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EarlyinJanuary1989,the Officeof SpecialEducationand
RehabilitativeServicesinvitedsixtypeoplewithunusualviewpoints
to meetandrecommenddirectionsthe agencyshouldtake.
Overhalfthe plamers havedisabilitiesof one kindor another.*
Accordingto one OSERSoflicial,nothinglikethis hadeverbeen
donebefore.

‘IMaliy, it’s the professional groups,
the parent organizations and
government agency officials who plan
for people with disabilities... it’s high time
you, yourselves, tell us what you need!”

●e.g.,autism,deafhess,blindness,epilepsy,paralysis,speechlessness,
limitedspeech,cerebralpalsy,learningdisabilities,mentalrecwiation,
spinalinjury-and personswho claimedthattheirbiggestdisability
camehornstigmascausedbypsychiatricdiagnosticlabels.

This report has utilized the Guidelinesfor Reporlirrgand WrifhgAboutPeople
withUsabi/ifieswhich was developed by the Research and Training Center on
Independent Living (BCR/3111 Haworth, University of Kansas, Lawrence, KS
66045) and funded by the National Institute on Disability and Rehabilitation
Research.

The conference was supported by OSERSGrant H133B60048 to the University
of Minnesota Research and Training Center on Community Living. The content,
however, does not necessarily reflect the position or policy of the U.S.
Department of Education, and no official endorsement of the materials herein
should be inferred.



c A keynote speakerwith severelylimited speech asked a person using a
wheelchair to sit beside him and read his typewrittenaddress to the audience.

● In one of the fiveplanning groups, a free-lancejournalist-using a stick stropped
to a welder’s headband-slowly punched the keys to a computer attached to his
wheelchair while his completed sentences were “voicesynthesized”through a
loudspeaker.Anotherperson, using sign language,communicated the journalist’s
words to a government ofiicialwho could not hear. The man with deafhess
responded in sign languagewhich was received and voiced to the group by
another person.

●

.

.

A person who had been psychiatricallylabeled expressed anger when others
described how parents had fought successfullyto get help for their children with
developmentaldisabilities.Somehow,“parent power” meant something else in
the field of mental illness,

While almost everyone longed to be in the “mainstream”of society (with the
necessarysupports), four or fiveof the people with deahess became troubled at
the thought of leavinga “highly-evolveddeaf cukure”-a pocket in societywhere
communicationwas rich and evetyone “signed”

Wkh determination in her voice, a woman with mental retardationtalked about
terrible days in an institution,how she finallybecame a “self-advocate”and
“made it” in the community-even purchasing her own home.

In another group, a court-appointedmonitor sat with a communicationboard
positioned on his lap, He spelled sentences with his llnger on it while a person
sittingbeside him read the words out loud-espdally for the benefit of a
songwriterwho was blind



“Being pressured toward the margins of society”

“Having folks label us and treat us
as if we weren’t whole people”

“Having to go to programs where everyone else
makes choices we should be making”

& planners shared these experiences, the clearer it became that they had the
makingsof a poweri%lcoalition.From this coalescingspirit came the29
recommendationsthat follow.



9 RECOMMENDATIONSIN SUMMARY
COMMENDATIONS TO OSERS ARE INDICATED IN GREEN

Theenabling of people with
disabilities to determine their own
futures be seen as the top priority in
all government policymaking
functions.

Advocacyorganizationsshould
enable personswith disabilitiesto
testify for themselvesat formai
governmenthearings.

The term least restrictive
environment (LRE), now appearing in
many federal laws and regulations
doesn’t go far enough.

A programfor supporting stateand
iocaiseif-advocacyorganizations
be deveioped.

Grant proposals designed to benefit
persons with disabilities should be
rated according to how well they
include the concept of
self-determination.

A conference of persons with
disabilities be called to evaluate and
redirect the Rehabilitation Services
Administration.

internships and study fellowships be
created that enables persons with
disabilities to work and learn in
government agencies.

Personswith disabilitiesbe heiped
to compiietheir own orai history.*

A programfor reshapingprofeeeionai
attitudesbe institutedfor those
aiready working in the fieid.

Universities reshape their preservice
and in-service training programs to
inciude seif-determination as
a top priority.

$chooi programsenabie nondisabied
studentsand thosewith disabilities
to teacheachother.

Sign ianguagefor personswith
deafnessbe taught to nondiaabied
studentsin elementaryschccisand be
inciuded as a ianguagecoursein aii
secondarypubiic echooiianguage
departments.
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Grant review team should include
persons with disabilities.

A formai courseIn humandisability be
inciuded in the sociaistudies
departmentof pubiic schoois.

i
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‘Editor’s note: Although planners were asked to make recommendations to OSERS,it became clear
<.
5.

that some of these new thrusts fall outside the purview of this particular agency. Therefore, these
recommendations should be considered by al government agencies at all levels. They could

1
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conceivably lead to healthier attitudes and alternatives in private sector organizations as well.
,,$



Personswith disabilitiesbe provided
formal coursesin self-assertion.

Help reinforce friendships between
students with and without
disabilities.

Peoplewith disabilitiesbe involved in
in their own program planning
sessions.

Enable personswith all kinds of
disabilitiesto form a national
coalition.

Peoplewho havebeen psychiatrically
labeled be included in all coalition
effortsand be allowedto represent
themselves.

Bookstoresset up regular sections
on dieebllity.

Work for universal design in
technology.

Telecommunicationsdevicesfor
personswith deafness(TDD) have
expandedavailabilityand usage,and
be more readily identifiedand
understoodby all citizens.

Innovationsbenefiting peoplewith
disabilities(curb cuts,television
captions,accessiblevoter booths,
securityguards on subways,etc.)
be advertisedas helping other
citizensas well.

Unfair financial supportsystems
continueto be exposedwhenthey limit
the self-determinationof peoplewith
disabilities.

A series of model programs be funded
that exemplify self-determination
attitudes and practices.

Nondisabledpersonsbe helped with
perceived“inner terror” they
experiencein the presenceof those
with disabilities.

StateProtectionsand Advocacy
Agencieshire personswith disabilities
as communityorganizers.

A national research and training center
on self-determination be created.

Government should enable electronic
and print media to highlight the
real disability culture-its
positive aspects and its soon- to-
be developed oral history.



mThe enabling of people with
disabilitiesto determinetheir own

fut&es be seen as the top priorityin all
~ent po~~g ~~o~=gov

Sinceopportunities to choose for themselvesoften
come last-after the choices of professionals,parents
and government officials-these planners called for a
change. “Ifwe could get this priority into the heads of
policymakersit would be an engine in itself,”said one

&mner. “It would be a new mindset,”said another.
They recognized,however, that some persons have
disabilitiesso severe their chances for self-
determination remain small. Even so, they
recommended that government shift its emphasis more
in favorof lettingpersons with disabilitiestry to choose
for themselvesthan to quicklyand automaticallylet
others make choices they might have been able to
make slowlyand haltinglyfor themselves.

b Advocacyorganizations should enable
personswith disabilitiesto testify

for themselvesat formal government
hearings.

“Maybewe aren’tas fbncyat talkingas those who do
testify,”said one planner, “but it’sus they’retalking
about . . . and if they’djust learn to slow down and
listen we’d do okay.”One person described the
frustmtionhe feltwhen he and others traveled to a
Congressionalhearing, only to be shunned into a side
room where they listened to the hearing through
loudspeakers. It was agreed by planners in another
group that by allowing them to testifi, the legislators
would not only get fresh fhctsand perspectives,also
they would have an excellent opportunity to change
their perceptions and attitudestoward people with
disabilities.One planner summed up the situation:

Congress,in the void—becausethere is not a clearly
articulatedvision of people with disabilities-relies
on professionalswho are more than willing to go up
there and articulatetheir concerns. Congresswould
prefer to listen to real constituencies—thatis,
people with real disabilities-but, in their absence,
will take the advice of professionals.

lli!lThe term &astnWrictive environment
(LRE), now appearingin manyfedeml

laws and regulationsdoesn’tgo fiw
enough.

[

Feeling that it didn’tgo fhrenough, planners expressed
an uneasinessabout letting LREstand alone. Some
argued that LREshould be replaced with life in the
community in an environmentof onek own choice.
Others felt it at least needed to be changed to leust
restrictive,mostself-determiningenvimnnwnt

mA program for supportingstateand
local self-advocacyorganizationsbe

developed.

Recentlyformed self-advocacygroups show vividlythat
one person with a disabilitycan sometimeshelp
another in ways that relatives,professionalsand citizens
can never help. Accordingto one planner, they can
have a specialway of listeningto each other:

You and I must take time to listen to those whose
choices and pleas to be heard would otherwiseMl
on the ears of individualswho can hear, but refuse to
really listen.we must stand beside those whose
attempts to express themselvesare frequentlyviewed
by others as “aberrant,”“otTtasls”“noncompliant,”
“inappropriate,”“excessive,”“challenging,”
“aggressive,“ “self-injurious,”or “nonsensical.”
These expressionsare valid attempts to communicate
real wants, needs, or desires for others.

Such listening in self-advocacyorganizationscan help
those involvedto overcome bad memories, to share
how each solved tough situations-even to be able to
speak publiclyon behalf of one another.
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with disabilitiesbe mtedaccording

to how well they includethe conceptof self-
determination.

OSERSneeds such a rating systemin order to ensure
that grantees never “wipe out our chances to choose
and try to do things for ourselves.”

mlA conferenceof personswith
disabilitiesbe called to evaluate

and redirectthe RehabilitativeServices
Administration.

How one planner sized up the situation:
/

What’swrong with rehab (I&4) is real hard to fix,
because the model is wrong . . . So any attempt to f~
(it) since the 1973Act(shows) that it doesn’twork
So add Independent Living.That doesn’twork so
now we add Supported Employment.We keep
building into it additionalprogramsbecause we’re
dissatisfiedwith what the basic program does, instead
of going back to the root (and saying) the model is
wrong. It’sa medical model. And employment is
simplynot a medical issue.

#IiGrant reviewteams should hlchlde

persons with disabilities.

Saidone grant reviewerwho is a mother of a daughter
with a disability,“I am appalled at the lack of people
with disabilitiesand fkrnilymembers that are part of the
teams that review proposals.”It was recognized,
however, that some persons’disabilitieswill prevent
such an inclusion.But even here, the decision to
include or not include should be weighed in favorof
persons with disabilitiesinstead of those who serve
them.

7s Internships and studyfellowshipsbe
createdthatenable personswith

disabilitiesto work and learn in government
agendes.

This recommendationwas inspired by a keynote
speakerwho was deaf:

(We need) some sense of how the world works,
of how public decisionsget made. Again,this is not
something many people with disabilitiesunderstand.
For people in Washington,the concept that policies
are changed and money is spent because people . .
ask (to have them changed and funded) is some-
thing you breathe in here almost like osmosis.But it
is not something that many people in other parts of the
country comprehend. For many of us, the powers-that-
be 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 realizingthat
this is simply the way thingswork

mPersonswith disabilitiesbe helped
to compiletheir own oral history.●

Plannersfrom differentdisabilitygroups said they
believe that they possess a common historywhich
needs to be told, One planner even felt there should
be a hall of time for persons with disabilities.Another
person with mental retardation-who communicated
remarkablywell but had a hard time reading—
requested that the historybe recorded by video
cameras-like the oral histo~ done by the suMvors of

7

the Holocaust.Planners felt a histo~ developed by
persons with disabilitiesthemselveswould be differen
from any developed by persons without disabilities.

#

●This oralhistorywould 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.



mA plW@%UIlfor reshapingprofessional
attitudesbe institutedfor thosealready

working in the field.

If government makes self-determinationa top priority,
many workers in the field will need to change their
attitudes toward people with disabilities.Saidone
planner:

I think there is a perception by (some service
deliverers) that people with disabilitiesare not as
articulateand don’t know what they are talkingabout
when they want to express their own values and
wishes. One of the barriers is getting professionals
to sit back, be quiet, and listen to people with
disabilitieswithout imposing their own values.

How to help make this change became a subject of
discussion in all fiveplanning groups. One group saw it
as an issue in which professionalsfeared “the loss of
power” to persons with disabilitieswhen there needs
to be “a sharing of power” between them. Another
group called for programs that help persons without
disabilitiesto “reallyfeel what we feel.” Stillanother
felt that professionalsare tmpped in old textbooksthat
“emphasizedisabilitiestather than abilities.”

h Universitiesreshapetheirpresemice
and in-semicetrainingprogramsto

includeselfdeterminationas a top priority.

f
Saidone planner “We’vegot to develop some more
powerfid approac es to professionaltraining,that break
through to a level beyond information-to real insight
and sensitivity,(bringing about) a reshaping of values
and ways of working~She felt OSERSshould call for
programs that “train teachers and human service
professionalsto be facilimtorsof empowerment.” One
planner called f?r the inclusion of people with
disabilitiesin the trainingprograms:

Teacher preparation programsall over the country
are run by (nondisabled) individuals.Rarelydo you
find individualswith disabilitiesin charge
of these programs.Rarelydo you find individuals
with disabilitiesteaching in these programs.OSERS
could verywell write into the regulationsthat
funding considemtionsalso include whether or not
individualapplicantsactivelyinvolvepersons with
disabilitiesin their trainingfrom the top down.

w school programsenable nondisabled
studentsand thosewith disabilities

to teacheach other.

Accordingto the planners, a wide arrayof peer group
education programs are springingup in schools across
the nation. OSERSneeds to identifi which ones aid
self-determinationthe most, then disseminate
descriptionsof these programsacross the nation.

m Signlanguage for personswith
deafnessbe taughtto nondisabled

studentsin elementaryschoolsand be
includedas a languagecoursein all
secondarypublic school language
departments.

Manyplanners spoke of the beauty and richness that
can be found in signing.To some nondisabled
students, signinghas become a most attractive
pursuit—leadingto both a satis$ing skilland newfound
tiiends~me planners, many of them nondisabled,
dreamed of a day when almost everyone in a school or
a communitywould know how to sign

A

mA formal COU1’Sein humandisabilitybe
be includedin the socialstudies

departmentof public schools.

Plannerscalled for a fi-eshapproach that included their
oml history-the true storyof what happened to people
with disabilities in the past. It should be designed to
help students know what it feels like to be disabled.
But most important, it should help students to
“recognizeand even laugh at the hidden inner terrors”
they once held for people with disabilities.

.:
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4 Personswith disabilitiesbe provided
formal coursesin self-assertion.

Some obsemationsshared by planners:

. “Catch22” choices (’You can either do this . . . or
that will happen to you”);

● Staffmembers tiiling to provide the armyof
choices nondisabled people enjoy;r.Not being allowed to even think they could be in
control of their own lives:

=Ppression by staffmembers who fkared they
would lose control;
Being forced to 1iveup to the “perkt client” myth;
Fear of reprisal from stall members;
The failure to help persons find positivethings that
can come with a disability;
Individualeducation plans that emphasize
disabilitiesinstead of abilities;
Parentaloverprotection;
Not being allowed to be resilient—to“come back”
Aer a fhilure;
The fear of not speaking out when you know
something is wrong, and
The lack of healthy role models because the
literatureusuallydescribes people’s fhilures.

The planners felt that current self-assertiontraining
courses should be offered to persons with disabilities.
The programs should use “role mcdeling,” “intemctive
demonstmtions,”and “apprenticeshipmethods” instead
of classroom lecture methods. Rationale:When one
“worksat dohzggood self-assertion”one can remember
and grow in the process.

The ultimate in self-assertionwas voiced by a keynote
speaker who spoke on “Self-Determinationat the
CommunityLevel:”

That attitude-one of seeing the disabilityas
persoml, the problems as rather embarmssing,and
thesolutionsas forbearance. , . what the jargon
would have as “adjustingfor it’’—isa very,very
common one among persons with disabilities.It
does take a leap of logic to comprehend that society
has obligationsto you, that the issues are ones of
human and civil rights. It takes a further stretch of
imaginationto realize that people with other kinds of
disabilitiesdo in fhcthave 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
communityactivist,before one expresses self-
determination at the community level . . . It requires,
I think, as we saw this morning (in the firsttwo
keynote speakers), a willingnessto stand up and be
identifiedas someone who does in fhcthave a
disability,who does have special needs . . . and that
those needs should be met.

llmHelp reinforce friendshipsbetween
studentswith and withoutdisabilities.

In planning discussions,it became clear that friendships
cannot be “programmed.”But OSERSneeds to help
schools develop a flesh alertness for them. Training,
demonstrationand research programsneed to get
people into settingswhere “friendshipscan happen.”
Then programmersneed to develop naturalwaysof
reinforcingthese friendships.

H Peoplewith disabilitiesbe involved
in their own programplanning

sessions.

Manyplanners presented evidence showing that some
persons with disabilitiesare still not being invitedto
attend their own planning conferences.Consequently,
the directions of some persons’ livesare being charted
by others without any input from the people
themselves.



mEnablepersonswith all Idndsof
disabilitiesto forma national

coalition.

AUplanners discussed this need alter a keynote speaker
called on the assembly“to build bridges, to create
coalitions,to bring together diversegroups to harness
their energy and politicalpower.” Knowingthat such a
coalition can only functionwhen it’scentered on a
common cause, they felt that their struggleto give the
world an oral historyand their constant fightagainst
being “marginalized”could be that cause. They
recognized the need to understand the exact barriers to
self-determinationeach disabilitygroup must face.They
needed to learn how to “share power” back and forth.
The planners felt that if ever all of the disabilitygroups

J
could pull together they would generate tremendous
power-political er for bringing about social
change and personal power for determining their own
strengthsand accomplishments>

m People who have been psychiatrically
labeled be includedin all coalition

effortsand be allowed to represent
themselves.

Planners involvedin this disabilitygrouping described
how they had been organized since 1974.And yet, it is
the parents and professionalswho invariablyget invited
to cross-disabilitymeetings.Since they-not parents,
psychiatristsand psychologists-are the ones who
experience marginalizingpressures and have been
denied a chance to contribute their OH1history,they
asked to be invited to represent themselves.

A sales of model programsbe
tided thatexemplify self-

&termination attitudesand pmctices.

Plannersfelt that they learned a skillbest by ubing it,
instead of “takingcourses and talkingabout it,” OSERS
needs to announce prioritiesand support programs that
emphasize “apprenticeships,”“demonstrations”and
“on-tasksupports.”

m StateProtectionand Advocacy
Agencieshire personswith

disabilitiesas communityorganizem.

Some state protection and advocacyagencies have
alreadycarried out this plan. Accordingto some of the
planners, there have been positiveresults.

mGove rnmemt should enable
electronicand print media to high-

llght the real disabilityculture-its posMve
aspectsand itssoon-to-bedevelopedoml
history.

Namersrequestedthattheseeffortsoffera fresh
understandingofpeoplewithdisabilities,thatthey
identi$allthewaysthatbelittle,demean,patronize,
sensationalizeandmakepitifulthosewithdisabilities
today.Afterdevelopingsucha list,ensurethat
nonearecarriedoverinthenewefforts.Oneplanner
suggestedthatweneedtoworkconverselyaswell:List
thewaysinwhichthelivesofpeoplewithdisabilities
arebeingbetterappreciated,thewaysinwhichtheir
liveshavebeenenhanced,andthewaysinwhichpaths
havebeenclearedforthemtomovetowardincreased
self-assuredness.

mBookstoressetup a regular section
on disability.

Today,booksellers mingle valuable texts in a varietyof
sections,e.g., psychology,sociology,medicine,
theology,and exceptionalpersons. Plannersfelt that a
section on disabilitycould spark a greater interest
among disabilitygroups and the public at large.

mWork for universaldesign
in technolo~.

Plannersfelt that manufacturers,tryingto outcompete
and outdesign each other, need to consider
standardizingequipment for persons with disabilities.
The planners felt that a better understandingof what
people with disabilitieslhce,might-just might—help
them get together on behalf of these people.



m Telecommunicationdevicesfor
pemonswith deafness(TDD) have

expanded availabilityand usage,and be
more readily Mentifiedand understoodby
ail citizens.

Interestingly,no planner other than people with
deathess seemed to lmow what TDD stood for.
Coalitionpower sharing should be focused on these
neces.smydevices.

m -ovations benefiting people with
disabilities(curb cuts,television

captions,accessiblevoterbooths,security
_ on subways,etc.) be advertisedas
helping othercitizensas well.

When curb cuts are placed in the right spots on the
street comers, they enable people using wheelchairs,
mothers with children in strollers,elderly people with
groce~ cartsand children with tricyclesto cross the
street more safely.At the same time they can be
positioned so that persons with blindness can know
where the curb is and not walk into an oncoming car.
Wkh regard to captions, the keynoter on “Self- -
Determinationat the CommunityLevel”made an eye-
-openingstatement:

SayI want to have local newscasts on television
captioned. The level of understandinghere is one
that helps me identifj “common interests’’-parents
of preschool children who spend Saturdaymornings
watching cartoons (the parents groan, but if captions
were on, they’dfeel a lot better about those Saturday
mornings because the children would be reudingthe
captions). Hispanicfamiliesanxious to learn English;
new immigrants,and, of course, groups concerned
about literacy(show) them how to get what they
want by helping me get what I want.

a Unfair flnanclalsupportsystems
continueto be exposedwhen they

limitthe self-determinationof people with
disabilities.

Althoughone systemmaywork well for some, it can
demean and trap others. Since regulationskeep some
people from savingtheir money, the leap from
dependence to independence becomes too great. One
planner spoke of knowing someone who has many
savingsaccounts in ffiend@mesbecause if more
than $1500was deposited, governmentalsupport would
be wiped out.

mNondisabledpemonsbe helped with
the perceived“innerterror”they

experience in the presenceof thosewith
disabilities.

Interestingly,planners with disabilities-when allowed
to share unabashedlywhat they observed in
nondisabled people—spoke openly of the flight they
detected in certain individualswho are tryingto relate
to them, They spoke about how they longed to help
these people handle such irrationalfears so they could
just relax and be themselves.

mA national research and tl%dning
centeron seifdeterminationbe

created

Planners felt such a center WS a must.AUthe issues
raised could be focused at the center . . . a clearing-
house for the best self-determinationpractices . . .
a repository for the oral histo~. It was also agreed that
a research and training center that did not include
people with disabilitiesas advisers,staffand interns
would be a cruel joke.



rything planners
:ussed did not fit
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7tion. Planners (
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‘We have onlyscratchedthe surfke in solvingthe problems of
accessiblebuildings and ~“
Plannersshared one storyafter another that supported this view.

“The homelessare not juston the streets.”
Interesting&,pkmnempointed out that people with disabilitieswho live on the
street as homeless persons are also homeless when they live in institutions.Planners
had an uncanny knack for discerningwhen a “home” is redly a home and when it
is merely a “holding bin.”

We ought to objecdvity~’
One planner, using his voice synthesizer,made it clear that his seM-det~ “on
depended on more than people who remain “objective”with him. He felt a strong
need for “subjectivity.”He said he was tired of being merely an “object.”

“Life without supportsin the communitycanbe grim.”
A fm planners with dtxdhessexpressed f- about being “mainstrearned” in
communitysettings.One said,

At about the age of 14 or 15, I went to a state school for the deaf. I hated it at
first,Myfirstweekend we went down m the men’s room and they handed me
this little mop and a bucket to clean up the urinals. I didn’twant to do iLThat
was how I learned that the water we use in urinaIsis the wne water we drink in
our coffee.At the begiming I hated every minute of it.A.lierI was there awhile I
learned to appreciate it . . . I am sure if I had remained at home during that
period I probablywould be bad or I would be a drunk or something of a similar
nature. There are deaf people now sittingat home with parents who never
bothered to learn to cxxntnunicatewith any fluencyand they are sittingthere
staringat the wall, lookingat their watches (and calendars),waiting for Christmas
to be over so they can go back to where they are comfortable.

A rehabilitationcounselor supported the speaker:

I used to have bmilies coming into my officewith their deaf son or daughter.
The parents would talk to me. The deaf person would sit in the comer, not
knowing anything.llmre was no communicationbetween the lhmilymember
and the hearing-impairedperson. ‘l%eywere taking about what tbeyvmntedfix
their deaf son or daughter,but what he or she wanted was not even addressed
He or she was completelyout of it . . . Even though the &n* may have good
intentions,communication is still the disabilityof deaf people.

The rest oftheplanners listened carefullyto this repat ‘l’heysensed what life a
be like for persons with deafhess in a regularhome, school or communitywithout
others who can sign with them. They learned huw important interpretersare as a
bridge between the deaf and the hearing cultures.

On the other hand, others with deafhesswho lived in “mainstreamed”situatiom—
where people knew sign language-spoke positivelyabout life in the community.
fi

(Even so, none felt the need to divide into camps and debate the differences.
Instead, all agreed thatpeqole sbould be allowed to di?tennineforthemselvestdwe
tbeyuhantto live.Then everyoneagreed that l~e inthecommunitywithoutsu#orls
COW bepure &l The recommendationsreflected these conclusions.



“We need to fight for currentlegislation”
Althoughthe planners’chief task was to offer recommendationsto OSERS,every
planning group stronglyurged that Congressand the Bush Administmu“onwork
hand in hand to enact or fully enforce all civilrights legislation.

“The 500thAnnkmmy of the New World is coming.”
A keynote speaker who spoke on “Self-Determinationat the IndividualI.xwel”
offered governmentan intriguingmilestone and a goal to go with it:

w four years it will be 1992.George Bush will just be completing his term as
President.We also will be celebmting the 500thAnniversaryof Columbus’
discovq of the New World h 1492.Aswe look to the future today, it is not too
early to ask ourselveswhat kind of NewWorld we would like to live in by 1992.
Nor is it too early to begin to describe what the NewWorld of 1992and 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 future needs to look like in our discussions here. K
evefyoneelse in the countty is still mystifiedabout what George Bush means
when he talksabout wanting to create a gentler, kinder America,we do not seem
to be mystifiedabout it in the least.Perhaps that is because we already have a
clear vision of what (it) should look like. . .

In creatinga NewWorld of opportunities for Americanswith severe disabilities,
we must carryour message forwardto PresidentBush, the Congressand the
tierican people: We want our people fkee.We want them zwkupported in the
communitywhere they alwaysbelonged in the firstplace. . .

PresidentBush, please hear this stirringcall and inspire others to hear it as well.

“We want our people free. We want them wel-supported
in the community where they always belonged in the
first p/ace. ”



Seif-Determination
BY NANCY WARD

I became a self-advocateten years ago. Being a self advocateis vety important
to me because my self-advocacyskillstaught me how to see myselfas a person
with confidence and determination.I did not see myselfas a person because of all
the labels placed on me. People used to make fi.mof me all the time.

It is real hard for me not to be upset by being called retarded or dummy,
names like that. They would reallyhurt my feelings.It is real hard for me to deal
with my feelingsnow. 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 tome through some examples of accomplishments
that my Mends and I have reached.

I used to work in a sheltered workshop.To understand this stoty,you need to
understand that the main building is sep.rated from the contractbuilding.Myboss
became ill. She had to quit. Before she did she talked to me about applyingfor her
job. I didn’thave any confidence in myself.Aftertalkingto other people about it, I
finallydecided it wouldn’thurt 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.
This made me upset, but I went back to work A couple of weeks later, severalstalf
members came to the workshop building with the new supervisor.Mer talking
with them, I was told to UZLinthe 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 workingwith them. Severalyears after graduatingfrom a special
education program at a public high school, I talked to a counselor at a local
communitycollege about enrolling in a nursing program. It was suggested that I
take some math and science classesto prepare for taking the entrance examination
for the nursing program. It took fiveyears for me to finish these classesas I went
part-timesince I was supportingmyself.At the time I took the entrance exam, it
was discovered that I had not redeiveda high school diploma but tx.her a
certificateof attendance.Therefore, I would need to take the Graduate Equivalency
Degree requirements prior to enrolling in a nursing progmrn.I took the GED’sfive
parts and received an above averagescore. This was vety gmtifyingto me as it
proved to myselfand others that I could indeed do this work contray to what the
Id school board thought in the 1960swhen the SPeC~ edu~tion prq did
not require or have the opportunityfor the students to receive a high school
diploma.

Another example of how self-determinationhelped someone with a disability
involvesJane, who has cerebral palsy She is employed in a local workshop.
Previously,she was institutionalizedin Nebmska’sStateDevelopmentalCenter for
people with mental retardation.At the institution,attendantsperformed all of the
chores necessaryin daily livingso that when Jane Iefl the institutionto establish her
own household, she had great difficultydoing simple tasks.Jane also has spasticity,
so it was even more difficultfor her to relearn eating skills.One day when Jane was
eating in a workshop lunchroom, a stafFmember came up and asked her if she
couldn’teat any better than that. These words hutt Jane’sfeelingsso badly that she
wouldn’t eat in the lunchroom thereafter.Aftera week, she attended a self-advocacy
meeting and she was able to ask for adviceon what she should do to resolve the
situation.It was suggested that she talk to the staffmember about how her careless
words had deeply wounded Jane.Jane did do this and the staffmember apologized
and said she hadn’t realized what harm she had done. It was a situationwhere self-
advocacyhelps a person with a disabilityto solve a problem.



sally is another Mend of mine who had a great deal of self-determination.She “/ have /earned that
had the determination to leave the relativelysecure confines of a nursing home to getting mad does not do
live in the community in a group home. She had cerebml palsyand had been a any good. / have /earned
patient in the nursing home for manyyears. It was a long road for her to followas to kdk to peep/e about
she firsthad to overcome her selkcmsciousness to even go out in public, such as how that makes me fee/. ”
to a movie.But she did have the determination to do this and eventually,afier
- smd steps,suchas learning how to do some things on her own and how to
communicate in a sociallyacceptable manner, she moved to the group home. sally
flourished in the group home as she interactedwith the other residents and staff
members and went out with friends.Unfortunately,due to medical complications,
she had to return to livingin a nursing home.

However,when Sallywas back in the nursing home she stillparticipatedin
outside activities.She even attended a national convention (Associationfor Retarded
Citizens).She participated in workshops, attended exhibits and the awardsbanquet.
Though sally used a wheelchair, she danced through the night and had a very good
time. l’hrough her determination,Sallyenriched her own life, those of her friends,
and those who worked with her.

As I said in the beginning I have been a self-advocatefor ten years.That is the
way I became a member of People First.People Firstteaches people who have a
disabilityhow to speak out for themselves.It also teaches us our rightsand
responsibilitiesby showing us how to advocatefor change in a positiveway.People
Firstwas stated by a group of people who were in an institutionin 1975in
Oregon.

When I firstbecame a self-advocateI didn’tknow how to direct my feelings in
a positiveway. I saw this commercialon SpecialOlympics.It made me mad
because they were parading kids around the state showing how people should give
money because of pity.So I yelled at the ‘IV.Myself-advocacyskillshave taught me
to write letters to tell people how I feel rather than to get mad about it.

Our group has done work in communitiesand on policymakingissuesby
testifyingto our county commissionerson transportation,and we worked on getting
a law passed in Nebraskadealing with labels like “moron, idiot, imbecile, and
retarded.”We were able to get the labels out of NebraskaStateStatutes.People First
has helped us on the individuallevel as well as other levels.

m closing, I would like to talk about my job at People Firstof Nebraska,Inc.
We started working on a contractbetween People Firstand NebraskaAdvocacy
Servicesin July 1987.People Firstmembers came up with a list of names of
possible members of the advisorycommittee.They adviseme on things such as
self-advocacyand policy issues.Myjob title is Self-MvocacyOrganizer and the
P- under my direction is the Self-Advocacyl%ogram.The fivegoals of my job
are to make the ten chapters of People Firststronger,work with the board of
directors,start new chapters,do public education, and administration.Myjob is very
important tome because I feel my job givesPeople First the potential to a!lect
people’s livesvery positively.



Creating A New World of Opportunity
Expanding Choice and SeIf-Determination in
Lives of Americans with Severe Disability
by 1992 and Beyond
BY ROBERT R. WILLIAMS

Good afternoon. I am verypleased to be here and I am deeply honored to
share this opportunityto address you with FrankBowe, Gunnar Dybwadand Nancy
Ward. I also would like to recognize someone who is not here: Senatorbwell
Weicker.

LOTWllWeicker is leavingthe U.S.Senate,but he will never leave our hearts
and minds. For it was SenatorWeickerwho, along with MadeleineWI1land Justin
X transformeda Washingtonbuzzword, self-determination,into a livingreality
for so many of us in this room and all across our Nation as well. We will never
forgetyou, Senator,and we will continue to look to you for leadership and
inspirationalong the way.

As a t.tansplantedson of Washington,DC, let me also welcome you to our
Nation’sCapital.Washingtonis a great city to live in, work and visit.We need more
individualslike you, who can shape, mold and influencewhat goes on her~ to visit
Washingtonmore ofien.

I, therefore, hope that this conference will mark the beginning of a put.nership
among Americanswith disabilities,the Congressand the new Bush Administmtion.
Mr.President-elect,if you areas committed to fosteringincreased self-determination
among Americanswith disabilities,as I believe you are, please take note of what
goes on here and plan to personallyparticipatein other forums of this kind in the
near future.

Asyou know, I have been asked to speak to you today on what self-
determination is all about. This is no easy task Imagineme uying to tell you about
something you alreadyknow and have lived so many years. ‘

I do not have to tell you what self-determinationis all about.You and I both
know what self-determinationis all about. We learned it the hard way.We live it
everyday, and we are not about to forgetwhat it means to each of us here today.
Nor,what it could mean to our brothers and sisterswho are still shunted awayon
the back wards of institutions,numing homes, and other human storagebins all
across Our land.

We will never forget our brothers and sisterswho are still locked away.Nor,
the resolvewe must share to set them free. ‘Ihis is how much self-determinationas
a complete way of life means to us. We want it not just for ourselvesbut for aR
peqtxkwith disabilities.Indeed, we want it fbr ullpeqo~period. And,we want it
now.

Because in this Ihal analysis,we are u#ptwpk fintIsn’tthis what the
Declarationof Independence tells us: that we are dlpeople jfmt and fonnnost?And,
that as such we are endowed with certain inalienablerightsand that among these
are the right to life, libertyand the pursuit of happiness,

But,without being tiorded the right and opportunityto make choices in our
lives,we will never obtain full, firstclassAmericancitizenship,This is why we are
here today: to reassert these fundamental rightsand layclaim to them as ours.

So we do not have to be told what self-determinationmeans.We alreadyknow
what it means,We alreadyknow that it is just a ten dollar word for choice. That it is
just another word for !kedom. We already know that self-determinationis just
another word for describinga life filledwith rising expectations,dignitY,
responsibility,and opportunity.That is just another word for havingthe chance to
live the AmericanDream.

Nobody has to tell us this.We know it.We undemtand it for ourselves,each in
our own way. h &et,we understand better than most what leading a self-initiated
lifestyleis all about. We try to lead one each and eve~ day.Perhaps not alwaysas
completelyor as fullyas we would like or hope.



Some of us occasionallymay stumble. Some of us may have to strugglemore “Some of us may have to
than others to make our voicesheard and understood; to make our personal sfruggle more fhan others
choices about our livesknown and respected Sometimeswe succeed. Sometimes to make our voices heard
we Ml. We try nonetheless. Not because we are saintsor rmulyra.We ase neither. and understood...sometimes
But, rather, because we have learned that them fs nothingekefbr us to da we succeed, sometimes we

We do not have to be told-you and I—whatthe coatsand benefits of doing fail...we try nonetheless.”
this are. We know what they are, we experience them everyday. Indeed, we do not
have to be told any of this. But, if we axenot at this conference to learn about self-
determination for ourselves,then, why are we here?

u%y are w here?We are here to become better acquainted with one
another. To grow to know, respect, and support each other as human beings who
happen to share the vexyhuman attribute of being disabled.

~ are we here?We are hereto recognize each individualas unique and
unrepeatable.To recognize that each person here-as elsewhere-has a wide range
of needs, abilities,and potentkd contributionsto make in life.

my are we here?We are here not to learn about the promises of self-
determination !komothers. But, to discussand learn about the real-lifechallenges
and lessons of self-determinationamongst ourselves.For we are the ones who
know these challengesand Iessonsbest of all.

~ are we here?We are hereto enable one another.We are hereto
empower one another. To empower one another to go home and empower others
to become more self-determiningin their own lives.If anyone reallywants to
know, tell him or her that’swhy we are here.

EllaBaker,a civilrightsactivistof the 1960s,said it besr for the great human
rights struggleof her day as well as our own. Baker,who described herself as a
wornan who spoke “in a voice that must be heard,” said in a speech, put to a song
by SweetHoney and the Rockjthat:

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.
Passingonto others that which was passed on to me . . .
Strugglingmyselfdon’t mean a whole lot.
I have come to realize that teaching others to stand and fight is the only way
our struggleis going to survive.

We who believe in freedom must speak in a strong if strugglingvoice 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 everyoneof us. We cannot wait for t?eedom any longer.
We will not wait for fkeedomany 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 rightfullytheirs in the firstplace. For Ella
Bakerwas as right as right can be: This truly is the only way our struggle is ever
going to suwive.

Self-determinationmay startwith the self BULit cannot end there. It must not
be allowed to end there. We must cany it on. We must pass it along.We must pass
along to others what we have learned for ourselvesby makingchoices in life,
taking calculated risksand livingby their consequences.



You and I must take the time to listen to those whose choices and pleas to be
heard would otherwise M on the ears of individualswho can hear but refuse to
redly listen.We must stand beside those whose attempts to express themselvesare
frequentlyviewed by others as “aberrant,”“ofiias~” “noncompliant,”
“inappropriate,”“excessive,”“challenging,”“-iVq” “*if.inj@Ous,”or
“nonsensical.”‘1’heseexpressionsare valid attempts to communicate real wants,
needs, or desires to others.

We must stand with our brothers and sisterswho are still in institutionsand
nursing homes throughout the land-all 176,000plus of them (Lakin,1988).We
must help them win their freedom.And,we must help them win back their human
dignityand self-respect.

r

To do this, we need to work together to enable individualswith even the most
severe disabilitiesto begin to conquer and replace:

I
● Hopelessnesswith hope;
● Superimposedpassivitywith the dignityof risk;
● Joblessnesswith a real job at a real wage;
● Inaccessibilitywith true access;
● Speechlessnesswith meaningful expression;
● Confusion,anger and resentment with choice;
● Apathywith activism;
. And darknessat the end of the tunnel with light;

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

But we must do more as well. We must try to learn from our temporarydefeats
and setbacks. Asa New Year’sresolution,we also should resolve not to take
life’sstrifeto heart so much. We need to learn to revel, really muel in our victories
no matter how small or seeminglyunimportant they may appear to be.

For, as BobbyKennedypointed out in the most unlikeliestof places—
Capetown,south mea-in 1966:

It is horn the numberless, 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 strikesout against injustice,(he or she) sends a
tiny ripple of hope, and, each crossingflom a million differentcenters of energy
and daring, these ripples will build a current which can sweep down the
mightiestwalls of oppression and resistance,

Today,we have it within our power to send forth not just a few ripples but an
entire wellspringof hcpe and ideas for change all across this nation. If we choose
to, we cm begin to intluence much of what occurs in Washingtonin the next four
years and we must seize the opportunity to do so here and now.

In four years it will be 1992.George Bush will justbe completing his t&n
as President.We also will be celebrating the 500thAnniversaryof Columbus’
discoveryof the New World in 1492.Aswe look to the future today, it is not too
early to ask ourselveswhat kind of New Worldwe would like to be livingin by
1992,Nor, is it too early to begin to describe what that NewWorld of 1992and
beyond needs to look like.

We alreadyknow much of what it needs to look like.We alreadyhave touched
upon much of what the future needs to look like in our discussionshere. If
everyoneelse in the country is still mystifiedabout what George Bush means when
he talks about wanting to create a gentler, kinder Ameri@ we do not seem to be
mystifiedabout it in the least.

“~,.”



perhaps that is because we already have a clear vision of what a kinder and “Creating a new world of
gentler Americawould look like. Perhaps the next thing we need to do is to opportunities for Americans
articulate that vision more fullyfor others to begin to see and help us shape.We with severe disabilities by
know thatin a gentler, kinder Americathat UUir@ividualswith severe disabilities 1992 must begin with putting
will have increased opportunityto exercise more choice ~d COnt.d in eve~ _ an end to the discrimjna[ion
of their lives. we face today.”

We know, too,thattorealize this by 1992,the new Presidentand the Congress
will have to work together in wayswhich have not been seen in the last eight
years. It will require the Bush Administrationand Congressto work hand in hand to
ensure the earliestpossible enactment of ADA-the Americanswith DisabilitiesAct.
The new President must make ADAone of his top legislativepriorities in 1989.

Creatinga NewWorld of Opportunities forAmericanswith severe disabilities
by 1992must begin with putting an end to the discriminationwe hce today For in
a truly kinder, gentler and more justAmerica,equal opportunitymust come to
represent the rule of law rather than a mere exception to it. Passageof ADAwill go
far toward enabling our country to achieve this vitalnational objective.

We know what fostersand contributes to our abilityto lead a life of choice and
tion: EC@ opportunityand the full protection of the law fostersandself-determina

strengthensour abilityin this regard.We also know what stymiesself-
determination:Discrimination,prejudice, and bigotxystymie its development and
seriouslythwart our abilityto lead productive,satis@inglives.

Our message to President-electBush and the IOlst CongressregardingAD4 ‘
therefore, must be clear and unequivocal:Endorse it in deed as well as principle.
Work to secure its earliestpassage.Enact it this year.

We must be equally clear, unequivocaland persistentwith the incoming
Administmtionand Congressregardingthe need for comprehensiveMedicaid
Reformlegislationto enable Americanswith even the most severe disabilitiesto
live,work, and enjoy life in the communitywhere they have alwaysbelonged.

Bythe time Congressadjourned this past October, almost half of the Senate
and nearly 200 members of the House had signed on as cospcmsm of the Chafee,
Weickerand FlorioMedicaidHome and CommunityQualityServicesAct.
Congressionalsupport for redirectingMedicaidaway from institutionalstoragebins
into individualizedpersonal assistanceand communitysupport semices, therefore,
has increased phenomenally in recent years.

This is not to say that there still are not those in Congressand elsewhere who
still cling to the misinformedbelief that “there will alwaysbe a need for
institutions.’”Indeed, there are still more who are misinformed in this way than
certainlyyou or I would like. However,they are rapidlybeing infomwd othtxwise
every day. We must play an increasingrole in this educationalprocess as well.

BULone thing which has been sorely missing fbm thisientire effort lkomits
verybeginning has been any kind of Presidentialleademhipor initiativein this area.
This must change.We must make it change.

In creating a New World of Opportunities forAmericanswith severe
disabilities,we. must carryour message fonvard to President-electBush, the
Congressand the Americanpeople. We want our people tiee. We want them well-
supported in the communitywhere they alwaysbelonged in the firstplace. Andwe
“want them out, out of institutions,out of nursing homes, out of variationson rhese
themes” (Provencal,1988).



AustmlianAnne McDonaldwas born with severe cerebral palsyand was
assumed to be mentallyretarded.Atage three, she was placed in St.Nicholas
Hospital in Melbourne.Aflerlanguishingon a back ward there for then- 15 yearn,
McDonaldsummed up the brutal realityof her life and that of 1%too many other of
our contemporariesthis way:

To be imprisoned in one’s own body is dreadful.To be confined to an institution
for the profoundlyretatded does not crush you in the same way. It just
removes all hope” (Crossleyand McDonald,1980)

h the words and deeds of Anne McDonaldand countless others with severe
disabilitiesworldwide,we can hear the makingsof a clarion call to action if we
chome to listen.President-electBush,please hear this stirringcall and inspire
others to listen to it as well.

Va clear Fedend mandate and adequate reeourcesae provided, there should
be no need to admit anyone with severe disabilitiesto an institutionor nursing
home by 1992.This should be especiallytrue with children. Can you think of a
better way to celebrate the 500thAnniversmyof the New World or to help seek an
even NewerWorld than by achievingthis vitalnationalpolicy objective?

Over 176,000Americanswith severe disabilitiesare currently languishingin
institutionsand nursing homes throughout this land (M@ 1988).Each has a right
to lay claim to a better life in the community.‘I%etime to mognize this right by
enacting comprehensiveMedicaid Reformlegislationis nmd

In 1863,~- Lincolndemonstrated great moral courage by abolishingtie
“peculiar institution”of slavery.Today,we cd upon President-electGeorge Bush
and the Congressto demonstrate similarmoral courage, leadership, and visionby
putting an end to the dual peculiar institutionsof this century: the human
warehousing and segregationof Americanswith severe disabilities.We must
continuouslybear witness to the nation that there is not one among the 36 million
of 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 activismor our apathy,by our
commitment or our indifference,by our daring or our complacency.‘l%echoice is
ours to make. We must make it—both for ourselvesand for our brothers and
sisterswho are still left behind closed doors.

Thank you.

{,
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SeIf-Determination at the
Community Level
BY FRANK G, BOWE

Good allemoon. It is a pleasure for me to join you here at the CrystalCity “l saw deafness as
Marriott to talk about enhancing self-determinationby individualswith disabilitiesat somethmg that was my
the community level.As I understand it, I will be addressing this topic fbr about the problem, somethmg
next half hour, tier which smallgroups will meet to discussrecommendations. unique to me, something

When I think of “self-determination”I am ref~ to some of the attitudesand /n fact ‘Wrong’~lth me,”
behaviorsyou heard about this morning.To participate in the community,as
someone seeking access to and changes in the programs and activitiesconducted
there, someone with a disabilitydoes in facthave to have reached some
accommodationwith the disability.so it is ve~ true that selfdetermination at the
individuallevel almost alwaysprecedes that at the community level.

I can speak from experience here, Growingup as the only person with
dealhss in Lewisburg,Pennsylvan@it simplynever occurred tome that I could or
should, seek changes in the community.In those days,during the 1950s and
1960s, I saw deaf.hessas something that was “myproblem,” something unique to
me, something in fhct“wrong”with me, The 13ctthat I could not understandwhat
my teachers in school were saying,what was being said on the screens of the Icxzd
movie house or on the stagesof localpublic theatr~ was just the way it was.

That attitude-one of seeing the disabilityas persomd, the problems as rather
embarmssing,and the solutionsas forebearance or sufFeringthrough,what the
jargonwould have as “adjustingto it’’—isa vety,very common one among persons
with disabilities.It does take a leap of logic to comprehend that societyhas
obligationsto you, that the issues are ones of human and civil rights. It takes a
further stretch of imaginationto realize that people with other kinds of disabilities
do in fhcthave 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 acti~ before one expresses self-determinationat the
community level.

When I think about self-determinationin the community,what springsmost
rapidlyto my mind is implementingand etiorcing what is already supposed to be
there. I am thinking of cwb cuts and mrnps,of inteqxeters and readem, of group
homes and accessiblevoting booths I am not thinking hereof influencingsocial
policy,of stirringup social ferment to change the rules of the game. That is
something that requires yet another level of awareness,one we will look at
tomorrow morning.

To do these things-to find out what is supposed to be out there, to
determine whether it is in thct there, to identi~ who is supposed to put it there, to
pinpoint what is keeping it h-m getting done, and to decide which strategiesand
tacticsare most likelyto be effectivein getting it done-requires severalthings,
some personal, others social.

It requires, I thir& as we saw this morning, a willingnessto stand up and be
identifiedas someone who does in fhcthave a disability,who does have special
needs, That, for many people, is not an easy thing to do. Aftermy 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.A firsgshe withdrew into
her home, not wanting to come out for fear of embarrassment,Later,realizingthat
people would not think less of her just because she used a chair, she stillput off
ventures into the community,sayingthey were no longer convenient, that they
exhausted her. EVento this &y, some fiveyears afier 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 asks for them, and she does understand that, but still she does not act



The members of ADAIT,the advocacyorganizationnow mobilizingin cities
across the counuy for accessiblemass transitjexemplifyfor me that willingnessto
state, fbcmallyand without embarmssmengthat there are special needs and that
those needs should be met. We may disagreewith the tacticschosen by AD~,
notably the use of wheelchairs to block rush-hour trallicin downtown areas,but the
fact is that ADAPI’members have crossed the threshold that still reattainsmy
mother in Lewisbutg.

It requires, then, some sense of how the world works, of how public decisions
get made. Again,this is not something many people with disabilitiesunderstand.
For people in Washington,the concept that policies are changed and money is
spent because people-in ones, twos, dozens, hundreds, thousands even-~ is
somethingyou breathe in here, almost like osmosis.But it is not something that
many people with disabilitiesin other parts of the country comprehend. For many
of us, the powers-that-beare some remote body, answemble 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 simplythe way thingswork, The fact that the general
interest is little more than many special interests.The Ewtis also that what helps
me as someone with a disabilityofien helps someone else, someone who has no
disability.I have to know those things,and to act on them. Self-determinationat the
community level requires an individualwith a disabilityto know enough about
electoral and appointivepolitics to see where the levemare and who can pull
them.

The students at GallaudetUniversitydemonstrated such an awareness last
Marchwhen they showed considerable sophisticationin getting the CongreS the
media, and the civil rightsgroups to join them in their effotts to force a recalcitrant
board of trustees to hire a Presidentwith deafhess for the Univemity.The board’s
choice, Dr. ElizabethAnn Zinser of North Carolina,did in Ilwtstate that she
withdrew as GallaudetPresidentbecause of that external support,what she said was
a “civilrights moment in history”for people with deafness,and not because of the
students’own rebellion. By the time she took that action,vhmallyeveryonewho
had been heard from had sided with the students.The only ones still publicly
supporting Zinserwere the trustees.

It also requires an understandingof how to build bridges, to create coalitions,
to bring together diversegroups to harness their energy and politicalpower.
Coalitionsform around common interests.Self-determinationmay seem at contlict
with community determination,but really it is part and parcel of the same thing.To
the extent that I as an individualwith a disabilitycan make you see that you want
what I wan$ to that extent I have increased my base, strengthened my hand, and
_ded my options. %iyI want to have Id n~ on televisioncaptioned.
The level of understanding here is one that helps me identifi “common
interests’’-parents of preschool children who spend ~turday morningswatching
czutoons(the parents gr~ but if captionswere on, they’dfeel a lot better about
those &arday mornings because the children would be reudz?zgthecaptions);
Hispanicfbrniliesanxious to learn English;new immigmnts;and, of course, groups
concerned about literacy,and so forth-and then to canvasseach group, showing
them how they can get what they want by helping me get what I want. That’sthirly
sophisticatedpolitics,but it is what is needed for self-determinationat the
community level.



We as people with disabilitiesneed to recognize that some of those common
interestsare shared by prof-ionals, parents, and others who do not have
disabilities.We need to work with them, not againstthem. We need to take till
adwmtageof independent livingcenters (IWs) of state protection and advocacy
(P&A)systems,of parent-basedgroups like the Associationfor RetardedCitizens
(ARC)~ters and others in order to pull together enough common interests so
that what began as our own’’speckdinterest”gmduallytakes on the shape and
appearance, indeed the reality,of the general interest.

If what I’vesaid has any basis in reality,and some 15years of experience
organizingat the community,state and national levels tells me that it probably
does, it suggeststhat in your small groups you concentrate on how to, firsghelp
people with disabilitiesto openly and unabashedlyacknowledgetheir needs;
second, teach people with disabilitieshow to influence the decision-making
process in public ad privateorganizations;and third, guide people with d~~ilities
in identi@ingallies with whom they can make common cause.

Thank you—and good luck

“H does take a leap of
logic to comprehend that
society has obligations to
you, that the issues are
ones of human and civil
rights,”



Self-Determination:
Influencing Public Policy
BY GUNNAR DYBWAD

In most books and aticles on rehabilitationtrends in the United States,the
onset of the independent livingmovement is given as the early 1970s(Dajong,
1983),yet history reads quite differendy.It was in 1957that Repmsenmve WI
Elliottof Alabama,Chairof the SpecialEducationSub-Committeeof the House
Committee on Educationand Iabor, introduced HR69-81which provided for
federal funds to the states for the development of independent livingservices.This
legislativeproposal came about in response to a resolution adopted in October of
19% by the DelegateAssemblyof the NationalRehabilitationkociation. E.B.
Whitton,the ExecutiveDirectorof NR&welconml this legislativedevelopment
enthusiasticallyin an editorial in the May/August1957issue of the~oumwl of
Rebabilkationwhich ended as follows:

We believe the time will come when this decision, that state-federalsupport
should be made availablefor independent livingrehabilitationsemices,will
be regarded as the initiationof another great forwardmovement in rehabilitation
and in the evolution of the ~ “ on toward becoming the organizationto
which all rehabilitationpeople look for leadership.

Unfoxturtately,he spoke too soon. Neither this bill nor a similarone, I-Ill37%,
introduced in 1961which also proposed federal funds for independent living
provisions,gained a fiworablevote in Congress.It hardly needs emphasizinghow
much further ahead we would be if federal financingfor independent living
serviceswould have been available15 years earlier, and at that, in a period with
much more generous tlnancing.Why do I bring these old potatoes to your
attention?Becausevery obviouslythere had not been enough effortor enough
manpower to influence the public policy in question.

The field of rehabilitationin those dayswas firmlyin professionalhands. It had
been only a fewyears earlier that the NationalRehabilitationAssociationhad voted
to admit other than professionalsto membership. Rehabilitationwas as conservat.he
as OthCXhuman services-the recipientsof sewice had the identityof clients—
petitioners, rather than valued collabomtorsin a common enteqxise.

Need I say more than to remind you of what happened to Ed Robemsin those
very days in Califomh when he was downgntded as “not feasible”by those WIIO

should have sewed him?But Ed Robertshad gained for himselfa differentidentity,
not that of a depen&nt client but of a citizen.His self-conceptwas clear-he did
not allow the rehabilitationprofessionalsto downgmde him, and with singularself
determination,he foqgedahed his severe physicalimpairmentnot withstanding,
andeventuallycreatedourcountry’sM centerforindependentliving.In due
course,he was appointed by GovemorJenyBrowntobe thehead of theState
RehabilitationDepartment that had cast him aside as “not feasible.”

The question suggestsitself:How was it possible that in a progressivestate like
Californiarepeated requests fm servicesand equipment from a so obviouslybright
and alert person as Ed Robertselicited such negativeresponses from the
rekbilitation authorities?Gerben D~ong (1983), in exploring the Kam.s *

persons with disabilitiesin genetd encounter as many obstacles if not outright
rejection,sees the cause in the broad general scene. In an article on “Physical
~isability and PublicPolicy,”he wrote:

(
The ultimateand most pemasiveof environmentalbarriers are the attitudinal
ones, particularlythe view that disabled people are helpless,patheticvictims,
deservingcharitable intervention.‘here is now more than enough experience
to indicate that disabled people can, with appropriate environmentalsuppom
lead full and independent lives.Without the remowilof attitudinalbarriers,
the disabilitylegislationof the past decade will not realize its fidl promise.



To achieve such a basic change in attitude -11 take preciselywhat our session “Ed Roberts had 9ained
today is all about. It will take the effective,long-mngeinfluencingof public policy for hirn.s-e/fa different
on all levelsof government legislative,executive, and judicial-and the action has identity,not thatOfa
to come from the persons with disabilitiesthemselves. dependenf client, but of a

Ietme clarifythis with some t%ts km my own experience in the public citizen...he did not a//ow
policy field. On a consultativebasis, I had been instrumental in 1968in suggesting rehabilitation professionals
to a committee of the PennsylvaniaAssociationh RetardedCitizens,deeply to downgrade him.”
concerned about the refusalof schools to admit children with mental retardation,
and more yet about the intolerable nt@ect and cruelty in state institutions,that
since they had over severalyears tried in vain to get remedial action ffom the
legislatureand administration,the time had come to go to court. The committee
was stronglyin agreement with their recommendation,but when the matter was
brought to the full board of the &socM“ tion, there was strong resistance.Alterall, it
was said, how could the Associationdare to sue the Secretatyof WeI&e or the
head of the StateEducationDepartment on whose good will they had to count? In
other words, the members of the Association’sboard saw themselvesas clients,
depending on the bounty of these departments and their bureaucrats.With such a
self-imposedidentity,with such a negativeselfconcept, how could they confbnt
the authoritieson whose benevolence they believed they and their children
depended?

It took six months before the committee chair, in a very ingeniousway
(which lack of time prevents me from presenting) convinced the board members
that their parenud role, their responsibilitytoward their children, by far outweighed
their relationshipwith government.

Thus, they came to see themselves in a differentlight.Their self-concept
changed and their resultingself-determinationfor them to initiatea landmark
lawsuitthat resulted in establishingby judicialdecree a massiveadvance in
educationalpolicy:No child maybe excluded tiom public education for reasons of
handicap, no matter how severe. ‘Ihree years later,Congresspassed P.L 94-142,the
Educationof AllHandicapped ChildrenAct.It was a singularvictory,but
unfortunately,not a lastingone. News km throughout the country continues to
show that the implementation of this law on the local level is still seriouslylagging.
Almosteverywherethere has been and there still is a need for strong local etbrt to
influence public policy in line with the promise of P.L %-142.

The same situationprevails,of course, regarding the keystonesto the rights
of persons with disability,wion 504 of the U173R*ili@On ~endment ad
all subsequent amendments.

But how is an effectiveaction program to be initiatedand maintained?Rita
varela(1983),writing on “OrganizingDisabledpeoplefor poli~~ ~on,” PO~tS
up that the political realities in our variousstates differso ve~ much in terms of
local conditions and local leadership that any national campaignmust depend on
dispersed indigenous leadership to maintain its initial impact.Obviouslythis
necessitatescontinuing effortsin recruitmentand training to gain such leadership.
Whilewe have made great progress in using computer pr-s in teaching
technologicalaspects of work routines, how does one go about helping persons
develop a more positive self-concept,leading to a stronger self-determinationand
to empowerment?And whence comes this concept of empowerment?I never heard
this term used during my years of work in the human services.



i4sthe disabilitymovement matured, the focus included more and more the persons
with disabilitythemselves,highlightingpersonal adjustmentstrugglesoften by k
exceeding those of parents. Into this challengingarea has come this veq month a
beacon of light,a new book by our Mends, Robett and MarthaPerske. Its title tells
it all: Circk?sof Fn”enak:PemonswithDisabilitiesand ~“r Fnkna3EnrichtbeLives
of OneAnotL%wEssentially,it is a series of vignettesshowing how human beings
are being helped to develop or regain the power they need to cope. It is a
@pping,realisticbookbut like all of the works of Bob and hkutha, there is a
beauty and serenity about it.

For our discussiontoday, the book has a specifiedmeaning because one of its
vignettesshows 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 wheelchairwith only one thumb
functioning.She had been active in education and the human services,but
problems became too much for her and she vhtuallycollapsed.At that point, a
circle of fliends formed around her—it is a gripping sto~ to read-and now she is
back at work and both the @nadian Governmentand the CanadianAssociationfor
CommunityLivingvalue her as a leading expert on the politicaland social situation
of persons with disabilities.

Againwe need to recognize that self-determinationas much as empowerment
cannot continue indefinitelywithout strong,positive reinforcement,a rechargingof
the batteries, so to speak This crucialpoint needs to be aimed towzudthe long-
range planning of social action such as the implementationof significant,broad
legislativeadvances.

Circleof friends is one figure of speech. Bridgebuilding, or building
communityare others. From Communitas,Inc., a Comecticut group, has just come
a contribution entitled Wbatareweharning about brklgebuilding-a summay of
dkdoguebetuwenpecpleseekingto buiki communityforpeople witb disabilitiesIt is
more of a how-to-dobook, also focusingon how to enable individualswith
disabilitiesto gain the power to cope with life.



Throughout my long friendshipwith RobertPerske,he has time and again
redirected my thinking into new and innovativechannels and he does so with
formulationswhich at firstsound so very simple–until you begin to fully
understand their significance.Letme then quote km his concludingwords in
CirclesofF?ieru.&

As people take to each other, persons with disabilities
have been able to contribute their own unique richness to
t,heir friends and to the surrounding neighborhoods as
‘,veli, Therefore, i believe that friendships with people who
have disabilities can provide an explosion of fresh values
and directions which this confused, misdirected wor/d
75SGS now 8s nz IVEJ!befme.
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9:OOam-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-1 0:30 am
Keynote Address: Self-Determination at the Individual Level
Nancy Ward, Keynote with Mary Jane Owen, Introduction

Robert R. Williams, Keynote with Robert Perske, Introduction
and Christopher Palames, Reader

10:45 am-1 2:45pm
Five Concurrent Groups Sessions: Discussion and Drafting of Recommendations to
increase Se/f-Determination at the Individual Level

2:1 5 pm-3:00 pm
Keynote Address: Self-Determination at the Community Level
Frank G. Bowel 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

~’~:{,,> : * ‘. , ‘.
8:45 am-1 0:00 am
Keynote Address: Se/f-Determination: Influencing Public Policy
Gunnar Dybwad, Keynote, with Colleen Wieck, Introduction

10:00 am-1 :00 pm
Five Concurrent Group Sessions: Discussion and Drafting Recommendations on
How 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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