day Indeed, we do not
have to be told any of this But, if we are not at this conference to learn about sell
detemlination for ourselves, then, why are we here?

Why are we here? We are here to become better acquainted with one
another lb grow to know, respect, and support each ot!ter as human beings who
happen to share the very human c..aribute of being disabled.

Why are we herr? We are here to recognize each individual as unique and
unrepeatable. To recognize that each person hereas elsewherehas a wide range
of needs, abilities, and potential contributions to make in life.

Why are we here? We are here not to learn about the promises of sell
determination from others. But, to discuss and learn about the reallife challenges
and lessons of self-determination amongst ourselves For we are the ones who
know these challenges and lessons best of all

Why are we here? We are here to enable one another. We are here to
cmpower one another. To empower one another to go home and empower others
to become more self-determining in their own lives If anyone really wants to
know, tell him or her that's why we are here

Ella Baker, a civil rights activist of the 1960s, said it best for the great human
rights struggle cf her day as w'ell as our own Baker, who described herselfas a
woman who spoke "in a voice that must be heard,- said in a speech, put to a song
by Sweet Honey and the Rock, that:

We who believe in freedom cannot rest.
We who believe in freedom cannot rest until it comes
That which touches me most is that I had the chance to work with people.
Passing on to others that which was passed on to me
Struggling myself don't mean a whole lot.
I have come to realize that teaching others to stand and fight is the only way
our struggle is going to survive.

We who believe in freedom must speak in a strong if struggling voice that
must be heard. We must let it be known that we will not rest That we will not rest
until it comes to each and everyone of us We cannot wait ir freedom any longer
We will not wait for freedom any longer.

We will pass on to others what was passed on to us by teaching them to stand
and fight for what should have been rightfully theirs in the first place. For Ella
Baker was as right as right can be This truly is the only way our stniggle is ever
going to survive.

Self determination may start with the self But, it cannot end there It must not
be allowed to end there. We must carry it on. We must pass it along. We must pass
along to others what we have learned for ourselves by making choices in life,
taking calculated risks and living by their consequences.



l'()ti and I MIN take the Mlle to listen to th(tse whose dloices and pleas to be
heard would otherwise fall on the ears of individuals who can hear but refuse to
really listen. We must stand beside those whose attempts to express themselves are
frequently viewed by others as "aberrant," "offtask," "noncompliant,"
"inappropriate," "excessive," "challenging," "aggressive," "self-injurious," or
"nonsensical These expressions are vahd attempts to communicate real wants,
needs, or desires to others.

We must stand with our brothers and sisters who are still in institutk)ns and
nursing homes throughout the landall r6,000 plus of them (Lakin, 1988) V'e
must help them win their freedom Atx1, we must hdp them win back their human
dignity and self-respect.

To do this, we need to work together to enable individuals with (nen the most
severe disabilities to begin to coi. pier and replace.

I Iopelessness with hope;
Superimposed passivity with the dignity of risk
joblessness with a leal lob at a real wage,
Inaccessibility with true access,
Speechlessness with meaningful expression;
Confusion, anger and resentment with choice,
Apathy with activism,
And darkness at the end of the tunnel with light.

This much we can and must do in the name of self-determination.

But we must do more as well. We must tty to learn from our temporary defeats
and setbacks As a New Year's resolution, we also should resolve not to take
life's strife to heart so much We need to learn to revel, really rere4 in our victories
no matter how small or seemingly unimportant they may appear to be.

For, as Bobby Kennedy pointed out in the most unlikeliest of places--
Capetown, South Africain 1966-

It is from the nuntherless, diverse acts of courage and belief that human history
is shaped Each time a man (or woman) stands up for an ideal, or acts to
improve the lot of others, or strikes out against injustice, (he or she) sends a
tiny ripple of hope, and, each clossing from a million different centers of energy
and daring, these ripples will build a current which can sweep down the
mightiest walls of oppression and resistance.

Tmlay, we have it within our power to send forth not just a few ripples but an
eir wellspring of hope and ideas for change all across this nation If we choose
to, %Le can begin to influence much of what occurs in Washington in the next four
years and we must seize the opportunity to do so here and now.

In four years it %yin be 1992. George Bush %Nall just be completing his term
as President We also will be celebrating the 500th Anniversaly of Columbus'
discovery of the New World in 1492. As we look to the future today, it is not too
early to ask ourselves what kind of New World we would like to be living in by
1992. Nor, is it too early to begin to describe what that New World of 1992 and
beyond needs to look like

We already know much of what it needs to look like. We already have touched
upon much of what the firwe needs to k)ok like in our discussions here. If
everyone else in the country is still mystified about what Gwrge Bush means when
he talks about -anting to create a gentler, kinder America, we do not seem to be
mystified about a in the least.
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Pcrhaps that is bet.ause we alread ha e a Lleat isum w lat .1 'Kindel and
gentler America would look like Perhaps the nem thing we need to do is to
ankulate that vision more full for others to begin to see and help us shape V e
know that in a gentler. kindA..r Amerk a that a indiNiduals with mnere
will haw increased opportunit to exenise more Lhoice and wi,trol in eN ert aspect
of their li es

We know, fi)o, that to realize this by 1992, the new President and the Congress
will haw to work together in ways which have not been seen in the last eight
ears It will lequire the Bush Administration and Congress to work hand in h.md to

ensure the earliest possible enactment of ADAthe Americans with Disabilities Act
The new President must make ADA one of his top legislative priontie:-; in 1989.

Creating a New World of Opportunities for Americans with severe disabilities
lw 1992 must begin with putting an end to the discrimination we fact.- today. For in
a truly kinder, gentler and more just America. equal opportunity must come to
represent the rule of law rather than a mere exception to it Passage of ADA will go
far toward enabling ollr country to achieve this vital national objective

V e know what fosters and contributes to our ability to lead a life of choice and
self-deterinknation: Equal opportunity and the full protection of the law fosters and
strengthens our ability in this regard W,! also know what stymies sell
detertmnation Discrimination. prejudice. and bigotr stymie its deNelopment and
seriously (hwart our ability to lead pnoxluctive. satisfying lives

Our message to President-elect Bush and the 101st Congress regarding ADA,
therefore, must be clear and unequivocal Endorse it in deed as well as principle
Work to secure its earliest pa&sage. Enact it this year

We must be equally clear, unequivocal and persistent with the incoming
Administration and Congre&s regarding the need for comprehensive Medicaid
Reform legislation to enable Americans with even the most severe disabilities to
Ine, work, and enjoy life in the community where they have always belonged.

By the' time Coagress :.djourned this past October, almost half of the Senate
and nearly 200 members of the llouse had signed on as «)sporsors of the Chafee.
Weicker and Florio Medicaid II( Ane and Community Quality Services Act
Congressional support for redirecting Medicaid away from institutional storage bins
into individualized personal assistance and community support services, therefore,
has increased phenomenally in recent years

This is not to say that there still are not those in Congress and elsewhere who
still cling to the misinformed belief that "there will always be a need for
institutions indeed, there are still more who are misinformed in this way than
certainly you or 1 would like. I lowever, the; are rapidly being informed otherwise
every day We must play an increasing role in this educational proce.ss as well.

But, one thing which has been sorely missing from this entire effirt from its
Nett beginning has been any kind of Presidential leadership or initiative In this area
This must change We must make it change.

In creating a New World of Opportunities for Americans with severe
disabilities, we must carry our message forward to President-elect Bush, the
Congress and the American people. V'e want our people tree. We want them well
supported in the community where they always belonged in the first place And we
"want them out, out of institutions, out of nursing homes, oot of variations on these
themes" (Provencal. 1988).
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Australian Anne McDonald was born with severe cerebral palsy and was
assumed to be mentally retarded. At age three, she was placed in St Nicholas
ilospital in Melbourne After languishing on a back ward there for the next 15 years,
McDonald summed ur. the brutal reality of her life and that of far too many other of
our contemporaries this wiy:

To be imprisoned in one's own body is dreadful. To be confined to an institution
for the profoundly retarded does not crush you in the same way It jus;
removes all hope" (Crossley and McDonald, 1980)

In the words and deeds of Anne McDonald and countless others with severe
disabilities worldwide, we can hear the makings of a clarion call to action if we
choose to listen. President-elect Bush, please hear this stirring call and inspire
others to listen to it as well

If a clear Federal mandate and adequate resources are provided, there should
be no need to admit anyone with severe disobilities to an institution or nursing
home by 1992 This should be especially true with children. Can you think of a
better way to celebrate the 500th Anniversary of the New World or to help seek ai,
even Newer World than by achieving this vital national policy objective?

Over r6,000 Americans with severe disabilities are currently languishing in
institutions and nursing homes throughout this land (lakin. 19881. Each has a right
to lay claim to a better in the community. The time to recognize this right by
enacting comprehensive Medicaid Reform legislation is now'

In 1863, Abraham Lincoln demonstrated great moral courage by abolishing the
"peculiar institution" of slavery. Toclay, we call upon President-elect George Bush
and the Congress to demonstrate similar moral courage, leadership, and vision by
putting an end to the dual peculiar insdtutions of this century: the hulitan
warehousing and segregation of Americans Nrvith severe disabilities. We must
continuously twill witness to the nation that there is not one among the 36 million
or us who belongs in an institution . . of any size, shape, color, or creed"
(Provencal, 1988).

The times We are in will not stand still We can either change the times or be
changed by them We can change our times by our activism or our apathy, ou-
comnlitment or our indifference, b) our daring or our complacency The choice is
ours to make. We must make itboth for ourselves and for our brothers and
sisters who are still left behind closed doors.

Thank you
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BY FRANK G BOWE

Good afternoon. It is a pleasure for me to join you here at the Crystal City
Marriott to talk about enhancing self determination by individuals with disabilities at
the community level. As I understand it, I will be addressing this topic for about the
next half hour, after which small groups will meet to discuss recommendations.

When I think of "self-determination" I am referring to some of the attitudes and
behaviors you heard about this morning To participate in the community, as
someone seeking access to and changes in the programs and activities conducted
there, someone with a disability does in fact have to have reached some
accommodation with the disability. So it is very true that self-determination at the
individual level almost always precedes thr at the community level.

I can speak from experience here. Growing up as the only person with
deafness in Lewisburg, Pennsylvania, it simply never occurred to me that I could, or
should, seek changes in the community. In those days, during the 1950 s and
1960s, I saw deafness as something that was "my problem," something unique to
me, something in fact "wrong" wish me. The fact that I could not understand what
my teachers in school were saying, what was being said on the screens of the local
movie house or on the stages of local public theatres, was just the way it was

That attitudeone of seeing th ,. disability as personal, the problems as rather
embarrassing, and the solutions as forebearance or suffering through, what the
jargon would have as "adjusting to it"is a very, very common one among person:.
with disabilities. It does take a leap of logic to comprehend that society has
obligations to you, that the issues are ones of human and civil rights. It takes a
further stretch of imagination to realize that people with other kinds of disabilities
do in fact have much in common with you, that together you can make common
cause. These things are not intuitive. But that leap, that stretch must be taken before
one becomes a community activist, before one expresses self-determination at the
community level.

When I think about self-determination in the community, what springs most
rapidly to my mind is implementing and enforcing what is aheady supposed to be
there. I am thinking of curb cuts and ramps, of interpreters and readers, of group
homes and accessible voting booths. I am not thinking here of influencing social
policy, of stirring up social ferment to change the rules of the game. That is
somethbg that requires yet anottler level of awareness, one we will look at
tomorrow morning.

To do these thingsto find out what is supposed to be out there, to
determine whether it is in fact there, to identify who is supposed to put it there, to
pinpoint what is keeping it from getting done, and to decide which strategies and
tactics are most likely to be effective in getting it donerequires several things,
some personal, others social

It requires, I think, as we saw this morning, a willingness to stand up and be
identified as someone who does in fact have a disability, who does have special
needs. Tnat, for many people, is not an easy thing to do. After my mother had a
stroke a few years ago, and began using a wheelchair, she began going through
some of the stages I went through many decades ago. At first, she withdrew into
her home, not wanting to come out foi fear of embarrassment. Later, realizing that
people would not think less of her just because she used a chair, she still put off
ventures into the community, saying they were no longer convenien:, that they
exhausted her. Even to this day, some five years after the stroke, she does not
accept as reasonable that she request curb cuts in the streets between her home
and the downtown shopping area. Those curb cuts will not be made unless and
until she ask:, for them, and she does understand that, but still she does not act.
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The members of ADAPT, the advocacy orgammtion now mobilizing in cities
across tne country for accessible mass transit, exemplify for me that willingness to
state, factually and withoat embarrassment, that there are special needs and that

those needs should be met. We may disagrec with the tactics chosen by ADAPT,
notably the use of wheelchairs to block rush-hour traffic in downtown areas, but the
fact is that ADAPT members have crossed the threshold that still restrains my
mother in Lewisburg

It requires, then, some sease of how the world works, of how public decisions
get made. Again, this is not something many people with disabihues understand
For people in Washington, the concept that policies are changed and money is
spent because peoplein ones, twos, dozens, hundreds, thousands evenask, is
something you breathe in here, almost like osmosis. But it is not something that
many people with disabilities in other parts of the country comprehend For many
of us, the powers thatbe are some remote body, answerable not to us but to some
other authority. We shy away, many of us do, from asking for something special."
not realizing that this is simply the way things work The fact that the general
interest is little more than many special Interests. The fact is also that what helps
me as someone with a disability often helps someone lse, someone who has no
disability I have to know those things, and to act on them. Self-determination at the
community level requires an individual with a disability to know enough 'about
electoral and appointive politics to see where the levers are and who can pull
them.

The students at Gallaudet University demonstrated such an awareness last
Nlarch when they showed considerable sophistication in getting the Congress, the
media, and tne civil rights groups to join them in their efforts to force a recalcitrant
board of trustees to hire a President with deafness for the University. The board's
choice, Dr Elimbeth Ann Zinser of North Carolina, did in fact state that she
withdrew as Gallaudet President because of that external support, what she said tras
a "civil rights moment in history" for people with deafness, and not because of the
students' own rebellion. By the time she took that action, virtually everyone who
had been heard fronl had sided with the students The only ones still publicly
supportny Zinser were the trustees.

It also requires an understanding of how to build bridges, to create coalitions,
to bring together diverse groups to harness their energy and political power.
Coalitions tOrm around common interests. Self-determination may seem at conflict
with community deteimination, but really it is part and parcel of the same thing To
the extent that I as an individual with a disability can make you see that you want
what I want, to that extent I have increased my base, strengthened my hand, and
expanded my options Say I want to have local newscasts on television captioned.
The level of understanding here is one that helps me identify "common
interests"parents of preschool children who spend Saturday mornings watching
cartoons (the parents groan, but if captions were on, they'd feel a lot better about
those Saturday mornings because the children would be reading the captions);
[hispanic families anxious to learn English, new immigrants, and, of course, groups
concerned about literacy, and so forthand then to canvass each group, showing
them how they can get what they want by helping me get what I want. That's fairly
sophisticated politics, but it is what is needed for self-determination at the
community
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Vi'e as people with disabilities need to recognize that some of those common
interests are shared by professionals, parents, and others who do not have
clisabihties V'e need to work with them, not against them AVe need to take full
advantage of independent living centers (II.Cs) of state protection and adiocac
(P&A) systems, of parent based groups like the Acsociation for Retarded Citizen
(ARC) chapters and others in order to pull together enough common interests so
that what began as our own "special interest" gradually takes on the shape and
appearance, indeed the reality, of the general interest

If what lye said has any basis in reality, and some Is years of experience
organizing at the commumty, state and national levels tells we that it probably
does, it suggests that in your small groups you concentrate on 'now to, first, help
people with disabilities to openly mid unabashedly acknowledge their needs,
second, teach people with disabilities how to influence the decision making
process in public and prWate organizations, and third, guide people with disabiliti .

in identifying allies with NN hom they can make commn cause
Thank ouand goo(I luck.
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BY GUNNAR DYBNAD

In most books and articles on rehabilitation trends in the United States, the
onset of the Independent living movement is given as the early 1970s (Dajong,
1983), yet history reads quite differently. It was in 1957 that Representative Carl
Elliott of Alabama, clvur of the Special Educatit.;.1Sub-Conimittee of the I louse
Committee on Education and 12bor, introduced HR 69-81 which provided for
federal funds to the states for the development of independent living services. This
legislative proposal came aoout in response to a resolution adopte,1 in October of
1956 by the Delegate Assembly of die National Rehabilitation Asco:iation. E.B.
Whittoi. the Executive Director of NRA, welcomed this legislative development
enthusiastically in an editorial in the May/Augufa 1957 issue of theJournal of
Rebabihtanon which ended as follows:

We believe the time will come when this decision, that state-federal support
should be made available for independent living rehabilitation services, will
be regarded as the initiation of another great forward movement in rehabilitation
and in the evolution of the Association toward becoming the organization to
which all rehabilitation people look for leadership.

Unfortunately, he spoke too soon. Neither this bill nor a similar one, HR 3756,
introduced in 1961 which also proposed federal funds for independent living
provisions, gained a favorable vote in Congress. It hardly needs emphasizing how
much further ahead we would be if federal financing for independent living
services would have been available 15 years earlier, and at that, in a period witii
much more generous financing. Why do I bring these old potatoes to your
attenno& Because very obviously there had not been enough effort or enough
manpower to influence the public policy in question.

The field of rehabilitation in those days was firmly in professioril hand.s It had
been only a few years earlier that die National Rehabilitation Association had voted
to admit other than professionals to membership. Rehabilitation was as conservative
as other human servicesthe recipients of service had the identity of clients
petitioners, rather than valued collaborators in a common enterprise

Need I say more than to remind you of vthat happened to Ed Room in those
very days in California, xvhen he was downgraded as "not feasible" by those who
should have served him? But Ed Roberts had gained for himself a different identic),
not that of a dependent client but of a citizen His self-concept was clearhe did
not allow the rehabilitation professionals to downgrade him, and with singular self
determination, he forged ahead, hi° severe physical impaimient not withstanding,
and eventually created our country's first center for independent living. In due
course, he was appointed by Governor Jerry Brown to be the head of the State
Rehabilmition Department that had cast him aside as "not feasibl."

The question suggests itself: How was it possible that in a progressive statL like
California repeated requests for services and equiry,,ent from a so obviously bright
and alert person as Ed Roberts elicited such neg ...e responses from the
rehabilitanon authorities? Gerben Da Jong (1983), in exploring the reasons why
persons with disabilities in general encounter as many obstacles if not outright
rejection, sees the cause in the broad general scene. In an article on "Physical
Disability and Public Policy," he \\Tote:

The ultimate and most pervasive of environmental barriers are the attitudinal
ones, particularly the view that disabled people are helpless, pathetic victims,
deserving charitable intervention. There is now more than enough experience
to indicate that disabled people can, with appropriate environmental support,
lead full and independent lives. Without the removal of attitudinal barriers,
the disability legislation of the past decade will not realize its full promise.



To achieve such a basic change in attitude will take precisely what our session
today is all about It will take the effective, long-raiqw influencing of public policy
on all levels of gove ment, legislative, executive, and judicialand the action has
to come from the p(rsons with disabilities themsek es.

Let me clarify this with some facts from my own experience in the public
policy fiekl. On a consultative basis, I had been instrumental in 1968 in suggesting
to ._ committee of the Pennsylvania A.ssociation for Retarded Citizens, deeply
concerned about the refusal of schools to admit children with mental retardatmn,
and more yet, about the intolerable neglect and cruelty in state institutions, that
since they had over several years tried in vain to get remedial action from the
legislature and administration, the time had come to go to court. The committee
was strongly in agreement with their recommendation, but when the matter was
brought to the full board of the Association, there was strong resistance. After all, it
was said, how could the Association dare to sue the Secretary of Welfare or the
head of the State Education Departmert, on whose good will they had to count? In
other words, the members of the Association's board saw themselves as clients,
depending on the bounty of these departments and their bureaucrats. With such a
self-imposed identity, with such a negative self concept, how could they confront
the authorities on whose benevolence they believed they and their children
depended?

It took six months before the committee chan. in a very ingenious way
(which lack of time prevents me from presenting) convinced the board members
that their parental role their responsibility toward their children, by far oumeighed
their relationship was 4ovemment

Thus, they cam ,) see themselves in a difl&ent ligot Their self-concept
changed and their resulting oelf-detemnnation for them tt inmate a landmark
lawsuit that resulted in establishing by judicial decree a massive advance in
educational policy: No child may be excluded from public education .or reasons of
handicap, no matter how severe. Three years later, Congress passed P 1. 9-4-142, the
Education of All !handicapped Children Act. It was a singular victory, La
unfortunately, not a lasting one. News from throughout the country continues to
show that the implementation of this law on the local level is still seriously lagging.
Almost everywhere there has been and there still is a need for strong local effort to
influence public policy in line with the promise of P.I. 94-1.42.

The same situation prevails. of course, regarding the keystones to the rights
of persons with disability, Section 50-4 of the 1973 Rehabilitation Amendment and
all subsequent amendments.

But how is an effective action program to be initiated and maintained? Rita
Varela (1983), writing on "Organizing Disabled People for Political Action," points
up that the political realities in our various states differ so very much in terms of
k)cal conditions and kx:al leadership that any national campaign must depend on
dispersed indigenous leadership to maintain its initial impact. Obviously this
necessitates continuing efforts in recruitment and training to gain such leadership.
While we have made great progress in using computer programs in teaching
technological aspects of work routines, how does one go about helping persons
develop a more positive self-concept, leading to a stronger self determination and
to emlx)werment? And whence comes this concept of empowerment? I never heaid
this term used during my years of work in the human selvices



In the 1930s. 105 and 50s, not surprisingly, one utnnot pinpoint or.... specific
source, but it emanated in pan from the struggle in the 1960s around the Model
Cities programs and the efforts to give Inner city populations a voice in the councils
vhich directed their fates. Unfortunately, that improvement turned out to be an
empty promise as Stephen Rose (19-'2) documents in his monograph, The Betrayal
of the Poor. The Trausformation of Community Action. One of the many other
examples from that period was the initiative of a group who organized themselves
as Mothers on Welfare and who, in the State of Massachusetts, confronted the
Department of Welfare, exposing its inadequate and confusing practices. Among
other successful actions they emix)wered themselves to write a manual on
procedures which the Department had to adm,..t was long overdue.

Mothers on Welfare made themselves heard and, notwithstanding their
aggressive, confrontational stance, were for the time being accepted as partners by
the Department. However, the group, organizationally isolated, lacked the resources
to maintain the power it had gamed, and slowly faded away

So what is empowerment?
As one writer states: Empowerment takes on a different form in different

poeple and contexts (Rappapon, 1984). Others argue that empowerment is in most
instances not a single act but a process It may start on a rather modest basis, but as
Douglas Biklen (1988) pointed out in his comments in the TASH Newsletter (of the
Association for Persons with Severe I Iandicaps), "A wonderful side effect of this
empowerment is that It nurtures itself and grows. It produces a system based on
self-determination and productivity, i.e., the power of an individual to fully develop
his or her potential for a regular life with regular choices. In other words, the
empowerment of the advocate results in the empowerment of the consumera
very simple formula."

I do agree with Bilden but with a very important proviso: Once acquired or
activated, the empowerment must be maintained by power sharing, whether
through a coalition or other support groups, by exchange or accommodation, or
else it will dissipate sooner or later

Empowerment means that someone or some group or organization acquires or
activates power it has not exercised before. But it takes more than having an
authority bestowing powerthere must be a readiness to take on what may well be
not so much a privilege but a burden.

Empowerment may be directed at staff members who need this and are
organizing to get it from the agency, or it may be directed at the clients, or both
groups may work separately or together towar(l empowerment.

In an article in the Spring of 1988 issue of Social Policy, entitled "Empowering
the I lomeless," Michael Fabricant (1988) reports on several smaller voluntary
agencies which all have recognized that only by designing a process of
empowerment of homeless people MR) have come for help, can a constructive
relationship deelop between the client, the social worker. and the agency itself
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I Iomelessness is such an extreme sauation that the usual st)cial service agenLy
approach will not work Mast importantly, the physical surroundings, the
demeaning impersonal routines (brought about by severe overcrowding in the
shelters), creating most serious violations of health and housing codes, make clear
to the applicants that they are at the bottom of the human scale, powerless and of
no use to society Thus these agenci:s on which Michael 1,ahricant reports set out
on a plan of empowerment, on seeking in every way to provide for their clients
some choices, and to move away as far as possible from the traditional social
service practice of encouraging so aled objectivity by keeping the seekers of aid at
a distance "Ilic homeless people n turn come to feel a greater understanding of
their own strength, develop a sense of self-determination and empowerment which
results in a greater capacity to challenge the cJaditions of their life.

It is important to note that the agencies involved in this study were not large,
bureaucratic entities, but small non-governmental units where such radical
alteration of routines w-as feasible. A perNasive question remains Can our ruling
bureaucracies, can our legislative bodies comprehend and support such a radical
departure from the traditional pattern of service provision?

A significant new venture in the arena of empowerment has been undertaken
by the Governor's Planning Council on D('elopmental Disabilities in Minnesota,
under the title "Partners in Policymaking Observing the marked decline in active
participation by parents of children with developmental disabilities in public affairs,
especially in planning and in legislation, the Council has established a rather
intensive training program for citizens, including parents of children with
developmental disabilities and also some self-advocates It aims at giving them an
understanding of today's Issues and of ways to acquire a power base from which to
advocate. Participants are reimbursed for their expenses but must obligate
themselves to attend all the sessions and training events. The expectation is that
after the course, many of these parents having sought empowerment will play a role
in improving services, in pu.;!,ing for legislation and in kvating and pursuing
instances of inadequate attention to the special needs of people with disabilities.

The rPsults so far are encouraging and I think you will agree that among
dt.prived, disenfranchised groups in our country, the residents of mental retardation
institutions are near the bottom. But even from there conies new strength, a self-
determination, a new voice of self-generated improvement just a few weeks ago, a
group of residents of the Southbur) Training School in Connecticut asked some of
their friends in the community to arrange for a press conference. This conference
was held at the institution and most of the larger Connecticut newspapers carried
an account, some on the front page, about these self-empowered institutional
residents appealing to the public for justice and the termination of their
institutional confinement.

So far my comments have dealt with empowerment directed at social action
I3ut the empowerment of individuals toward leading a richer life, toward greater
self-fulfillment certainly is for many of us at least of equal concern.

One of the oldest stratagems in the disability movement has been the one to-
one approach to parentswhether it was called Pilot Parents, Parent-to-Parent, or as
in France, I.'Action InterfamilialInterfiimily Action. In Massachusetts, I had
encountered already in 1958 a well-functioning program called Parent Resource
Persons. These programs rem.;in effective even where there are relatively full
service programs because they cal, give parents who have never had or sought
outside help the courage to do so.
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As the disabilit mmement matured, the focus included more and more the persons
with disability themsei highlighting personal adjustment struggles often by far
exceeding those of parents Into this challenging area has come this vely month a
beacon of light, a new book by our friends, Robert and Martha Perske. Its title tells
It all; Circles of Friends Persons with Disabi lines and Their Friends Enrich the Lives
of One Another Essentially, it is a series of vignettes showing how human beings
are being helped to develop or regain the power they need to cope It is a
gripping, realistic book, but like ail of the works of Bob and Martha, there is a
beauty and serenity about it.

For our discussion today, the book has a specified meaning becau-,e one of its
vignettes shows how Judith Snow, whom I have known from my work with the G.
Allen Roeher Institute in Toronto for a number of years, at one point no longer
could cope alone with her existence in a wheelchair with only one thumb
functioning. She had been active in education and the human services, but
problems became too much for her and she virtually collapsed. At that point, a
circle of friends formed around herit is a gripping story to readand now she is
back at work and both the Canadian Government and the Canadian Association for
Community Living value her as a leading expert on the political and social situation
of persons with disabilities.

Again we need to recognize that self determination as much as empowerment
cannot continue indefinttely without strong, positive reinforcernent, a recharging of
the batteries, so to speak This crucial point needs to be aimed toward the long-
range planning of social action such as the implementation of significant, broad
legislative advances.

Circle of friends is one figure of speech Bridge building, or building
community are others From Communims, Inc., a Connecticut group, has just come
a contribution entitled What are we learning about bridge buildinga summaty of
dialogue between people seeking to build wininunity for people with disabilities It is
more of a how-to-do book, also focusing on how to enable individuals with
disabilities to gain the power to cope v, i life



Throughout my long friendship with Robert Perske, he has time and again
redirected my thinking into new and innovative channels and he does so with
formulations which at nrst sound so very simple--until you begin to fully
understand their significance Let me then quote from his concluding words in
Circles of Friencls
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9:00am-9:30am
Welcome and Opening Remarks Michael Ward and Madeleine Will

Introductions Patricia McGill Smith

Conference Logistics Colleen Wieck

Discussion Group Orientation Fran Smith and Edward V Roberts

9:30am-10:30 am
Keynote Adcress Self-Determination at the Indiodual Level
Nancy Ward Keynote with Mary Jane Owen. Introduction

Robert R Williams Keynote with Robert Perske. Introduction
and Christopher Pa lames Reader

1045 am-12:45pm
Five Concurrent Groups Sessions Discussion and Drafting of Rerornmendations to
Increase Self-Determination at the Individual Level

2:15 pm-3:00 pm
Keynote Address Seil-Determination at the Community Level
Frail< G Bowe Keynote with Richard Johnson Introduction

3:00 pm 5:00 pm
Five Concurrent Group Sessions Discussion and Drafting of Recommendations to
Increase Self-Determination at the Community Level

k

8:45 am-10:00 am
Keynote Address Self-Determination Inflbencing Public Policy
Gunnar Dy wad Keynote with Colleen Wieck Introduction

10:00 am-1:00 pm
Five Concurrent Group Sessions Discussion and Drafting Recommendatirns on
i 'ow to Increase Self-Determination in the Influencing of Public Policy

1:30 pm-3:30 pm
Small Groups Report in Plenary Session

3:30 pm
Adjournment
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