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In 1990, theAdministrationon DevelopmentalDisabilities,U.S.DepartmentofHealtb andHumanServices,issuedarequest

j$rproposaisrelatedto educatingpo[icymakers.TheMinnesotaGouernoriPlanningCouncilon DevelopmentalDisabilities

respondedto the request,andsuccess$id~competedfor the~ant.

Tbegoal of theMinnesotaCottncil)proposalis topromoteandstrengthenadvocacyand empowermentskillsof

individualswithdevelopmentaldisabilitiesand tbeirfamilies,and therebyenabiethemto irq%encecritica[policydecisions.

Theactivitiesof tbeproject haveincludedthefallowing:. A survq of “bestpractices”in empowermentandse~advocacy

Contactwasmadein eachstatewith thedevelopmentaidisabilitiescouncil theuniversityajj$iiatedprograms,

and a majorconsumer/parentorganization.. A NationalPanelofExpertswasconvenedto reviewthe results

of thesurvey,andselectappropriatemode[sforpublication.o Tbepreparationoftwo videotapesand thispubiicationtopresent

anddiscussapproachesto empowermentandselfadvocacy.
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Patterns of Many Shapes and Colors

One wayto recognizethat there is somethingnewin the air, a major shift in the works,

is to see the emergenceof a newcrop of buzzwords.The words“empowerment;’

“self-determination~’“self-transformation~’and “autonomy”are not new.What is new is the

frequencywith which they are usedin today’sdiscussionsabout peoplewith developmental

disabilities.What is reallynewis the shiftingpatternsthat such conceptsrepresent.Recent

actions about empowerment,self-advocacy,and self-determinationhavehelpedto re-focusour

vision of what is possible.

empowermentis definedas processeswherebyindividualsFor the purposeof this study,

achieveincreasingcontrol of variousaspectsof their livesand participatein the community

with dignity.

Self-determinationis “aten dollarwordfor choice. . . it is anotherwordfor freedom... a life

filledwith risingexpectations,dignity,responsibility,and opportunity. . . a chance to live the

Americandream.”(Williams,1989)



There are a number of key conceptswhich are central to all of theseattemptsat definition.

Privatecompetencywithout public opportunitywill not yield self-determination.Self-

determinationalsodependsupon the capaci~ of the externalenvironment— of socie~

— to permit and foster a widerangeof choices. (Y~CX,

At the personallevel,peoplecan developthe capacities

1991)

and competenciesof empowermentand

self-determinationonly in themselves.Peopleempowerthemselves.Others can assist

individualsto gain the skills,knowledge,capacitiesand alliesthey will need to take control of

their lives,createand take advantageof opportunities,and overcomebarriers.

Empowermentand self-determinationhavemuch to do with: o Vision — havingand being

able to dreamabout whatwe want our livesto be like; c Choice and the right to make

decisionsfor ourselves;o Power— control overresourceswhich are necessaryto act on our

choices and decisions; o Relationships— being our ownpersonin relationshipwith others.

@
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The Shifting Pattern

BeiiejandAttitudej:Individual
From To

Feelinghopeless ~~$) Feelinghopeful,..

Self-doubt ~’j$ Belief in self.<,.

Self-blame $j~’~ Promoting the possible

“They owe me”; blamingothers +&& I am responsiblefor the future; take control of own life

Seeingdeficits $$$ Seeing strengths

Be[iefiandAttitudes:ServicesandProfessionals
From To

Professionalsknow better than parentsor other laypeople @$* Peoplehavedifferentkindsof knowledge

Reliance on experts ~A@’+~&Y Reliance on the “common-wealth”in communities

“We”choose for “them” :$j$~ Consumerschoose for themselves

Powerover “@$~ Powerwith and among

Be[iefiandAttitudes:Communi~
From .. To

Exclusion (“we”- “ @>* Inclusion (“allof us”)“they ) ~&.

Differencesas inadequacy ‘~~”+ Differencesas assets

One cultural perspective ‘$!J’i Multicultural perspective

(Adizptedfiom Cornell Empowerment Project)

@
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“HMgo through

Partvenandyou come

out tbinkingyouhave

to changetheworld.”

What Is This All About?

Kq Concept:Partnersin Policymakingteachesindividualswith disabilitiesandfamily membersto

becommuni~ leaders.Tbeprogramisdesignedtoprovideinformation,training resourcesandshill

buildingin two areas:a) what isstate-oftbe-art, and b) how to iny%encepublicpolicyIndividuals

then usethesetoolsto obtainbetterservices,po[iticaladvocacy,policydevelopmentand change,and

communi~ [eadershzj.

Partnersin Policymakingis dedicatedto

assistingindividualsand familiesto

changethe system.The intensivecourse

provides128 hoursof instructionover

eightweekends.
SueSsvensoniactivismafier Partnershasbrought Chadie to an inckive classroom
in his neigbborhoodschool.

“Irn not cbangingthe worldalone, but Irn doing mypart. Tome
tbat reallymeanssomething.I think to CharIietkst real~ means
something.”

‘7trestoreda senseof
independenceto ourfamily,
throughincreasingoptionsfor
Charlie”- Sue Swenson

Each of the sessionsis devoted

to a specifictopic or levelof

government.Participantsare given

and complete assignments,such

as servingas an intern with a

public official.



The overallgoal is to reach a productive

partnershipbetweenpeoplewho need and

useservicesfor developmentaldisabilities,

and the peoplewho make public policy.

Partnersin Policymakingis all about

providinginformation and skillstrainingso

peoplewith disabilitiesand their familiescan

pursuetheir own agendas.

The Shifting Pattern

From
The systemsets the agendafor individualsand families

A focus on information to individualsand familiesso they
will knowwhat the expertsthink is best, and act appropriately

A focus on changingindividualsand families

A focus on individualsand familiesas informed followers

A focuson self-improvement

Does It Make A Difference?

“I’ve been on nationalcommittees,stat. committees,countycommittees...
I’ve now decidedthat I want to runfov the state legislature”– Linc&Rother

To
Individualsand familiessetting and pursuingtheir own
agendas

A focuson skills,competenciesandknowledgeso that
individualsandfirniliescansetandpursuewhattheythink is
best

A focus on individualsand familieschangingthe systemand
public policy

Individualsand familiesas leaders

A focuson self-determination,self-creation,advocacyand

systemimprovement

Partnersin Poli~making programshavebeen offeredin severalstates,and another twenty-four

statesarejoining the effort in 1992 and 1993. The feedbackfrom the individualsand families

who haveparticipatednow fillsvolumes.

@
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‘Ybavespokento other

parents,profesliona[fl

organizationsand

public ojicia[s.”

Rodney Second Grade: Rodneywasplacedin a self-containedunit for childrenwith severe

mental retardation,non-verbalor behaviordisorders.Educationalactivitieswerethe typical

nut and bolt screwing,lacing cardboardshapesand peg boards.His behaviorsincluded

screaming(his most effectiveand the one that broughthim fame), biting, kicking, and hitting.

He enduredbeing locked in a medievalcontraptionwherehe couldn’traisehis armsor see out.

He enduredmany a take-downprocedureand adultsscreamingin his face.Alongwith

aversives,psychotropicdrugswereusedto control Rodney.

Rodney,Third Grade: Rodney enteredthe doubledoorsof his neighborhoodschool. Rodney

wasemancipatedfrom the den of aversives,programplans,and meaninglesstasks.He was

introducedto the freedomand

leadinga programmablelife.

innocence of just being a child. He no longerwasa diagnosis

Rodneyparticipatesin sports,has been in two classplays,has been invitedto partiesand over

to friends’houses,has had to givea campaignspeechwith augmentativecommunication, has

had peerssupportand encouragehim, and has been introducedto the alphabetand numbers.

Rodney talks in sentencesnow,and no longer takesThorazine. He wasgivenhis life back

thanksto Partnersin Policymaking,wrote his mother, a PartnersgraduatefromTexas.

6!?3
seven



From parents of children with disabilities:

‘<Partnersis whereI learnedthe
thingsthat I applyevery z&yto
my studentsand to the campus
atzdcommunityin genera[”-

RobevtaJuarez

“We often fearedhow our baby daughterwouldsufferfrom havinga brother -

who, becauseof his disability,wouldrestricther life and embarrassher in -

front of her friends.Those are nightmaresthat will nevercome true. -

“I havespokento other parents,professionals,Chambersof Commerce,
-

school boards,organizationsand public officials. I plan to continue my work

-

-

in advocatingfor my son and otherswith disabilities.”“With Partnersin T

PolicymakingI havelearnedabout true qualityof life and that “just a mom” -

can do anythingand get results.The experienceI havegainedhas allowedme

to speakwith confidenceand knowledge.”

From individuals with disabilities:

“It soundssimplebut probablythe most important thing one can do for oneself is to be able

to say‘I want’or ‘I need.’If you can relatethat information in a convincingand assertive

manner,then you’veprettywellgot it made.”

“I think that Partnersis whereI learnedthe things

that I applyeverydayto my studentsand to the
‘7thas openeda wholenew worldofnetwurking with otherp.opk

campusand community in general.Without it I withdisabilities”- Kurt G“reniget.,cableshowco-producer

woulddefinitelynot be doing what I’m doingtodayand havingso much fun doing it.”

@
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What Is This All About?

“Weidentzfiwhat

seruicejtheperson

requires,andhow we

d]oz.ddworktogetherto

supporttbeperson.”

Kg Concept:Individualsandparentsreceivetraininginformationand supportsto morejidyparticzjate

in casemanagementfor tbemse[vesor theirsonsand daughterswith Avelopmentaldisabilities.Case

“Justto be abb to spendsome time togetherwith my wfe. becauseof
Diane; being involvedin Parentsas C&e Managers,wewereabletoget
someof the serviceswe needed”- PaulRoth

managementis improvedby informeddecision

makingby the individualandfamilj, thus

enablingthem to hoidserviceprovidersaccountable

fir the outcomesidentij$edinthe individual~plan.

In many states,casemanagementis a service

mandatedby legislation.The key components

of casemanagementareaccountability,accessibility,and coordination.Individualplansare an

integralfeatureof casemanagement.They identifywhat servicesthe personrequires,and how

they shouldwork together to supportthe person.

The fundamentalnotion of

Parentsas Case Managersis that

individualsand parents,in fact,

can be the casemanager.People

with disabilitiesand familiescan

Diane Roth (right) k workingwith colleaguesto bring
Parent$~ C&e Ma?tagerstrainingto ber ruralarea.

‘Ttgave control back to ourjimily”
— Diane Roth

handlethe choicesand decisions

@
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involved,aswell as the responsibilitiesof professionalcasemanagers.Federallawdescribesthe

casemanagementresponsibilityas a “continuing,perhapslifelong, relationship.”Clearly,the

individualand familyare in the best position to maintain that relationship.

Becausecasemanagementis often a mandatedservice,if individualsand familiesare to be their

owncasemanagers,then their statusmust be recognizedby the state,and agencieswith whom

they come into contact. ParentsasCase Managersprojectsmayinvolvethe followingfeatures:o

Officiallyrecognizingindividualsand familiesas casemanagers.o Providingtraining and

informationto developthe competenciesof individualsand fiuniliesin the followingareas:case

management;rightsand responsibilitiesasthey relateto personswith disabilities;dataprivacy;

state-of-the-artservicedeliveryandphilosophy;qualityindicators;transition;and inclusion.c

Producingand distributingresourceguidesand informationpacketsto keep individualsand

familiesinformedof newdevelopmentsand ideas.o Providingongoingadviceand supportto

participants,includinga stipendto supporttheir participationas casemanagers.

The Shifting Pattern

From
Professionalsplanningfor people

Reliance on over-worked,under-trainedstaff
with a high rate of turnover

A viewthat only professionalscan be responsible

Case managementas a meansto let people
into existingservices

To
Individualsand familiesplanningfor themselves.

Relianceon the lifelong commitment of individualsand
familiesto their own lives

Respect for the fact that individualsand familieshavea vested
interest in acting responsiblyon their own behalf

Case managementas a meansfor individualsand familiesto
organizeservicesin responseto their needsand dreams
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“1neededanodmrjok

OfParentPower”

An evaluationof a Parentsas Case Managersproject indicatesthat the project’sprogrammade

an impact on people in three differentareas.The project providedavailableinformation for the

participantsand improvedtheir rolesand familyinteractions;it providedemotional and

instrumentalsupportto the participants;and it helpedthe participantsbe more

knowledgeable,self-assured,and decisive.o It helpedthe participantslink with socialresources

and build their socialnetworks,informal (e.g., connectingwith the other parents)and formal

(e.g., connectingwith the other professionals)networks.Parentsas Case Managerswereable to

obtain additionalservicesfor the sonsand daughters,weremore satisfiedwith the servicesthey

received,and believethat they haveimprovedaccountabilityby improvingthe qualityof their

children’slives.Testimonyof the participantsinvolvedindicatesimportant consequencesin a

number of areas: o I neededto come to the training today,to get anotherjolt of parentpower.

oIn the past, I felt alone coming from a ruralarea;now I don’tbecauseof

the groupof parentcasemanagers.OAyearago I neededto havea legal

advocatesitting next to me at a conferenceto do all the talking.Now I

can go to a conferencealone, and I feel confidentwith my advocacy

skills. 0We havereceivedmore services,and the systemseemsto move

fasternow.I am an organized,informedteam member at my child’steam

meetings,with a broadvision of the possibilitiesand how to accomplish

them for my child.

‘7tkgivingyou the meansand
thepower to do whatkbestfor
the individual”- Bi[[Meyer
(with sonMax)

r
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Thefocus ison

developinga network

offiiendsand

relationships.

What Is This All About?

Kg Concept:PersonalFuturesPlanningisaprocessto createa visionofa moredesirablefuture

fir individualswith developmentaldisabilities.Itj%zses on the uniquegj% and capacitiesof the

individualinsteadof de~cits.It isa mapfor the individual~journey towarda betterpersonal

future. A Persona[FutureP[anisdevelopedbya groupofpeop[ewhocareabout the individual.

‘ Oncetheplan isdevelopedtbegroupcontinuesto meetforas [ongasis necessayto supportthe

personin movingtowardthe betterpersonalfuture.

PersonalFuturesPlanningis: oA tool for fosteringnewwaysof thinking about peoplewith

developmentaldisabilities.oAn opportunityfor peoplewith

disabilitiesto developpersonalrelationships,havepositiveroles in

community life, increasetheir control of their own lives,and develop

the skillsand abilitiesto achievethesegoals.oAn ongoingproblem

solvingprocess,The plan changesas newopportunitiesand obstacles

arise. oAn ongoingcommitment by a circle of friendsor a person-

centeredteam of people on the life and futureof an individual.

@
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%; helpedmeget whereI am today”
– Dan Crarme[l



It createsvisiomand

capturesdreams.

PersonalFuturesPlanning,at its heart, is a waythat individualswith disabilities,their friends

and family,can take chargeof definingwhat the futureshouldbe like for the individual.The

focus is on whatmust happenso that the individualcan fully participatein and be valued

by the community. The process identifies and builds on the

strengthsof the person.

PersonalFuturesPlanninglooks for doorsand opportunities.It

createsvisionsand capturesdreams.It continuallystrivesto be both

visionaryand extremelypractical.The planningprocessdevelops

A celebrationofpeople a true picture of the person, and describesthe best possiblefuture

of the person in community. It then identifies problems blocking that future, and

opportunitiesfor progress.

The Shifting Pattern

From
A professionalteam, to which families ,@

and individualsmay be invited

A circle of professionals(who maysee ~
the individualat the center of the circle) ‘%$

A focus on servicesinto which ~
the individualcan fit ‘$%3

A preoccupationwith test scores,problems,
weaknesses,and papercompliance ‘4$$>

A focus on what “is”
‘@’

A viewof life as definedby services ~----
@

@

To
A team of familyand friends, to which
staff who are close to the individualmay be invited

A circle of friendswho join efforts with the individual

-
A focus on how the world needsto work so the individualis a
member of and contributor to the community -

A preoccupationwith strengths,gifts, capacities. . .
What the personhas to offer and build on

-

A focus on dreams,and a vision of what “IUUSL lx”

A viewof life as definedby relationships,community, -
choice, competence, a home, a career,a future. . .
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Making A Difference

Dan Cranne[lmet withfamily membersat the bonte ofhis brotherfor
a Persona[FuturesPlanningreview,

PersonalFuturesPlanningcan make a difference

in three differentways:in the effect of being

vision focusedand person-centered;throughthe

changesin the person’slife which resultfrom

actions taken; and by changesin servicesand the

systemin responseto the plan.

PersonalFuturesPlanningbringspeople together.It callson people to act as friends, rather

than staf~ It getspeopleorganizedfor action.

c Bill’sparentshad been trying for yearsto get him out of the institution. He wasvery

aggressive.He wasstraitjacketedand “treated”with electric shock. Their efforts to find an

agencyin the community that wouldhelp werealwaysmet with a “no”;Bill wastoo much of a

challenge.A groupoften friends—family,neighbors,and some professionalswho had known-

Bill at varioustimes—got togetherto plan for Bill’sfuture. For Bill and his parents, this was

the first time peoplehad gotten togetherto say“yes’.’They found newenergyand newhope,

After a yearof planningand followingup on the plans, Bill liveswith anotherpersonin a

townhousein his community.He has been aggression-freefor a year.He regularlyvolunteersat

a local food bank. He often rideshis bike severalmiles to visitwith his parents,

@
fifteen



r

r

r
r

?:b

l’-

l’-

The VoucherSystem

‘It ahbws thepamnts to be more in

contd It ahbwsyou to maintain

your se~respect.”

1-

r
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What Is This All About?

KeyConcept:Familiesan~individuals

withdisabilitiesaregiventhe

responsibility,autbori~,moneyaddability

tobuywhattheywant,needandprefer.

The vouchersystemis a remarkablysimple

idea—families are givendirect accessto

fimdswhich had been controlledby

government.

‘cF~nliliesknowbetter

dxznanyonewhatthey

needto staytogethei.”

Thanksto Vouchers,RobbieJolmsonhasbad the same respitecaregivet-
Jack Tbonzpsott-for tbreeyea.s.

Familiesareofferedthe opportunityto participatein the voucherprogram.Each family is

allotteda certain amount of money for the year.This might be basedon previousamounts

received,the family’sestimateof what it will need for the year,or a combination of both. The

familydecideswhat is needed;orderswhat is needed;paysfor it; and is reimbursedfrom its

pool of funds.

There are four underlyingprinciplesto this approach:0It is important to havea child growup

as part of the family.o Familiesknow better than anyonewhat they need to staytogether.

0Familiescan be trustedto make the right decisions.o Familieswill stretch their dollars.

@
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“Wegetprobab~

threetirne~more

respitecurethanwe

got befoi=evouchess.”
The Shifting Pattern

From
No choice

Being forced to take what you
can get, not what you want

Authori~, money and decision
in handsof governmentor providers

Prioritiesdefinedby
governmentand agencies

Servicesand supportsprovidedby
staff and professionalsof agencies

Making A Difference

Vouchersenabled WallyaFlowersto supplementher daughter?
diet andtopurchase exerciseequipmentfov therapyat home,

To
Choice

Familiesand individualsdefining
what they want

Familiesand individualshavingthe responsibili~, authori~,
money to buy what theywant, need and prefer

Prioritiesdefined
by familiesand individuals

Servicesand supportsprovidedby formal
and informal sources

The vouchersystemhas madea differencefrom

threeperspectives:It has increaseduseof informal

and alternativesourcesof support; it has made

positivechangesin the livesof individualswith

developmentaldisabilitiesand their families;and it

has begun to changethe natureof the system.

The singlebiggestcategoryof expendituresin vouchersystemshas been respitecare. Time and

again, the arrangementswerewith informaland alternativesources.One familywith seven

youngchildrenwasable to hire a family friend to babysitfor the entire groupwhen the parents

went out to dinner.

@
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The parentsof one younggirl rarelywentout togetherbecauseof the

difficultyat mealtimes.They weredisappointedin countyproviders

becauseof the turnoverin personnel:theyhadto constantlytrain new

staffto carefor their child.With voucherfinds, the couplehireda

neighborwhohasknownthe childfor manyyears.

The participantsin one county’svoucherproject reportedsuccessin

changingtheir controJ

-

-

overthe rest of their lives.One mother saidthat

RachelEsparzzzcanpiay in her
backyardnow, thanks to a
sidewalk paidfor with Wwcher
jima!i.

respitefor her adultdaughterwasthe biggestneed. “We’vegotten much

more respitethan ever... it allowsus to keep up with our daughter.” She

alsosaidthat the flexibilityof the fundsallowedher to find a provider

who can come in the eveningsandweekends.“It’skept our (marital)

relationshipgoing.”

-

-

-

Someparents useaportion of
their children? Voucherallocation
to [et them participate in
communiry activities.

Ant~Esparzapurchasedsojhuarefo~her akughterRachelusing
Voucher@n&, then sbaredthe sojiwarewith Rachel? school.

6!3
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What Is This All About?

Key Concept:A[lyoutb,inc[udingyoutbwith disabilities,havethe capacipto be leaders.Ytwth

with disabilitiescanplay a vital rolein changingsystemsandpolicysoastopromotethe inclusion

ofyouth with disabilitiesin thesocialeconomic,political andspiritua[L$eof the comrnuni~,and

theircontributionto thoseareasofk~e. Thecooperativeeffortsofandfiiendshipsamongyouthwith

and withoutdisabilitiescanchangethe natureof communi~ l$efor generationsto come.

The focus of youth leadershipand self-determinationis wideandvaried:oTo foster integrated

and respectfulfriendshipsamongindividuals

youth for leadershipand self-determination

c To promote accessto and inclusionof

youth with disabilitiesin existingyouth

programsand educationoTo developthe

capacityof servicesto respondto youth with

diverseneedsoTo providean opportuni~

for youth to participatein policy issues.

=To developskillsamong

“

.,. thetl tukingthtitstep, then
nnotkev. .,,

,’ Eric, tnkingthej%t stepfl,td
sq,ing he wouldnot ttiketinothe?:”

These elementsinvolvethree critical ingredients:the developmentof skills,competenciesand

knowledgeamongyouth with disabilities—tools for self-determination,leadershipand change;

the developmentof friendships,relationships,and alliancesbetweenyouthwith and without

t w e n ty 0 n e



disabilities— partnershipsfor life and change in the lives of youth with disabilities;and

creating opportunities to act on decisionsand choices.

There are a widerangeof activitiesand approachesthat can makeup youth leadershipand

self-determinationprograms:oSchool partnerships:Work with youth, teacher,parentsand

school staff to: c Identifj issuesand opportunitiesat the school in terms of integrationand

youth leadership.c Use a varie~ of contexts

(the classroom,extra-curricularactivitiesand clubs,

or existingfriendshipnetworksamongyoungpeople)

and methods (peerfriendship,circle of friends,youth

serviceclubs) to developintegratedyouth groups,and C’Thoseare the successstories”- YMCAprogram directox

friendshipsamongyouth. o Train staff in both schoolsand communi~ organizationsin a

varietyof skill areassuch as self-advocacy,personalfuturesplanning,facilitatingrelationship

building,and developingcareervision. o Outdoor leadership

without disabilitiesin activitiesthat build self-determination

programs:Involveyouth with and

skills,and foster appreciationfor

the diversiVof individualtalents.Such programscombine adventure-basedexperiences,team

building,andworkshopson assertivenessskills, culturalawarenessand leadership.There are

many occasionsand placesthroughwhich youngpeoplecan enter into relationshipwith a

youth with disabilities,such as the neighborhood,youth clubs, part-time jobs, church and

churchyouth groups,communi~ sportsteamsand recreationevents.

tw e n ty tw 0



The Shifting Pattern

From
Peersas helpersand mentors

Youth as irresponsible

Youth with disabilitiesas dependent

Youthwith disabilitiesas “other”to be seenas separate

Skills for dailyliving

Youth as today’sproblemsto be solved

Making A Difference

To
Peersas friends

Youth as responsible

Youth with disabilitiesas leaders

Yourhwith disabilitiesas “oneof the group”

Skills for leadershipand self-determination.

Youth as problem solvers,and the leadersof the future

In one program,a summeryouth leadershipcamp

includedyouth with disabilitiesfor

,.. Km have to believe inyour).ienaL - andinyoursey

the first time:

“The youngpeople

cameawayrealizing

,
that a youngperson Zaversing the bog meansmow thanaIIexbilirating ~ide.,.

with a disabilityshouldbe treatedthe samewaythat they

want to be treated.The youngpeoplewith disabilitiesdid

some thingsthey probablythought theywouldnever,ever

do. Like Eric, climbing the tower—takingthe first step and sayinghe wouldnot take another

step. Then takingthat step, and takinga third step.. .“

t w e n ty three
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What Is This All About?

“peoplewithdisabilities

are in thebestposition

to makechoicesfor

tbemselue~.”

Key Concept:PeopleFirstisan internationalmovementofpeoplewith developmentaldisabilities

advocatingon theirown behalf Peoplewith disabilitiesareseenascapableof representingtheirown

bestinterestsand exercisingtheirown choices.

Self-advocacytraining assistspeoplewith developmentaldisabilitiesto make and express

choices for themselves,to knowand asserttheir rights, to organizeand form alliances,and to

havean impact on public policy.

PeopleFirst takesa fewverybasic principlesquite seriously:Peoplewith disabilitiesare people

first. They shouldbe seenfor their abilities.They havethe sameneedsas everyoneelse— a

home, a job, an education,loveand friendship,dignity,a good time, a decent standardof

living.Peoplewith disabilitiesare in the best position to make choices for themselves,to speak

on their own behalfiand representtheir interests.

As with other people,peoplewith disabilitiesoften requirethe help of friendsand alliesin

acting on their choicesand defendingtheir rights. PeopleFirst groupsoften haveadvisorsto

help them get organized,to interpret information that is complicated,and to followupon

issues.Advisorsparticipateto provideadvice,not direction.

639tW e n ty five



Self-advocacytrainingis often a common featureof PeopleFirst groups.PeopleFirst members

and invitedtrainersgiveworkshops,assistpeople to learnwhile they are engagedin advocacy

activities,reviewwhat is happeningso lessonscan be learned,and so forth. In some cases,

PeopleFirst memberstravelacrossthe country,or closerto home, to providetrainingand

consultationto local groups.

The Shifting Pattern

From

Havingone’sbest interestsrepresentedby others, usually
families

Being seen and treatedas a client

Life skillstraining

Being dependentand afraid

Not being seen or heard

Making A Difference

To
Making choices and representingone’sown interests

Representingoneselfas a citizen and personwith rights

Assertivenessand advocacytraining

Being courageousand defendingone another

Havinga seat at the Board table, being grantedstandingin
the court, testi~ing before a legislativehearing

PeopleFirst groupsengagein a varietyof activities,For many

members,a firstact of courageis acceptingthe invitationto attend

a PeopleFirst meeting. Speakingup for the first time is anotheract

of couragefor manyPeopleFirst members.For many,it is a quick

jump from speakingup with friendsto joining a delegationto

demandchangesin services.The roadis long; fearand

intimidation abound.
‘<PeopleFirsthe@ us to begoodse~
advocatesfor oumelues,und to know what

@
t u e n ty six

thiscommunityisaUabout”-
[rving Mavtitz
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PeopleFirst membersand groupshaveaccomplishedmuch at the serviceand systemlevel. In

variouscommunities, they havedemandedandwon the right and supportto work in the

communi~; better workingand livingconditions; changesin governmentpolicy; and the right

to be heardin court.

PeopleFirst membershavefought long and hard to escapethe indignityof disabilitylabels.

Their declarationsof dignityhavemeant that far fewerpeopleuse the derogatoryterms—

“theretarded;’“thedisabled;’“thetrainable.”Instead,the minimum standardis now phrases

beginningwith “peoplewith.. .“

~,
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What is this all about?

Afocus on thejob asa

meanstoproducea

certainqualityof lz~e

fir theindividual.

Kg Concept:Individualswith disabilitieshavedreamsand desiresaboutemployment.

Wbi[esupportedemploymenthasopenednew opportunitiesforjobs, it hasnot alwaysresultedin

careersthat areconsistentwith theobjectivesof the individual. CareerVisionis intendedto identzfi

the careerski[lsandgoalsof the individualand usethoseskilhandgoah toj%demployment. This

resultsin greaterjob satisfactionfor the employee,lesslikelihoodof turnove~ and a happier

employee.

CareerVision is a tool that identifiescareergoals;

determinesjob-related skills;bringstogetherthe

variousbureaucratsto cooperateon locating

appropriateemployment;and resultsin more job

satisfactionfor the individual.
StevenHinderman is incremitighishoursat EasternHeighfi
Bank to qual@for bene$ts.

CareerVision providesthe information that enablesemployment,training and support

resourcesto be more effectivelytailoredto the individual.It identifieswaysthat employment

will improvethe qualityof life of the individual;and it ensuresthat the focus of the planning

team will be on the unique interests,strengths,and wishesof the individual.

It beginswith the

purposeand goal.

creationof a dedicatedsupportteam

The team must includepersonswho

@
twen ly n i n e

whosememberssharea common

knowthe individualbest,



personsfrom his or her circle of support,and the individual.The

team must agreethat “It can be done,” and be committed

to pursuingand identi&ing the “how.”Team membersmust

be flexibleand creativein their thinking, willingto brainstorm

and to considerany alternative,no matter how unlikelyit

might first appear.

.&d Dwzcmzcwjoysthe OJ%eenz,irouwzent
(wti tlx companyof co-workersin hisjob
htmd[i,lgvec-ydingform z’nsunmce
Complz?ly

The individualand the team createa personalsurvey,gathering

information about the individual’sabilities, likes, and preferences.Also includedis the

person’sjob history with attitudestowarddifferentjob tasksand environments.

Finally,the team identifiespotentialsolutionsthat satis$ the criteriain the personalsurvey.For

eachof the solutions,the teamcreatesan actionplanthat bridgesthe gapbetweenthe present

and the iiture. Teammembershold themselvesaccountablefor implementingthe actionplans.

The Shifting Pattern

From
A focus on the job as the end product

Viewingthe personas a commodity that will producea
product or servicefor the employer

A focus on molding the individualto the job

A team concernedwith placing people in jobs

To
‘~$) A focus on the job as a rung in a careerladder

,~~, Viewing the job as a meansto produce a qualityof
‘$%’ life for the person

A focus on finding the job rhatwill mawh Lhcskillsimclgoals(($$i
of the individual

“$$”Ateamconcernedwithsatis~ing~heneedsoftheindividual



Making A Difference

CareerVision can make a differencebecauseit identifiesthe qualityof life outcomes

soughtthroughemploymentby bringingout the individual’sunique interests,

strengths,and careergoals.

“Stevenloveshis work so much now that sometimes

he has to be remindedthat it’slunchtime. He has

decidedto increasethe number of hourshe’s

workingeach week, so that he becomeseligible for

vacationtime and a pension, and all the other

benefitsthat the rest of the bank employeesreceive.

He workshard and he deservesit!”

“Tbisjob hasbeen a good matchfov Steven,and hei made
at) excellentcontribution to tbe bank!” –]enitte Nordquist,

bank o&’cial.

Eacb week, Rochel Turan,ofKaposia, inc., reviewsSteverziprogresswith
him in a brief meetingat the bank.

@’
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National Survey

The staff of the Minnesota Governor’sPlanningCouncil on DevelopmentalDisabilities

conducteda nationalsurveyof other councils, universityaffiliatedprograms,and consumer/

parentorganizationsduring 1991.

The purposeof the surveywasto seek informationabout projects or activitiesthat promote

self-determinationand empowerment.We urgeyou to contact your state council, university

affiliatedprogram,or protection and advocacyagencyfor further information.A list of

projects identifiedby state respondentsappearsbelow:

ALzska

Arizona

Arkansas

Cal&ornia

Colo~ado

Commonwealthof
NorthernA4arinanaIsland

Connecticut

Delaware

Districtof Columbia

Florida

Georgia

Hawaii

Idaho

Iliinois

Indiana

Iowa

Kansas

Kentucky

Louisiana

PeopleFirst and Community Support Network

Self-advocacycalled OASIS (OrganizedAdults for Special Individualsin Society)

Family Leadership

Partnersin Policymaking

Partnersin Leadershipand PeopleFirst

SpecialEducation Conference

Partnersin Policymaking,Coalition for InclusiveEducation for Studentswith
Disabilities,Circles of Support, Connecticut Union of DisabilityAction Group,
PeopleFirst, PersonalFuturesPlanning, and Self-Advocacy

Partnersin Policymaking

ParentAdvocacyProject and Citizen Advocacy

IndependentEmployment

ParentsEducating Parents,Quality of Life Project, and Partnersin Policymaking

Project Po’ohala(familysupport) and Parmersin Policymaking

Kid Power,Circle of Friends,PeopleFirst, and FamilySupport

PeopleFirst, Parentsfor InclusiveCommunities, Partnersin Policymaking,
LeadershipCoordinating Group, Choice and Integration Project,
FamilySupport Network, and Self-AdvocacySupport

PeopleFirst, Partnersin Policymaking

Partnersin Policymaking,FamilySupport Initiativeand EmpowermentProject

AdvocacyTrainingand EarlyChildhood Institute

StatewideParentNetwork, Self-AdvocacyProject, and Life Planning (Personal
FuturesPlanningAdaptation)

Partnersin Policymaking,Community and FamilySupport System Plan,
and FamilyResourceCenters

-

-

-

-

-

-

-
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Maine

Maryland

Massachusetts

Michigan

Minnesota

Mississippi

Missouri

Nebraska

New Hampshire

NewJersey

New Mexico

New l%rk

NorthCarolina

Ohio

Oklahoma

Oregon

Pennsylvania

RbodeMznd

SouthCarolina

SouthDakota

Tennessee

Texas

Utah

Vermont

Virginia

Washington

Wisconsin

Wyoming

Advocacyfor Change (familyleadership)

Peopleon the Go (self-advocacy),Coalition for IntegratedEducational Opportunities,
and the Parent’sPlace

HIV /AIDS and Disability Network, FamilySupport, and Leadership

Parent Support and Advocacy,and Self-Determination Training

PeopleFirst, Partnersin Policymaking,AdvocatingChange Together,Youth
Leadership,Voucher Project, ParentsAs Case Managers,and PersonalFuturesPlanning

FamilySupport Programand Coalition for Citizenswith Disabilities

Show Me Choices, How to Bean Effective Board Member Training (self-advocacy),
and LegalEmpowermentfor Disabilities

Project Parent, FamilyTrainingWorkshop Series, andAssistanceNetwork

FamilyLeadership,StatewideLinking Network, Citizen Advocacy and
Self-AdvocacyTraining

PersonCentered Planningand Project Take Charge

Partnersin Policymaking

Partnersin Policymaking,FamilySupport Project, Minority PartnersRegional
Initiatives,Choice Project, and Self-AdvocacyAssociation

ParentTrainingand Self-Advocacy

FamilyLeadership,Focus, Inc. (self-advocacy),and LeadershipAdvocacy

CARE Councils (Community AwarenessResourcesEducation Councils),
ParentTrainingProject, Chickasa Project (parent trainingfor childrenwith severe
physicaldisabilities),and Partnersin Policymaking

FamilyTIPS (TransitionPlanningand Support System), Consumer InvolvementFund,
and Community PartnershipProject

ParentNetworkin the Community, PermanencyPlanning, Education and Leadership
Project, EmpowermentCurriculum, and Partnersin Policymaking

Community Organizingfor Peoplewith Disabilities

Our VoicesCounty, ParentsReaching Out to Parents,and National Clearinghouseof
Information and Resources

IndependentLivingSkillsTraining, FamilyAdvisoryBoards,
and Partnersin Policymaking

PeopleFirst, Coalition for Tennesseanswith Disabilities, FamilyProject, Tennessee
Initiative on Employment, and Partnersin Policymaking

Partnersin Policymaking,Community Connections,
and Coalition of Texanswith Disabilities

Utah LegislativeCoalition and FamilySupport

Vermont Coalition for Disability Rights

LeadershipWorkshopsand Consumer EmpowermentProject

LeadershipInstitute, People First, and Consumer EmpowermentProjects

SupportiveParentingProject, STARS (SexualityTrainingfor Adolescents),Personal
DevelopmentProject, Full CitizenshipInitiative, and Mini-grants to Visionaries

Parent Support and Annual FamilyConference

The U.S. Department of Education Office of SpecialEducationProgramsfundsprojectsinthe areaofself-determination
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