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I live in Minneapolis,Minnesotawith my husbandBill and our threesons: Will,

who is 13; Charlie,who will be 11in August;andEric, who is 5. I was the third

generationof my family to grow up in Red Wing, Minnesota,which is just down the

road from LakeWobegon. I went to college and graduateschool at the Universityof

Chicago. I thoughtmy supportivefamily andgood educationmademe ready to be a

good parent. As it turnedout, a programmadepossibleby the Developmental

DisabilitiesAct mademore differencethan anythingelse. I want to tell you my personal
.

story of empowerment. Becauseof the DD

storieslike mine to tell. I could try to give

all the stories. I think the personalimpacts

numbersmightshow.

Ten yearsago when

acknowledgedthathe had

Charliewas nine

Act therearemany other people who have

you numbers,but I couldn’t dreamof telling

of empowermentaregreaterthanthe

monthsold, his pediatricianfirst

severeandmultipledisabilities.I was pretty surethat the

bottom had dropped out of my life. No one I knew had any ideasthatcould help me

dealwith the realityof raisinga son who probably would not walk or talk, and who

probably couldn’t seevery well, either. Like me, they had no meaningfulor positive
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experiencewith people who havedisabilities.My experienceswere typical of the times: I

knew ve~ few people with disabilitiesand no people with severedisabilities. Carl, a

boy who I now know had cerebralpalsy,was in my kindergartenclass. Our classhad

saltinesfrom the cafeteriawhen it was Carl’s turnto bring grahamcrackersbecausehis

family lived in poverty. At five, I thoughthis problemswere causedby his family’s

poverty. The familieswho could afford grahamcrackershad no childrehwith disabilities ‘

in the schoolswhen I was a child. Carl and his brotherdrownedin the MississippiRiver

when they were sevenand eightyearsold afterCarl fell in andhis brotherjumpedin to

savehim. My childishtheory was that evenmild disabilityendedin tragedy. My sister

Barbaraand I sangat the boys’ funeral,and we also sangChristmascarolsat the local

StateHospital. I rememberstandingone Christmasat a locked door at the end of a long,

greenhall, seeingpeople’s handsreachingout throughbarsin theirdoors aswe sang.

Later,in high school I knew Don a little bit. He was a big, strongfriendly boy in my

class. He scrapedeverybody’suneatenschool lunch into the garbageevery day, wearinga

big rubberapron.

with my dignity.

I guessthatwas his job training,but it was a very tough job to do

He never looked up while he wasworking. Over the yearsI collected

the usualimagesfrom the movies like “The MiracleWorker,” which taughtme thatgood

strongpeople can fix anythingif only they nevergive up. If you add to that a few quick

channelchangesthroughthe ridiculoustelethonsand a few passingglancesat those ads

offeringa “loving environmentfor your handicappedloved one” in the back of magazines

andsome men panhandlingfrom wheelchairsin downtown Chicago, you haveabout

exhaustedmy whole experiencewith disabilitybefore my son was diagnosed.
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I wish I could say we facedthe challengeof our son’s disabilityheroically,but we

didn’t. I spentwhole weekscrying. We listenedto all the pity and the platitudes,which

only seemedto make thingsworse. We struggled. We couldn’t find anybody willing to

carefor a baby with disabilities,so one of us had to be home all the time. As time went

on and Charliegot bigger,we avoidedtakingour boys out, evento the park, becausewe

couldn’t cope with all the prayers,pity, stares,and outrighthostilitywe encountered. We

worked very hard on the therapies, silentlyhoping thatCharliewould ‘get better”so we ~~ŠŒ

could go back to the realworld. I went back to school to get an MBA, my second

master’sdegree,so Bill and I could sharethe responsibilitiesof takingcare of Charlieand

makingmoney in caseCharliedidn’t get better. We were prettygrim, even for

Scandinavians.I rememberthattime as one long black-and-whiteBergmanmovie.

Four yearslater,duringthe 1987-88school year, Charliewas going to school in a

segregatedclassroomfor childrenwith multipledisabilitiesinsidea segregatedschool for

childrenwith disability=,all the way acrosstown from our house. This was the

placementrecommendedto me as “the programwe havefor childrenlike Charlie.” I did

whateverthe “experts”told me to do, in the hopesthat it would help, but I couldn’t help

askingquestions. Halfway throughthe year, Charlie’snew teacher, Cathy Carr,

slippedme an applicationto a programcalledPartnersin Policymaking which was

offered by the MinnesotaGovernor’s PlanningCouncil on DevelopmentalDisabilities.

Shetold me it would be good to get some answersto my questions. I had to promiseher

I wouldn’t tell where I got the applicationbecausetherewere severallawsuitsabout

placementsand a lot of tensionin the school and she didn’t want to be labeleda
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troublemaker. Sheknows how gratefulwe arethatshe took the chance. We laughabout

it now. The applicationrequireda coremitmentfrom me, thatI would attendall the

sessionsand do the homework. In return,I was promiseda free, intensiveprogramthat

would give me tools and accessto ideas.

At Partners,my 30 classmatesandi had a chanceto get to know ~ationalleaders

like Ed Roberts,IanPumpian,and Lou Brown and realmornslike FranSmithandBetty

Pendlerwho told us what was working out there. They told us how they felt andwhat

they thoughtabout disability. They taughtus to use people first language.We learned

the history of the disabilitymovement,from the parents’movementrightup to People

First. They told us what they were working on. We learnedabout independentliving,

supportedemployment,and family support. We learnedhow to use assistivetechnology

and how to accessthe humansemicesystem. We learnedabout personalfuturesplanning

andwhole life pltig.

They

They

We also learnedwhat Congresswasworking on. They told us about the ADA.

helpedus sharpenour vision of living in a world with no restrictiveenvironments.

challengedus to find our own path, our own beliefs,our own commitments.

We learnedhow to participatein the policymakingprocessand how to work

effectivelywith professionalsandpublic servants.We learnedthatwe were the most

reliableexpertsabout what our kids needed,and about we whatwe neededif we had

disabilitiesourselves. We learnedhow to run a meeting,how to testify,and thatwe
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shouldtestify. After a tough college and two master’sdegrees,it was the toughest

learningI everdid, becauseit was so realandso importantto me and to my kids.

In those nine months,we came togetherfor two dayseach month and worked on

homework in bemveen. I rememberrealizingat the firstsessionthat therewere

responsibilitiesthat went along with all thislearning. It wasa new id~ to me thatthere

was or everhad been a civil rightsmovementamongpeople with disabilities. I don’t

rememberhow it happened,but slowly I becameawarethatI was no longer working on

fixing Charlieso my family could “go back” into the realworld: now I wasworking on

changingthe attitudesof all those ordimwypeople, so they would see the valueof

communitieswhich includepeople with disabilitiesandall people. I was working to help

my friendsand neighborssee thatwe ail live in one world. It is importantto me to see

to it that other childrenwouldn’t grow up asI did: removedfrom any possibility of

understandingthe varie~ and richnessof the humancommunity, left without the ideas1

neededto dealwith disabilityin my own family.

.

In Partners,I learnedthatI could stop trying to makeCharlie into somebody he

wasn’t. I went home from one sessionfeelingasconfidentasI’ve ever felt, and told my

husband,‘Don’t worry, it’s okay, we don’t haveto changeCharlie. We justhave to

changethe world.” Now, I know I can’t changethe world alone, and Partnersdoesn’t

teachpeople to think you can do it alone. Instead, Partnersempowerspeople to do their

part to changethe world and makeit more inclusive.
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In Partners,I learnedthatthe way to changethe world is to focus on what you

needto live your life, to speakup, and to participate.We learnedto be to securein the

belief thatwe were the best expertson our own needs. We learnedthatpeople needto

be in chargeof their own lives, evenif they happento havea disabilityor a child with a

disability.

BecauseI say thateveryone shouldbe includedandthatselfdeterminationis

possiblefor people with severedisabilities,some people havecalledme a radical. If it is

radicalto believein the principle of self determination,then I am a radical. If it is radical

to be suspiciousof the opinions of expertswho want to tell me what is best for my

family, then I am radical. If it is radicalto think my son shouldbe in chargeof his own

life, then I am a radical. Viewing expertswith suspicionis an Americantradition.

Devotion to self determinationis an Americantradition. Beliefin the dignity and value

of the individualis an &nerican tradition. So perhapsI am a traditionalAmericanradical

justmoving on to ‘the lastgreatinclusionof Americanlife.’

I sometimesthink that ThomasJeffersonwould be happy to know that the

principleof self determinationis still consideredradicalby some Atnericansafter200

years. Jefferson’sfruit of revolutioncontinuesto ripen on the tree. Perhapsrevolutions

in familiesandschools and communitiesarequieterrevolutionsthanJeffersonknew, but

they areno 1ss real. Since readingJoe Shapiro’s No Pitv, I havebegunto quote T.J.

Monroe on the subject. He sad “This is a free

You mightneedsome help, but you can talk for

country. You can talkfor yourself.

yourself.” That seemslike a fine

traditionalAmericanradicalsentimentto me.
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In Partners,I learnedto speakfor myselfand for my family. I learnedto listento

Charliebetter. First,I learnedto askfor what we neededto keep Charlieliving with us.

A month before I graduatedfrom Partners,Charliegot enoughpersonalcare attendant

semicesto allow him to havesome independencefrom me and to allow me to work full-

time. A few monthsafterI got the job, my company’shealthinsurancebought Charlie’s

power chair. Our family isn’t fallingoff the edgeanymoreandwe hope to be able to

send our sons to college. (I havealwayssaidthata fraternityhousewill be Charlie’sonly

experiencewith a group home.) We’re still a littlegroggy some days afterCharliehas

been awakefor severalhours in the night,ashe is about half the time, and now we need

an elevatorin the house. Charliestill liveswith us and generallywe areall doing very

well, eventhough the problemsgo on and change. (I would like to askto be invited

back when you addressthe deliveryof servicesandsupports.)

In Partners,I also learnedwhat went into a good educationalprogram. In the last

four years,Charliehasgone from a segregatedschool to a segregatedroom at his

brother’sschool, to part-timeinclusion,to full inclusion. In 1989-90I negotiatedfor ten

minutesof inclusionduringstory time afterlunch in a secondgradedown the hall from

the ‘special” room. After a week, the kids insistedthathe didn’t want to go back to the

“special”room, so he stayedall afternoonfrom then on. The next year, he was included

full time in thatsecond grade,and the year afterthatwe completedan elevatorwhich

allowedhim to move to a fourth gradewith his age-mates.Lastyear, h collaborative

team (includingteacherSusanBell,paraprofessionalMike Alexander,specialresource

Carol Kramerand speechteacherAnn Davis) and his classmatesintroducedCharlieto

page7



SenuteSubcommitteeon Dti”ligy Policy-June29, 1993 Swenson

facilitatedcommunication,which allowsCharlieto communicateby spellingwith

facilitationfrom anotherperson. This year, he is includedin a fifth gradewhere he is

doing mathat a fourth gradelevel. He readsprettywell if the book is held upright in

front of him, and answersquestionsabout what he

communicationmeantto him, he spelled“power.”

power, he spelled“touch” and “kognutiv,” Later,I

reads. When I askedhim what

When I askedhim what kind of

realizedhe meant“cogmtive,” a word

he hasheardfor years. His spellinghasbeen phonetic,but he is learningto spell better.

He readsmusicwell enoughto recognizesimplescoreswhen he hearsthe musicplayed.

He recognizescomposers. He doesn’t cry andyell all day as he did in the segregated

room. If you askhim how he learnedso much, he tellsyou ‘by listening.” He also will

tell you “I am a very smartboy.” He is proud of himself. He won the wheelchair

duringfield day lastmonth, and one of

becausehe got to practiceall the time.

classmatesvoted him “most populw” at

his classmate-scomplainedthat it wasn’t fair

Shedidn’t evenmentionhis electricmotor.

the end of the year,and he is developing

race

His

friendshipswith other kids both insideand outsideof school. The friendshipsarethe

key, what it is all about for us. Sustainingthe positive force of friendship in Charlie’s

life is our real goal. I want to sharewith you mvonotesthatwere in Charlie’sbackpack

on the lastday of school, One from his teacher,Mary Lou Hoff:

“DearBill and Sue,Justwant you to know how much I’ve enjoyed gettingto
know Charliethisyear. Despitesome initialdoubt and skepticism,I can’t
begin to tell you what a powerful experienceit hasbeen for me both
personallyand professionally. Charlie’spresencehashad such a positive
impact on all of us. As he and his classmateshaveinteractedthroughoutthe
year, I have seenrelationshipsdevelop and grow on a level I wouldn’t have
thoughtpossiblein September. I’m sureI speakfor all of us in 204 when I
say Charliehastouchedus deeply andwe arethe richerfor it. Thanksfor
the conunitment and support.”
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And one from Charlie’snew friend,David Ribble:

“Charlieis the coolest kid. I havelerndalot from him. We pladeat reeces,
we talked. I reallylike Charlie. p.s. I wood realylike to come over. I nowe
you sayjustcall but my Mom sesI can’t call you have to invite me.”

The spellingis my favoritepart. It shows therewas no grownup coachinghim.

There arelots of good people out there- policymakers,bureaucrats,academics,

other parents,kids, neighbors - who want to do the right thing. They may needto hear

what the right thing is a few times,andwhy it is right, but afterthey get it they dive

right in. I was taughtto challengepeople, to help them understand,to show them a new

way of thinkingabout people with disabilities.For people with disabilities, changereally

happensin theirschools,neighborhoods,andfamiliesandin the heartsof all thesefine

and ordinarypeople. As Joe Shapiropoints out, Congresscan sponsor this changeby

givingus the ADA, the DD Act, and IDEA, but we musttakeit to the people, one by

one, before the realchangeshappen.

.

When the changeto inclusivethinkingstarts,it is amazingto see. Now sometirmx

I just standbackand watch. I workedfor two yearsto get an elevatorin the school,but

the next year the principaldecidedto close the segregatedclassroomwithout more thana

hint from me. AU the kids areincludednow, andnew applicationsarriveconstantly.

Parentsof typical kids are requestinginclusiveclassroomsbecausethe atmosphereis one

of collaborationand belonging. In Minneapolis,parentschoose their child’s school, and

Charlie’sschool, Fulton School, is now one of the most popular elementaryschools in

the city. Our new principalFrankHinkle was also
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he is spearheadinga city-wide inclusionTaskForce - 120 people came to the first

meeting,representing30 schools. Our next meetingis June30 andwe expect even more

people. There are 43,OOOchildrenin the MinneapolisPublic Schools,5,OOOof them with

IEPsand we’re working on full inclusiondistrict-wide.We areguided,aswe ought to

be, by the principle of ‘no restrictiveenvironments’set out in the ADA.

I haven’tsuedanybody, and I haven’tuseda professionaladvocate. Maybe I was

lucky, or maybe the systemrespondsbetterto people talkingfor themselves,and focusing

on creatingpartnerships.For my family,achievinginclusionhasnot been an adversarial

process. Now, I know there is justno way I’m changingthatschool district

to be inclusiveby myself. But I am a full partnerin the process,and only becauseof

Partners.

SincegraduatingI haveservedon severalboardsand committees,includingmy local

ARC, the stateand local SpecialEd Advisory Committee,andFulton School’s sit~based

leadershipteam. I have also participatedin training sessionsfor other statespreparingto

offer Partnersprograms. I have also been trainedby the Administrationon

DevelopmentalDisabilitiesto be a consumerreviewerof universityaffiliatedprograms. I

helpedreviewthe MinnesotaUAP lastSeptember. They saidthen thatthey welcomed

my challengeto be responsiveto the needsof theirchainof clients,and to the end user.

They want to be more accountablefor outcomes,insteadof for compliancewith preset

standards.They want to try new ideas,but they alsowant to havea way of knowing

whethertheirideasaredoing any good. By the way, I attendmy first advisoxy
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committeemeetingat the UA.I?’Srequeston June28th,so whetherthey liked what I had

to say in

of

the review or not, they’re in for a lot more of the same.

course,some of the academicsin Minnesotaand aroundthis country know the

truth alreadyand they don’t needany consumer’sopinion of the usefulnessof their

theories. Certaintycomes with the territory. (My husbandis an academic. Some of my

best friendsare academics.)I believetharthe DD Act shouldencourageaca.mics at

UAPSto demonstratethatthey understandtheirmissionis to trainpeople to teachand

work with people in the next few decades,not in the previousfew decades. Which to me

impliesthatthey need to be developingnew ideas,not promulgatingold ideas,or safe

ideas,or esotericideas. They should not have to wow so much about appearingfoolish

if they try somethingthatcan’t be proven valid beforehand. Felix Cohen saidin his essay

%&n SelfGovernment”:

“Of course,we mustall startwith the assumptionthatwe are right or asnearright
aswe can be. But can we not also recognize,alongwith JusticeHolmes, thattime
hasupsetmany fightingfaiths,andthat evenif we arepossessedof absolutetruthit
is worthwhile to havesomebody somewheretrying out a differentidea.” .

EverywhereI look - in business,environmentalprograms,healthcare,and

education,I see or@zations usingcontinuousquali~ improvementprinciplesand

customersatisfactionmeasurementsto improve what they do, to guide the development

of new ideas,to keep them on track. But I don’t see accountabilityto clients,

customers,andusersin the programssuppofied by the DD Act. People with disabilities

and theirfamiliesshould not be deniedthe opportunity to judgethe effectivenessof

programsintendedto help them. As thesefindingsmake abundantlyclear,disability-
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even severedisability- does not meanpeople don’t know what works for them, or what

they want.

As Aristotlesaidin his Politics,the personwho livesin the house is the bestjudge

of whetherthe house is good - not the architect. Or from Felix Cohen again, “America,

despiteall the lingo of the administrativeexperts,hasinsistedupon self-governmentrather

than ‘good government,’andhasinsistedthat expertsbe servants,not masta~. As these

findingsstate,our systemsof supportdeliveryarenot yet responsiveto the highly

individualneedsof people with disabilitiesand theirfamilies.

Therefore,I believethe draftbefore you would be strengthenedif the systems

which areresponsiblefor innovation,systemicchange,training,and information

disseminationwere mademore accountableto clients,customers,andusers. I do not see

how they can help createmore responsivesystemsif they do not measureand improve

their own responsivenessalong the way.

Partnersin Policymaking,asconceivedin the originalMinnesotamodel, is

responsivebecauseit tracksoutcomesover time by askingthe participantswhat they

think, what is useful,what could be strengthened,how the programcould be improved.

Empowermentand leadershipprogramsareresponsibleto the people who have to go out

in the world and usewhat they know. If CharlieandI had triedto do what we’ve done

with lesscomplete training! I th~ we would havefailed. And we didn’t ne~ mother

failure. Paperwings wouldn’t havecarriedus. We didn’t needa supportgroup or an

informationclearinghouse- we neededa thorough education.
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Organizationsotherthan the MinnesotaPltig Council on Developmental

Disabilitiesare offeringPartners.Many are excellentand effectiveempowermentand

leadershipprogramsfor people with disabilitiesandparentsof people with disabilities.I

believethe draftin front of you could be strengthenedby addinglanguagewhich makes

the responsibilityto clients,customersandusersclearto Councilsand to any other

organizationswho offer empowermentand leadershiptraining to parentsandpeople with

disabilities.

I work with professionals.I haveworked for lawyersanddoctors, and now I work

for a largefirm of consultingengineers.They are all usingqualityprinciplesto guide

theirserviceimprovementsand theirresponsesto theirclients’needs,and to help them

designtheir futureservices. Every organizationwith which I have ever discussedquality

improvementbeginsby sayingthatit is a greatidea,but would neverwork with “our”

clients. Otherssay thatqualityis only for competitiveenvironments, but I believe

organizationsin non-competitiveenvironmentsneedto go to extralengthsto makesure

they are respondingto people’s needs.

I know therearehundredsandI believetherewill be thousandsof storieslike

Charlie’sif the DD Act continuesto encourageexperimental,outcome-driven,change

makingprogramslike Partnersin Policymaking. Twenty stateshave completedtraining

sessionsmodelled after Partners, and 35 states have been trained to use the model that was

developedand tested in Minnesota. There are now 1200 graduates. I don’t SPA for

them - they can surely speak better for themselv= - but I have had an opportunity to

page 13



S(??kw

meet

Sdcommittw on Dkzbility Policy-June29, 1993 Swenson

some of the graduatesat a Texastraining academyfor statesinterestedin creating

Partnersprograms. Partnerscan’t help but makea difference,in eachof their

neighborhoods,cities,countiesand states. It mighttaketime. Empowerment begins in

your own home, with your own family. People often needto do significantwork to get

their own supportsystemsin place before they can have enoughcontrol to be as involved

as they want to be in policymakingissues. For my family, it took threeyearsto get

thingsiked up for Charlie,but lastyear I gaveabout 300volunteerhours :. .king on

systemicissues. Some Partnersstill muststrugglewith findingtransportationto the

meetingsthey want to attend. When they get thatsolved- and they will - the pattern of

empowerment,commitment,and determinationwill emerge.

I am now beginningto target“generic”organizationsratherthanspecialdisability

organizations,such as environmentalgroups,genericschool advisorycommittees,and

businessorganizations.Many Partnersarewell beyond that: some haverun for office,

severalareplarmingto run for school boards,and some have spoken at international

conferences. It might taketen years,but the impactof Partnerswill be felt.

e

The DD Act madetheseoutcomespossible. As you continue and strengthenthe

purposesof the Act,

of RightsAct makes

falni.lies.

pleaseknow thatthe DevelopmentalDisabilitiesAssistanceandBill

realand meaningfuldifferencesfor people with disabilitiesandtheir
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