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Thoughts about Youth Leadership
and Social Change
“Peoplewith diversity; includingpeople with the label of disabilities,
have for the most part been excluded from the discussions and
participationin youth leadership. Peoplewho are seen as marginalhave
notbeenviewedas leaders,This frameof refereneeis notonly inaccurate,
butmore importantlytigerous.” Theseobservationswemrecentlystated
by Jeff Wrully, exeeutive director of the Association for Community
Living,Colorado,in a conceptpaper, ThoughtsaboutYouthLeadership
(April 4, 1991).Following are excerpts from Strolly’sthoughtsabout
includingall young,~ple in youthleadershipprograms.

The futureleadersof our countryare the youngpeoplewho are in our
schoolstoday. What these youngpeoplethink,believein, and act upon
will determine,in part, what type of societywe will have in the future.
The needfor youngpeople@undr@andthe responsibilityof citizenship
is one concept tit is important to ensure that we have a participatory
~.

We must real~ that all young people are capable of leadership,a
conceptwhichcan reexplored by consideringthe followingdimensions:
vision;commitmentand action; influenceand inspiration;presence;and
Selfdeterminationatldintenkpendence.

Vision: Having a vision for a desirable fimue for all young people is
critical.,The visionshouldincludesuch issuesas love, friends,conrrol,
power, money,opportunities,choices,and risk. Everyoneis capableof
havinga desirablefuture,and everyoneshouldbe supportedin trying to
obtaintheirdreams.

Commitment and Action: Knowing your vision is one thing,
actinguponit is another. Actionneedsto movetowarda &sirable.future.
We must see the need for long-term involvement in social change.
Leak&hip is about @ople stafing involvedin the cause over time and
not droppingout either when thingsget hot, thingsdon’tmove quickly
enough,or if the issuesare not sexy.

Influence and aspiration: Leadership is not aboul power for the
sakeof~wer. It is about influencingothersso that positivechangeean
takeplace. hflue~ing otherpeopleto take tition or to aet on behalfof
anotherpersonis whatwe are attemptingtqaehieve. This occurs,in pm
through people’s inspiration (as well m’commitment) m. the cause.
Providinginspirationwillrallypeoplearoundenxu.ingpositivechange.

Presence: people’smere presence is one attributeof leadership. Just
being a @t of ‘agroup, being around when the issuesare discussedor
action being taken, is important. One’s mere presenee is a gift that
shouldbe cherished. Withoutpeople being around, individualscannot
makechange.

Continuedon page4...

Con ratulaticms,
1!?Dr. ruininks!

RobertH. Bmininks,“@essor of educational
psychology,hasbeenawar~, thefnt Emma
M. Birkmaierprofessorshipin Educational
Lead%hip by theCollegeof Educationat the
Universityof Minnesota.Thethree-year
appointmentis inadein recognitionof
Bruininks’scholarlyzxhievementand
leademhipin education.Bruininksis the
cumentdirectorof theInstituteon
CommunityIntegmtion,UniversityAffiliated
program,md kpreaident of the~enw
Associationon MentalRetardation. In the
mid-1970s,he servedas theexecutivedirector
of theMinnesotaGovernor’sPlanning
Councilon DevelopmentalDisabilities.
“Bobhasalredy madea trmendous
contributionto the Collegeof Education,”
saidDeanWilliamGardner. ‘!I’msurethis
professorshipwill allowhimto expandhis
researehandaccomplishevenmom”
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A parentk dreamIEP meeting

AdequateHealth Care...
A HumanRight



Andrew,akt hisfriendsenjoy
a musiclessonattheConantSchool.

Resources
Innovations: ‘Statewide Systems
ChangeProject,is a new@arterly
newsletterpublishedbytheUniversityof
NewHampshire.It is intendedto i@orm
Classnim teachers, in~grationfseiht.ors,
eonding teachers,-fessionats, and
iuiyrmewhosejob it is @,tih studentswhat
theyn% io knowto be successfulin
classrooms,schools,and communities.A
nominalf~ mayb charged. Contact Office
forTrainingandEducation hUIOVStiOIIS,

Universityof New.I@npshire,TheConcord
‘Center,IOFerryS~ No. 14,Concord,
NewHampshire03301;603/228-2084.

Sexuality Rights Protection Policy,
ColoradoCommitteeon Sexuality,1991.
Thispublicationrehlted in responseto a
requestfromSpeakingforourselv~ a self-
Sdvoescyglrmp.Policystatementswere
dem%pedandSrtieukltedunderthe
sponhxhip of theColoradoDevelopmental
DisabilitiesPlanningCouncil. This policy
@toguide thecommuni~and empower
personswithdebilities in Coloradoto
ensurethattheirinhenmtsexualrightsand
basichumanneedsamaffhiwl defendd,
promoteclantirespeeti suchss: 1)A“
persorishavetherightp privacyin or&r io
havethe opptunity for sexualexpression;
2) ail personahavea right to sexual
expression,incl@ingtherightsto develop
sexualrelationshipiito choosesexual
orientation,maritalstatus,pmeration and
parenting;and 3)all personshave the rightto
accessserviees,includingeducation,health
care,andothercommunityrewurces. For
copies,@: RockyMotitain Resoureeand
Training.Institute,U80W255-IXRS,or
1/800/255-3477;or ColoradoDevelopmental
DisabilityPlanningCouncil,
(303)’894-2345.

My Dream IEP Meeting ~y~eth~ixon

WoulfiY it be great if parenticould look forward to their child’sIEP a
(IndividualEdueatio@ Plan) meetings? If theyeouldgo knowingthey
wouldwalk out feelinggood,proud,and satisfied? For many years,as
the date of my son’sIEP meeting drew near, knots would form in my
stomach. “Iknew several thingswould characterizethe meeting. The
room wouldbe f~ with @omanypeople,sometimesas many as 21,
all eager tq push for theirown agendas. The meetingwouldbeginwith
evaluations,present levels (of functioning),and a list of things that
Andrewcodd m do. About then, the tensionwouldgrow into a sick
f~ing. Goalshad been writtenby specialistswho discussedhow they
were going to “fro”And&w’s~blems, with the h@es of “gettinghim
ready” for a regular classroom (7 out of 10 times, with 85 pereent
aecuraey). By the time the bting endril, my husbandand I were so
drainedanddepressedit washad to function.

We’vecome along way tlom ti,osed~ouraging times. What has
changed? Andrewis nowa full-timememberof a regularsecondgrade
cltis in our neighborhoodschool. We meet with just the immediate
team (parents,teaeher,integrationfacilitator,therapists)and beginwith
positive stories of what has happened in the classroom and on the
playground,storiesof friendshipsand skills that are growing. We list
Andrew’sstrengths,anddiscusshis weaknessesby decidingwhateanbe
done to improvethe qualityof his day to make it meaningfulfor him.
We talk abimta Iieautifil child and his‘@fts,the thingshe is learning
and what otherchildrenare lesrn@gfromhim. When we set goals,no
one_ thatAndrewdoesn’tisolatehis indexfingeron command2 out
of 3 times. We @re that he is doing thesamethingastherestof the fi
class.We”dependuponour dreamsto setgoalsforAndm.wthstw~ help
himsueeeedin soeie$ywhenhis setiooldaysare over.

My husband ind I now leave IEP meetings in a positive frame of
mindand areveryproudto be Andrew’sparents. He is a woriderfullittle
boy withmanygiftsto share,and theyare nowre@@ed. My dreamis
that all “parentscan experiencethis kind of IEP meeting and let those
memoriesof formermeetingsslip into thepast.

How to Create a Dream IEP Meeting

Limitthe numberof peopleto key players.
Have the meetingin a regulareducationsetting.
Make surethe team has a sharedvisionforthe student.
Startdffwitti the positives. Tryto imaginehowitwouldfeel to
hear onlythe weaknessesof someoneyou love.
Writegoalsthat enhancethe student’sabilityto participatein
typicalopportunities,now and in the future.
Invitepeersto be partof the IEP process..

Permissionto reprintthisatticlewasgrantedby InnovationsProjectof
the Instituteon Disability,UniversityAffiliatedProgram,Universityof
New.Hampshireand the New HampshireS&cial EducationBureau,
fundedbytheU.S. Departmentof Education,OfficeofSpecialEducation
andRehabilitativeServices.

BethDixon,a businesswomanfromConcord,“NewHampshire,hasfour
children,ages8-20. Andrewisheryoungestandattendssecondgrade
atConantEtementatySehool~Coryxxd,Nf+



Events Requestfor Award
June 5.8, 1991
National Conference on the Prevention of Primary and Second~
Disabilities, Atlanta, Cosponsored by the National Council on
Di~biiity, “tie Centers for Disease Control, and the Minority Health
ProfessionalFoundation. Con~t: PACE Enterprises, 17 Executive
Park Drive,Suite200, AtIan@GA 30329;404/633-8610.

June 23-23, 1991
SecondAnnualMe@ingof All Stateson AssistiveTechnology,Kansas
City, Missouri. Sponsored by the RESNA Technical Assistance
Project, 1101 ConnecticutAvenue, NW, Suite 700, Washington,DC
20036;202/857-1140.

July 24-27, 1991
AnnualConferenceof the Associationon HandicappedStudentService
Programs in Postsecondary Education, Minneapolis. Contact
AHSSPPE, P.O. Box 21192, Columbus, OH 43221-0192;614/488-
4972,or Judy Schuck,cochair,MinneapolisCommunityCollege,1501
Hennepin,Minneapolis,MN 55403;612/341-7549.

August 5-8, 1991
“Young Children, Families, and Professionals: Strategies for
CommunityIntervention,”sponsoredby MinnesotaEarly Intervention
Institute,Deparirnentof Education,willbe heldat St. John’sUniversity,
Collegeville. For more information,contact: Jeanne Seigel, Insti@te
Facilitator,MoorheadStateUniversity,Box 181,Moorhead,MN 56653;
218/299-5836.

October 2-4, 1991
“Independent Living: Preparing for the 21st Century,” Oakland,
California. Sponsored by Center for In&pendent Living, National
Council on Independent Living, and World Institute on Disability.
Contact: Dianna Dal Aquilar, 2539 TelegraphAvenue,Berkeley,CA
94704;415/8414776(voice);or 848-3101(TDD).

October 10-12, 1991
“Thirteenth International Conference on Learning Disabilities,
Minneapolis. Sponsored by Council for Learning Disabilities,P.O.
Box40303,OverlandPark, KS 66204;913/492-8755.

‘Adequate Health Care-A Fundamental
Human Right, Not Privile e or

fCommodity,’ says Ohio ask Force
TheHealthInsmce TaskForceof theOhioDevelopmentalDisabilities
Planning Council recently released its report and qxommendations,
InsuringHealth Care for People with Disabilities (October 1990).
ReghM. Sweeney,chair,pleadedin hercoverletterin tberepeat,“Join
us in tellingstateand naiionalleadershipthat comprehensiveproblems
requirea comprehensiveiolution--notmore‘tiering at the edgesof a
system that cannot be fuuxl. Pl~ join us in insistingthat national
leadershipshapea differentkindof publicpolicy,whefeadequatehealth
care is no longer considered a privilege or a commodity, but a
fundamen@humanright.”

Nominations
CatholicCharities,withintheArchdioceseof
St. Pauland Minneapolis,annuallygivesan
awardtopmviderecogmh““ontoa personor
programwhichhasdemonstmtedsuccessin
enrichingthedignityof personswith
disabilitieswithin the CatholicCommunity.
Preferencewillbe givento thoseinvolvedin
advocacyand socialchange. A $200stipend
willbe awarded Nominationsam dueMay
31, 1991. Contact MaryJane Steinhagen,
215 Old Sixth !$tree~St. Paul, MN 55102.
612/222-3001

Educational Scholarships
Available
CourageCenteradminisk a Scholarshipfor
Peoplewith DisabilitiesProgram. The
programassistspeoplewithdisabilitiesto
pursueedu@iond got& or gaintechnical
expextisebeyondhighschool. Deadlinefor
applicationis May 31, 19!11.Contacc
Directorof Vo&tionalServices,Courage
Center,3915GoldenValleyRoa6 Golden
Valley,MN 55422;612/520-0553.

Technology Conference
Scholarships Available
Financialassistance,or scholarships,am
availableto individualswithdi~bilities who
wishto attendClosingtheGap Confe~nce,
October17-19,1991,RadissonSouthHotel
and’HotelSofitel,Minneapolis.The 1991
Conferencebuildson a traditionof providing
a comprehensiveexaminationof themost
currentusesof technologyby personswith
disabilitiesand theprofessionalswhowork
with them. Con@cc STARProgram,300
CentennialBuilding,658CedarStreet,St.
Paul,MN 55155;612/296-2771(voice),or
612@5-9962(TDD)



Lending Library
The followingvideotapes(VHS, 1/2”) are
availableon a two-weekbasia.Theonlycost to
theborroweria thereturnpostage.
Teaching People with Developmental
Disabilities,OregonReeeamhInstittite,

esearchPress;19SS.This seriesfeaturesR
fourvidmtapesandfourworkbooks:’1)Task
Analysis;2) Prompting;3) Reinforcement,
and4) ErrorComeetion,
Starting Over: Life After A Severe
HeadZnjuqy,NorthC2uulinsCouncilon
I%welgpmentalDisabilities,providesmethods
and tkchniq~ forassistingindividualsto
transferskillslearnedin rehabilitation
settingsto their homes.
Families Facing Transition (25
minutes)portraysthreefamilieswitba
memberwith a disabilitymakinga transition
to adult life.
The following two productions are
available on one cassette:
Supported Employment: More Than
JustA Job (26 minutes),New Hampshire,
featuresStOtit?Sof several individualsWhOfK.
lives are enriched by having“realwork.”
A Waiting Work Force: Ready
Willingand Disabled(26”minutes),
NatioaalCenterforResear6h in Vwatiowd
Education,QhioStateUniversity,emphasizes
an untappednationalresource--peoplewith
disabilitiesin the labormarket.

bContinuedfkompage1

Self-Determination

YOUTH

and Interdependence: “Self-determination -
must be imbeddedwithin the contextof interdependence. Only when
peopleare bondedin groupsfor supp&tand trustwili the lifeWd social
skills of all members be enhanced.” (F. Wartleld-Coppock,Concept
I@er on YouthLeadershipand Self-Determination,1990). Livingwith
one anotheron a daily basis and demonstratingthat all peoplecan live,
learn,work,play andbe friendsare actsof moralcouragethathas yet”to
be filly realizedin thiscowury.

The missionof YouthLeadershipis to enhanceand developleadership
skillsin ALL of our youngpeople. Leadershipwill be manifestedin a
varietyof waysand settings--statewideand heal; publicpolicyfocusor
in neighborhoods.Our youngpeuplecan be empoweredto realizeand
use theirpersonaltalen~ onbehalfof themselvesandothersto achieve
aninspiredvisionlinkedto committedactiontowanipositivechange.

➤Frompage 3 HEALTH CARE

The Task Fokcecalled for a national,publicly administeredhealth
insurancesystemwhichguaranteesadequstehealthcare for all citizens.
“Thecurrentnationalapproachis so chaoticand, in manyways,wrong,
that it is unredeemablewithoutbasicchange:’the TX Forceobserved.
With respect to persons with disabilities they stated, “Theirs is an
intimate c@is which ean involve personal rejection by insurers and
providers,endlesshoopsand red’tape in governmentprograms,benefits
thx are inadequatein bothprivateand publiccoverage,and practicesin
eachwhicharebiasedtow@institutionaliz@onandim~verishnient.”

“Americansdeseirvea pragmatic national response to the health ~
immraneecrisis, informed by the positive practices of the Canadian
system,”the Task For6e recommended,adding: “The Task Force has
found no basis ii 21 months of research to fear that a pubiicly
administeredhealth inmimnceprogram in a nation such as this would
impedeits distinguishedk%dershipin medicalresearchand tihnology,
or diminishthe’levelof careAmericansexpxt,”
Requesta copyofthereportfrom: TheOhioDevebpmentalDisabilities
PlanningCouncil,35 EastChe’stnutStreet,E$hFtoor,Columbus,OH
43266-2505;614/466-5205(voice),or614/644-5530 (TDD).

~y!utiy Bulk Rate
U.S. Postage
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MIUNESOTASTATEPLANNINGAGENCY St. Paul,MN,,
Governor’s PlanningCouncilon
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300 CentennialOfficeBuilding
656Cedar Street,St. Paul,MN 55155
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Barnes & Noble Launches
‘Children with Special Needs
Collection’
Barnes& Noble,Inc. @JewYork,NY), the nation’slargesttm&.seller,
announced on April 1, 1991, a unique new program designed as a
centr@resourcefor informationabout childien with disabilities. l%e
Children with Special Needs Collection, found in 500 B. Dalton
Booksellerand Barnes& Noblebookstoresnationwide,bringstogether
for the fnt timea wideiyavailable,convenien~authoritativecollection
of bookson children with disabilities,to serve their families,friends,
tgachem,kndotherprofessionals.

SteveRiggio, executivevice presidentof Barnes & Noble, is the
@iving force behind the developmeritof the Children with Special
Needs Collection. “’J%isprogramwas specificallydesigned to serve
parentswho seek broad soureis of information,yet are stymiedby an
inabilityto find it,” Riggiosaid.

Riggio, who has a three-yearold daughterwith Down”syndrome
shared his own frustrationsin findinginformation. “I have pemonally
felt lost in searching for well-written, informative books on’ the
subject,” said Riggio. “Once I found that there ,m indeed many
excelkmtbooksavailable,I wantedto get rhewordout to otherparents.
Thiscollectionis theresultof thatdesire,”headded.

The collection will feature over 50 titles in several categories:
specific disabilities, medical services and health care, educational
opportunitiesand recreational activities, and supportive guides for
parentsand otherrelatives.The bookswillbe prominentlydisplayedin
theFamilyand ChildCare sections. A comprehensivebrochureabout
the collectionis avtikible free to custome+sin all participatingstores.
Customers may also place special in-store orders for specific titles
stockedby bookdistributors.

“Manyparents,when learningthey have a childwith a disability,
go to their localbookstoreor libraryto seek information.Usuallywhat
they find is nothing. Now that will change,” said Patricia McGill
Smith, executive director of the National P&rent Network on
Disabilities. “We commend Barnes & Noble for starting this
desperatelyneededprogmm.”

To be seen as having a disability
by Nancy Ward

The following are excerpts from an article that appeared in Links
(February”1990), published by National Association of Private
ResidentkilResources(NAPRR). Nancy Ward worksfor PeopleFirst
in Lincoln,Nebraska. NAPRRexecutivedirectorJoniFritzwas seated
next to Ward on a flight from Lincoln and they soon found @t they

Continuedon page2

June 1991

Ten Quick and Easy
Things To Do
When You Meet AAC Users

Hereare sometipsfor whenyou meeta
personwhousesanalternativeaugmentative
eommunieator:

Introduceyourself.

AskUser to showYOUhow their
communicationsystemworks.

Pauseandwaitforusertoconstructa
message. Be Patient.It mighttake awhile.

Don’tfeel you haveto keep takingalIthe
time. Relaxand get into this slowerrhythm
of exchanginginfcymation.

Give the useran opportunityto ask you
questionsor makecomments.

Don’tfinishtheuser’ssentences/wordsfor
him/herunlessyou get permission.

Intemtctateye levelifatall possible. Graba
chairif theuser is in a wheelchair.

Payaaentionto fhcialexpressionsand
gestures.

Behonest.If youdon’tunderstand,admitit.
Askthe usx to try again.

Talkdireetlyto the user,not to hia/her
friend

FromBlackstone,S. (1991)Augmentative
oommunicatbnNews.

Inside This Issue...

Whatit is like to be seenas
havinga disability:

Recreation/leisureguidebooks
published.



Event
June 19-21, 1991

“Energize91” is the themeof theannuat
conferencesponsoredby theMinnesota
DevelopmentalAchievementAssociation,
MinnesotaAssociationof Rehabilitation
Facilities,and theStaplesTechnical
College. Theconferencewillbeheld at
Madden’sResortonGull LakenearBrainerd.
,Contact: MnDACAat 612/647-9200,or
MARFat 612@16-0900.

Prize Offered for
Computer Whizzes

JohnHopkinsUniversityis conductinga ‘“
nationalsearchforcomputerba@
applicationto helppersonswith physicalor
learningdisabilities.Theprogramis made
possibleby grantsfromtheNationalScience
Foundationand MCICommunication
Coqxxatiori, A grandprizeof$lt),oOOand
morethan 100otherprizeswillbe awdrded.
forthebestid&s, systems,devicesand
COmpll&p~gllllns&ve@ed by
Professbnah, amateurs,and students.
Entrydeadlineis August23, 1991.
For moreinformationwrite to:
Computingti AssistPersonswith
Disabilities,P.O. Box 1200,Laurel,
MD 20723.

Hutian Services R&D
Center to offer
3 days of training
Registry Hotel, Bloomington, MN

Thursday, July 11: Person-Centered
Organizational Change witb Gail
Jacob,Officerof TASHandExecutive
DirectorofO@iottsinCommunityLiving.
Friday, July 12: Inclusive
Community Building with Kathy
Bartholomew-Lorimer,-n Sqaure
fioj~t, ChicagoandLouisville.
Wednesday, July 31: Current
Understanding of Personal Futures
Planning withBe@Mount,Developerof
Personal Futuresplanning.
@tl 612/227-3292,Pay Lyon,for detaits,

FContinuedfrompage 1

HAVING A DISABILITY

had interests in common. Fritz said, “Nancy’sexpressionof what it
-

mearisto be perceivedas a personwitha disabilityis far morearticulate
thananythingI couldhavewritten.”

To be seen as having a disability in
society’s eyes. . .

. . .is to be stigmatized,isotated,and patronized.when we feel thatwe
aremorealikethandifferent.
. , .is to have everyone controlling your life but you. You’re not
supposd to know“howto speak for yourself. We are learninghow to
Speakfor ourselves.Who betterknowswhatwe wantthanus?
. . .is to be pitied and seen as not being able to do something. Atl we
wantis,tobe givena chanceto contributeto societyratherthansociety
supportingus.
. . .is to go through a system that teaches you things’you already
know. All we want is for the systemto see us as an individualand to
help,uswith the thingi we need help with,not what the systemthinks
weneed.
. . .is to be seen as different, All we want is the chance to make
friends,to go to schoolor havea competitivejob, and havea,homejust
likeeverybody”else.
. . .is not to be taken “ieriousIy.“Wewant to show people that we
knowhowto vote. We’retaughtwhatthe issuesare.
. . .is to be shut away in an institutionaway from the real world. We
want to be given the same chance to make mistakesand to learn and +,
growfromthemjust likeeverybodyelse.
. . .is to’bea statisticbecausewe aren’taskedwhatsupportswe needto
live a normal life. Who better than us will know what we need and
want?
. . .is to be seen as handicapped. We want to be seen as people fir.%
ourdisabilitysecdnd.
. . .is to be in .a service systemand have everyonetelling you what’s
wrongwith you. Whatwe reallyneed is to be shownhow to do things
forourselves.
. . .is to be seen as being diagnosedwith whateverevaluationpeople
come up with. When we could have told them what the evaluation
said,if giventhe chanceto.
. . .is to have a strong cover so people can’tsee how much they hurt
youby their labels. Whatwe want is for societyto see thatwe’remore
aLikethanwearedifferent.
. . .is to go througheach step of a programto progressto the next step
whenyoualreadyknowstepsonetofive.Whenwhatwewantistobe
shownhow to do thingswe don’tknow.Howare peoplegoingto know
whatwe wantif theydon’task?

In the wordsof another:“Tobe seen as havinga disabilityis not to get
discouragedeven if you want tb and not to cry, and not to hurt,and not
to be scared,and not to be angry,and not to be vulneratile,and not to
laughtoo loud,becauseif you do you only prove.you have a.disability
even if you don’twant to be treated that ,way. And so you becomea
nothingin a no-worldand youw not.” T

b
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Resources
ADA Information:
The U. S. Department of Justice has released a pocket guide on the
Americans with Disabilities Act (ADA), a listing of statutory
deadlinesrelativeto ADA, and a fact sheeto@ining Title IH. Copies
are avai!ablefrom Mr. James D. Bennett,Coordiiiationand Review,

“Civil Rights Division, Departmentof Justice, 320 First Street, NW,
Washington,D.C. 20534, 202/307-2220. Copies of ADA are also
availablein Braille, Cassette,Large Type and.Flexibledisk.from the
American Printing House for me Blind, P.O. Box 6085, Louisville;
KY 40206;502/895-2405.

In addition,the ~stem ParalyzedVeteransAssociation(EPVA)has
published, Understanding the ADA which is a summary of the
Act. to receivea free copy of the booklet,writeEPVA, 7220 Astoria
Boulevard,.JacksonHeights,NY 11370-1178,or call 800/444-0120.

Tools ‘of the Trade: A Hands-On ~rogram to Train
Supported Employment Personnel, Don Lavin, Kathie Piieve,
and AnthonyJ. Gantenbein,Rise, Inc., 1991. This set of sevenbooks
was prepared for individualsto learn a vririetyof functionalroles as
supported employment specialists and for program managers”and’
administrators.The volumesare interactivein naturewithexercisesand
activities to assist the learqer in demonstratingcompetencies. The
books are enti~ed: 1) Ready, fire, aim! A manager’sguide; 2) An
introduction to supported employment;3) Career planning and job
development; 4) Strategies for training and ongoing supports; 5)
Inclusion: the cornerstone of supported employment; 6) Case
coordination:blueprintfor success;and 7) Survivalskillsfor supper@
employment.qxxkdists. Contact: Rise, Inc., 8406 SunsetRoad, NE,
SpringLakePark, MN 55432. 612/786-8334.

SAFE: Stojping AIDS through Functional Education,
Oregon Health Sciences University, Child Development and

Rehabilitation Center, Portland, Oregon (1990). This is a
comprehensivecurriculumpackagedesignedtopmyideyeoplewhohave
developmentaldisabilitieswith informationthatcan protectthemfrom
HIV infection. The’curricuhun makes no demands on the l~er’s
abilityto read. Eighteenlessonscomprisevideosegments(videotapes
and slides), activities, and illustrated handouts. cost: $60.00.
Ccmtact:Oregon Health Sciences University, CDRC Publications,
University Affiliated Program, P.O. Box 574, Portland, OR 97207.
503/494-7522.Note:One copyis availabte on a two-weekloanbasis.
Pleasesee “LendingLibrary”oripage4.

SS1 New Opportunities for Children with,, Disabilities,
MentalHealthLaw Project. Due to expansionof eligibilitycriteria an
estimated 12,000 more children with severe disabilitiesmay qualify
each year for SupplementarySecurityIncome(SS1).Billionsof dollars
in cash paymentsand Medicaidbenefitswiil go previouslyineligible
children. Contact: MHLP, 1101 Fifteenth Street, NW, Suite 12.12,
Washington,DC 20005;202/467-5730.

Mark Your
Calendars
August 1, 1991
(4:30 to 7:30 p.m.)
“AdultswithDe&Blin@essSpeakto ,
Parents”is the themeof a workshopm be
sponsoredby In Touch,Inc, througha grant
fromHiltonPerkinsFoundation. The
workshopwillbeheld at St. Stephens
Church,4439West 50thStreet,Edina. The
workshopis to p~vide a forumforparents
to developa supportnetworkand to gain
informationaboutresounxsavailableto
them. For’moreinformationand to regisqx,
contact: In Touch,Inc., 111ThirdAvenue
South,Suite 30, Minneapolis,MN 55404;
612/342-2066TDD/voice.

August 2, 1991
(2:00 to 10:00 p.m.)
Join the Celebrationof thepassageof the
AmericanswithDisabilitiesActat Lake
PhalenPark, St. Paul, MN. Several
agenciesand organizationswill sponsorthis
day of festivities.For more information,
callJan or Sylviaat MetropolitanCenterfor
IndependentLiving,Inc.,612/646-62M”
(voic+fDD).

September 30 and
October 1, 1991’
“Learningfor Life”is a wofishop to be held
in the Twin Cities that will.focuson the
inclusionof childrenin their school
communities.It willbe led by Marsha ‘
ForestandJackPearpointfromCanada.
MarshaForestis direetorof theCentrefor
IntegratedEducationand Community.Jack.
Pearpointhasbeena leaderin the
internationalliteracymovementfor thepast
15years,andis a lectur~, writer,and
administratorin buildinginclusive .
communities.The workslio@wilIbe
i~nsored by the HopkinsSchoolDistrict,
MinneapolisChildren’sMedicalCenter,and
the.htstituteon CommunilyIntegrationof
theUniversityof Minnesota.,Formore
information,contactTornKochat 612/933-
9236,or GayeRosenthalat 612/863-6870.



Lending Library

The followingitemsare availableon a two-
weekloanbasis. The onlycost to the
bouoweris thereturnpostage.

SAFE: Stopping Aids through
FunctionalEducation(curriculum kit
withslidesandvidt%tapes),@g(in Health
SciencesUniversity,ChildDevelopmentand
RehabilitationCenter,Portland,oregon.
(Seedescriptionunder“Resqurceson
page3.)

Peer Tutoring: Children Helping
Chiidren(VHS cass@te,23 minutes),
ColoradoDeve,loprnentdDisabilities
Council.

The Sexuality of Your Child with
Disabilities (VHS cassette, 58 minutes).

Assistive Technology: A Mother’s
Perspective (VHS cassette,15 minutes).

SCOLA PublishesGuidebooks
Arc RamseyCountyhas recentlypublishedtwo guidebookswhichcan
helpothercommunitiesto @ablish iritegratedcommunityrecreational
pn?grarns.The guidebookstie a resultof the SCOLAProject(Schwl
+ comm~nitY = @@ortunitiesfor L+isureActivities). SCOLA Wm
funded by the Minnesota Governor’s Planning Council on
D&elopmentalDisabilities.

Community Recreation and Children with
Developmental Disabilities: Fun Futures,
Tip Ray, Arc Ramsey County, St. Pau4 MN (1991). This booklet
attempts to answer commonlyasked questions.generatedby parenta
about how to encourageyouth to be active m integratedcommunity
recreation. Emphtiis is on how childrenneedopportunitiesto play,be
withtiiends,andhavePUN!”

SCOUi Leisure Activi~ Fun Guide,
Are Ramsey County, Tip Ray, St. Paul, MN (1991). This gui~
highlightsthe activitiesof SCOLAthat addressedthe leisureneedsof
youth with developmentaldisabilitiesages 14-21years. Activitiesof
the project included: parent empowerment training, self-advocacy
training,techniealassistanceand trainingof leisureserviceprovi~ers,
emlition building,and demonstrationefforts.Pree copiesare available
from: Are Ramsey, 425 Etna Street Suite 35; St. Paul, MN 55106

~ (612/778-1414,voi~, or612/778-0738,TDD).
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Zebley Decision Allows
Reconsideration
of SSI Eligibilityfor Children
Thefollowingarticleby StephanieButz,entitled“TheZebleyDecision: It May
AffectYourPatients,”appearedin a retkntnewsletterpublishedby theAmerican
AcademyofPediatrics.

In 1980,Brian~bley, a childwithcongenitalbraindamage,waseligible
forSupplemental Social Security Incomebecause I@ disabilityqualifiedhim
accordingto the medical listingshe needed to meet. Interestingly,two years
laterBrianwas not eligible. At the time,eligibilityfor ChildrenUnderSS1was
determined only by a medical listing, where as eligibility for adults was

. de~rmined..bya listingandby w@xhertheirdisabilitykept tha”from working.
On February20, 1991,.theSupremeCourt, in the ZebleyCase, requfied

thatthe SocialSecurityAdministrationdevelopnew standards.The newway of
determiningeligibilitynot only takesinto considerationthe medicallistingsbut

, also the’effectof the disabilityon the child’sabilityto function. The Supreme
Court decisionalso requires that all children who applied for Social Security
IncomesinceJanuary1, 1980,be reconsideredundertheneweligib~ityrules.

How will these familiesbe locattxl?.The Social!%xwrityAdministration
wilksendout a letter to every child who applied;however,they will only send
the letter to the address the child lived at when they‘applied. Public Service
Announcementswill also be used. The difficulty will be in locating these
children. The childrendigib!e to applyin 1980maybe as’oldas thirtynow.

After a family receives the notice, they send back a postiard and the
applicationprocessbegins. Cases will be evaluatedon the basis of evidence
which may include an Activities.of ‘DailyLiving questionnaire,and reports
submittedby school teachers, family membersiddctbrs,guidancecounselors,
etc. Cases will be reviewed by the Disability DeterminationSection of the
Social Security Administration. It is believed that the total process of
identifyingandreviewing the cases will t&e twentymonths.

You, the reader,maybe awareof manyof fi~ familiesand willwantto
helpidentifythem. CallyourlocalSocialSeeurityOfficefor moreinformation.

Institute Aw&rded Funding for Regiona!.
Information’ Exchange
Thi”sfall, the Institute on Community Integration at the University of
Minnesotawilljoin the national network ofRegiona! InformationExchange
(Knowledge Diffusion) Programs.The U.S. Departmentof Education,National
Instituteon.Disabilityand RehabilitationResearchawardeda $200,000grantto
establishthe North CentralRegionalInformationExchange(NCRIE).NCRIE
will serve Region V, which encompasses Illinois, Indiana,”Michigan,
Minnesota,Ohioand.Wisconsin.

NCIUEaddmwesthecriticalneedwithinRegionV toidentify,documen~
and share informationon exemplaxypracticesaid programsto encouragethe
adoption or’adaptation of these practicesand programs by state and local

Governor’s
Council on
Disabilities

Planning
Developmental
Transferred

to Department of
Administration

TheMinnesota1991Legislature,as oneof
itseffortsto balancethebudge~abolished
the StatePlanningAgency.Thisagencyhas
servedas thehostof administeringagencyof
theGovernor’sPlanningCouncilon
DevelopmentidDisabilitiessince 1972.
In the samebill, the governor’sPlanning
Councilon DevelopmentalDisabilitieswas
transferal to theDepartmentof
Administration.

Thusfari this actionhas resultedin
makingonlyminoradministrativechanges.
Quraddressandtelephonenumlw%will
remainthesame,thesarnpstaffhavebeen
reiained,andbusinesswillproceedas usual.

It shouldbe n6tedthat long-range
planningfor the Stateof Minnesotawill
nowbe conductedby thenewlycreated
Officeof %ategicand LongRange
Planning,which will begin its operations
on July 1, 1991.

-

Inside This Issue...

New YorkStatestudies fiscal
and economicimpactof
institutionclosures.

MinnesotaLegislatureadopts
“PeopieFirst” languagein
educationstatutes.
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Mark Your Calendars

August 2, 1991 (2:00-10:00 p.m.)
Join theCelebrationof thepassageof the
AmericanswithDisabilitiesAct at Lake
PhalenPark, St. Paul, MN. Several
agenciesandorganizationswill sponsorthis
dayof festivities.For more’information,
caliJan or Sylviaat’MetropolitanCenterfor
IndependentLiving,Inc.,612/646-6206
(voice/TDD).

September 30 and October 1, 1991
“Learningfor Life”is a workshopto be held
in the Twin Citiestiat will focuson the
inclusionof childrenin their school
communities.It willbe led by Marsha
ForestandJackPearpointfromCanada.
JWtrshaForestis directorof the”Centrefor
IntegratedEducationandCommunity.Jack
Pearpointhasb&n a leaderin the
internationalliteracymovementfor thepast

‘15years,andis a lecturer,writer,and
administratorin buildinginclusive
communities.The workshopwill be
sponsoredby the HopkinsSchoolDistrict,
MinneapolisChildren’sMedicalCenter,”ahd
theInstituteon CbrnmunityIntegrationof
theUniversityof Minnesota. For more
information,con~ct Tom Kochat 612/933-
9236,or GayeRosenthalat 612/863-6870.

November 21-23, 1991:
TASH,The Associationfor Personswith
SevereHandicaps,willhold its 18thAnnual
Conferenceat the HiltonHotelandTowers,
Washington,DC--’’BuiklingFutugx.”
Attendpmonferencecourses“TASH
TECH”on November20: legal training,
facilitatedcommunication,housing,
inclusion,communicationskills,and
pediatricAIDS. Contact: TASH,7010
RooseveltWay, NE, Seattle,WA 981’15-
5650. 206/523-8446(voice)206/524-6198
(’TDD).

New York Studies Economic Impact
of DevelopmentalCenter Closures

T
TheOfficeofMental Retardationand DevelopmentalDisabilities(OMRDD)in
the state of New York has released a report The Fiscal and Econom”c
Impact of Developmental Center Closure, 1987-1990 (November 7,
1990), An analysis was conducted of: 1) pre- and post-closure fiscal and
employment data from the Rome, Craig, and Westchester Developmental
DisabilitiesServiceOffices (DDSOS)where the developmentalcenter closures
werecompleted;and 2) pre- and interim-closuredata fromthe Newark,Bronx,
and ManhattanDDSOSwhere the DevelopmentalCenterswill close within the
nextone to two years.

Fiscal Findings
The average post-closureper diem operating costs (net of Federal Medicaid
revenue)for the six DDSOSwere approximately9 percentlower than the pre-
closurecosts,droppingfrom $149.52millionto $135.69million.

Duringthe 3 to 5 yearsof transitiontowardclosure(movingpeoplefrom
the institutionto the community)costs increasedbecauseof staff servingfewer
individuals.However,once the transitionprocesswas completed,theper diem
costsdroppedto levelsconsistentwiththepre-closurecosts.

Theclosureprogramcanprovidethestatewithsignificantcapitalsavings
if the closedcampusescan be used for other statepurposes. The savingsresult
because of the cost differential between rehabilitation of the existing
developmentalcenter and constructionof a new facility. For example, the
closingofRomeandCraigdevelopmentalcentercampusesto provideotherstate
serviceshaveapproximated$107million.

In addition; substantialclosure related savings may become possibl~
though theuseof tie Meilc”tidHomeandCommutiity-B%ed’ServicesWaiver.’

Economic Findings
There was little effeet on state employee levels as a result of the closure
program. For example,the establishmentof correctionalfacilitiesin the Rome
and Craig DDSOSincreased state employment levels by approximately50
percent(representingalmost1,500newjobs).

Therewasa correspondingchangein locil personalincome. In theRome
and Craig catchment areas, the annual increase in personal income was
approximately$47 millionand $10 million,respectively. These representeda
1.6 percent and 0.4 percent increase in the personal income of the entire
catchmentareas. Constructionrelated earnings in the catchmentareas were
increasedby 3.9percentand 1.0percentrespectively.

In another report, A Mandate for the 1990s: Closing
Developmental Centers in New York State (December, 1990), the
Office of Mental Retardation and Developmental Disabilities proposes to
developa plan toward an acceleratedclosureof the remainingDevelopmental
Centersby the year 2000. “Independentfiscalanalysesof clos~e demonstrate
thatit is the mostcost-effectivecourseto take,”the writersof ~e report stated.
Mark N. Brandt,Directorof the Arc NYS was quoted as saying,“Clearlythe
historyof thepast decade has shown us that even individualswith profound
mental retardation can live within a small community setting with proper
support. I think”the institutionalmodelis over.”

Copiesof these reports maybe requestedfrom:“NYSOffice of Mental
Retardationand DevelopmentalDisabilities,44 HollandAvenue,Albany,NY ~
12229. 518/473-1997.



Resources Trainina Offered in

A Summary of Reports Prepared by State Developmental
Disabilities Planning Councils: Independence, Productivity,
Integration for People with Developmental Disabilities;
Executive Summary, (U.S. Government Printing’ Office: 1991-522-
592/40172),Administrationon DevelopmentalDisabilities. This report (in
addition t~ the 1990 SummaryReport to Congress)represents the collective
effortsof the Administrationon DevelopmentalDisabilities,55 Developmental
DisabilitiesPlanningCouncils,WveralUniversityAffiliatedPrograms,national
organizations, and many other individurds to respond to’the legislative
requirementsof the DevelopmentalDisabilitiesAssistanceand Bill of Rights
Act,, as amendedby P.L. 100-146. This volume summarizesthe reports mat
were submittedby the Governorsof the statesand territories.Poljcyissuesand
recommendationsare made relating to supports to individualsand families,
education, employment and income,,”housing,health, and civil rights. For
copies,contact: Administrationon Development Disabilities,US Department
of Healthand HumanServices,Washington,DC 20201.
1990 Supported Employment Resource Guide, National Association
of RehabilitationFacilities. This is a comprehensivelistingof resourcesand
information available about supported employment. Content includes: 1)
training,technicalassistance,and researchresources(includingfederallyfunded
projects,RehabilitationResearchandTrainingCenters,andUniversityAffiliated
Programs);2) mediaresources(newslettersandinformationpackets,audiovisual
and computerprograms);3) bibliographies;and 4) a cross referenced index.
Contact: The National Association of Rehabilitation Facilities, P.O. Box
17675,Washington,DC 20041. 1/800/368-3513.

-The Consumers Guide to Long-Term Care Znsurance, Health
InsuranceAssociationof America. This questionand answerguidecan help to
clarify information about health care coverage and long-term care. Most
important, a list of questions are provided for the consumer to ask when
shoppingfor and comparinghealthinsuranceoptions. A glossaryof termsand a
list for additionalreadingare provided. Contact: HealthInsuranceAssociation
of America 1001PennsylvaniaAvenue,NW, Washington,DC 20004-2599.
The Americans with Disabilities Act: Questions and Answers,
U.S. Department.of Justice, Civil Rights Division. The Americans with
DisabilitiesAct guaranteesequalopportunityfor individualswith disabilitiesin
public accommodations, employment, transportation, State and local
government, and ,felecommunication. Everyone needs to be informed and
involved so that this landmark legislationcan be effectively implemented.
Copiesare availablefrom the Governor’sPlanningCouncilon Developmental
Disabilities,300 CentennialOffice Building,658 Cedar Street, St. Paul, MN
55155. 612/2964018(voice),612/296-9962(PD only).
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INFORMATION EXCHANGE

agencies. Over the next three yearsi these priority areas will be addressed:
Interagency collaboration and coordination in programs for transition from
schoolto work; Emergentisues in supportede-mploymentprograms;Parent-
professionalcollaborationin the inlegrati~ qf individuals with disabilities in
education,communitylivingand employment.

TM projwt begins in October 1991. A consumer and professional
advisorycommi~ willbe establishedtoassist in the identificationvalidation,
and sharingof information.Inquiresshouldbe directedto DavidR. Johnsonat
612/624-1062or TeriWallaceat’612/626-7220.

Person~Centered
Services

HumanServicesResearchand Development
Centerhasscheduledthreedaysof training,
“QualityLives:PemonCenteredServices,”
at the RegistryHotel,I-494 at 24th Avenue,
Bloomington.
Thursday, July 11: Person-
Centered Organizational Change
withGail Jacob,ExecutiveDirectorof
Optionsin CommunityLiving.
Friday, July 12: Inclusive
Community Building with Kathy
Bartholomew-Lorimer,LoganSquare
Project,Chicagoand Louisville.
Wednesday, July 31: Current
Perspectives on Personal Futures
PlanningwithBeth Mount, Developerof
PersonalFuturesPlanning. Call Pat Lyon,
612/227-3292.

Women’s Chemical
Dependency
Assessment Workshops
Scheduled

Chrysalis,a centerfor women,willbe
holdingone-day trainingsessionsregarding
theassessmentof womenwithchemical
dependency.Gainan awar&essof women’s
innerandouterworldsand~w thoseworlds
impactwomen’suseof alcoholor other
@ugs. Datesand locations: July 12,
Duluth; August9, St. Cloud;and
September13,NorthMankato. Contact:
LestieScaramuzzoat Chrysalis~st, 550
Rice StreeLSt. Paul, MN 55101.
612/’222-2823.



Lending Library Education Statutes To Reflect
The followingresourees,includingvi&otapes
(VH$ 1/2”),areav~able on a two-week IOSn

basis. Theonly cost to theborroweris the
returnpostage.

Be My Friend,Tourette Syndtome
Associ~on, Inc., MinnesotaCbapter,
(10minutes},promotesbetterunderitanc@g
ofTourettesyndrome,andpnwides
jllusfrationsof typicalbehaviors
associatedwiththissyndrome.

Just Families: “. . that’s all we
really want to be,” Oregon
DevelopmentalDisabilitiesCouncil
(videota~ 14minutes),-ys storiesof
ordinaryfamilieswhoface tie challengm.of
havingafamily memberwith disabilities.
Thisvide@apeis accompaniedby a booklet
Families: Meeting Challenges,
PromotingChange,which tells the stories
of the familieswhoparticipatedin Oregon’s
fwstFamilySupportpro@arns.

Se(f-Advdcacy and People with
Developmental Disabilities:
Teachers Resource Book, accompanied@
by two videotapes--Speakfor”Yourse~
and People First, University of Oregon.
Thistraigingpackagecoverstheoriginand
philosophyof self-advgcacy;proceduresfor
startingnewself-rqhocacy@oups;and
modelsforpliymrngandumducting
m@ings and stateconventions.

“People First” Language
The 1991 Minnesota Legislature passed a bill that instructs the revisor oi
statutes to delete each term in column A and to insert the term in column B
withintheeducationcode:

ColumnA

Handicappedchildren
Handicappingconditions
Handicappedpupil
Nonhandicappedpupil
Nonhandicappedchildren
Handicapped student
Handicappedchild.
Childrenwith handicaps
Handicappedyouth
Handicappedindividuals

Column B

Childrenwitha disability
Disablingconditions
Pupilwitha disability
Pupilwithoutdisability
Children.withouta disability
Pupitwitha dis@ility
Childwitha disability
Childrenwithoutdisability
Youthwitha disability
Individualswitha disability

“It k extremely important that we not only build
respectand dignity towardpeople withdisabilities

in
in

our statutes, ‘buj that these” attitudes become
secondnature withinour everydaylanguage.”

Anne Henry, Legal Advocacy Attorney,
(In response to thislegislativeaeeomplishment,stated.) ?
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Closing Institutions:’
LC?SSWIS Learned?byclarencei. S.ndmrt

Thisarticlewtains excerptsfroma presentation,givenby ClarenceJ. Sundramat
theYoungAdultInstituteConference,April24, 1991,in New YorkCity. Sundrtunis
the Commiasionerof the New YorkCommissionOIXQualityof CarefdrPeoplewith
MentalDisabilities, Protectionand AdvocacyAgeney. A complete copy of his
addressmay be requestedt%xn: Governor’sPlanningCounciton Developmental
Disabilities,300 Centennialt3fficeBuilding,658 CedarStree&St. Paul,MN 55155.
61~96.401& (Voice), 612/296-9962WD).

Today, I’d like to think aloud with you about closing institutionsfor persons
with mentalretardation. What lessonshaVewe,leainedand howdo theyaffect
the role that eaeh of W play in the developmentand executionof a policy to
close institutions?.

Since the dark days of Willowbrook,both New York and the rest of the
country have come to learntit no one really belongs in an institution. We
have developeda body of experiencethat teachei thtitpeople with all forms,
natures,and seve~ty of di~bilities can be supportedand assistedto live in the
community,and theygenerallybenefitfromsuchartoption.

The lessonshavebeen powerful, the evidencepersuasive. A movement
which began with a small group of parents, professionals, and advocates
challengingthe converitionalwisdomand praetieehasbeco~ the conventional
wisdomandpractice. It soundsas if the storyshouldhavea happyending,with
a broadWianeeopeningthe doomof institutionsand’restoringfreedomto their
inhabitants.

Butwait. Therearewarningsignsof troubleahead.‘The familiartension
betweeneonscie~ anddonveniemxiiaboutwhichDavidRothinanIt& written,
is raisingits uglyhead.

The ex~riences whichformour conscienceteach us thatmanyof the same
things that we vatue in our own lives are of value in the lives of people with
disabilities: wherewe chooseto live and with wh~”; how we chooseto spend
our waking*s; the opportunityto form personalrelationshipswith thoseof
our choice:and so on. We have seen theseexperiencczatworkin tiy partsof
the country--creatingpersoqal su@oft systeqts to enable people to live their
livesas they choo&. It hasnot alwaysbeemeasy but we knowhowto doitand
we knowthat theefforthasemichdtie livesof all involved

We have also learhed that it’snot always convenientand it’susuallynot
fast. Today’s reform of closing institutions.is also caught in ,the same
dichotomybetweenconscienceandconvenience,and likewise*overlooking
the needsand desiresof inhabitantsin the msh to executethe emergingpublic
policy.

There is addtxirisk from the growingfinancialtroublessweepingthe state
and nation. The unfortunate lesson that fiscal policyinitkersseem to have
learned is to close institutions and close’them quicldy; and to look for
econoiniesof @e in thk@velopmentof @e communityresidencesof standard
ti and evenlargerdayprograms. ‘Medemandsofconvenienceandeffiiiency
produceda publicpolicythathasresultedin a proliferationof12-bedresidences
all over @estate, to the virtualexclusionof other residentialoptions. We seem
to be approachifig.a policy muchlike HenryFord’sin prOducingthe ModelT:

August 1991

Anne Henry Honwe’d by
Minnesota State Bar
Association
AnneL. Henry,staffattorney’for theLegal
AdvocacyPm@etforPersonswith
DevelopmentalDisabilities,wasnwmtly
m~”wi~ thefirstBernad p. ~ker
Awardat theannualmeetingof the
MinnesotaStateBhrAksocia@n. Shewas
reoo@ed forher 16yt%Usof -ice to
-S With developrnimtaldisabilities~
theirfamilies.

Henrywasoneof @qlead counselin the
Welschclaw actionsuit,whichresultedin
thedramaticimprovementin emlitions at
_“tteatment eentefiand theplacement
of hundredsof residentsintoalternah.ve
communityiitig arrangements.Henry’s

Continuedbnpage 2
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RTCS Care Rates
OnJ~y 1, 1991,theMinmsotaDepartment
ofHumanServke$amiouncdNW chafgcs

forlhe coatofcareatmgional treatmat
cen~ and statetmrsinghomes,efkctiveon
thatdate. Thenewperdiem chargefbr
personswithmental~ anddtted
conditionsin eachof theeightregional
treatmentcenters will be $271.45.

Interimchargesarec@dated ona
pa diembasisforeachfiscalyear(Jtiy 1
toJune30) by dividingthesumof all
anticipatedm’ bythe~j- resi&nt
days.
Source:Instructional13ulMin#91-7ZA,
MinrbsotaDepartmentofHumanServ~.
Editor’snote: The populationofpeoplew“tfr
mentalretardation@ relatedconditik residing
inrsgionaltreatmentcentersti decreasedfrom
1,43SinJund9S9 to 1,177 inJune1991.

STAR Program Publishes
Two Free Brochures
1. Assistive Technology and Home
ModiYic&tiansfor Individuals with
DisabiZti”es.Thisbrochureprovides
Stfit@SS andreamm%%fm modi~g homes
to allowpeoplewith disabilitiesto live
independquly,safely,ti,tith dignity.
Criteriaf= these”md&dons ,forcvay
partof a typicalhome,are ihcluded.
2. Censurner Products and
Individuals with Disabilities. This
brochuteprovidesWM hdpftd hintsfor
consumerswith disabilitiesto thinkabout
beforepumhasingcommonproductson the
market. Achecklist ofquestiopstoakk
yourselfbeforespendingyourmoneyis
plwided as wellas “ nsregalding
P@@*i@, ~- coIilraxs,mainten-
ance,andwhere@get moreinformation.
Contact: STAR Program, 61~96-2771
(Voice),and612/29M962 @DD).

Henry from~e f
primaryresponsibilitiesi~luded ensuring
thatcountiesfoundalternativeclmununity
placementsfor childrenlivingin
institutions.As a nxuh of her work,the
stateinstitutionpopulationof children
declinedfrom245 in 1980to threein 1991.
In additionto herwork Anne~ seavedon
the Governor’sPtanningCouncila“ ‘“
DevelopmentalDisabilities.
.Thisawardwasnam~for BernardP. ““
Becker,attorney,U.S. Magistrate,andlong-
timeadvocateforpeoplewtioarepoorand
disadvantaged.

The Three Dragons
byMarshaForestandJackPearpoint

Thereamthreedmgonsthatpreventinclusionfromkppcning.
The first dragonisFEAR. It is critical to name the fears and deal W=

them. All of us are afraid of the unknown,but insteadof tellingthe fear like 11
is, we hide and blamecithersor say that somethingis impossibleto do. But
now we knowthat integrationis possible. The data is in. The childrenwilt do
just t@eif we don’tlet ouradultfearsget in theway of progress.

The seconddragonk CONTROL. As professionalsyvehave to giveup
controland sharepower with thosewho have been m trriuble. The f- step is
to invite those who have been left out to join us at the table. By asking the
“problems”to be part of the solution,we are enteringintopowerftdpartnerships
for change. We empowerboth ourselvesand our newpartnem. Everyone wins
in this Scenmio.

The thirddragonii CHANGE. Change, though inevitable, scares us all.
We fear it. We are always more ccqnfortablewith the status quo. We must
make the change we want explicit, then face the fear, and give up the old
controlsthat stopus frommoving=“

In-serviceqducationand staffdevelopmentmustdealwith the threedragons
before building models of curriculum. Creative curriculumwill flow when
teachemleap over the three dragonsand kmowthat their jobs and fut~es are
sec~. Teachersneed to fullyunderstandWHY changeis beingmade. If ,tiey
UNDERSTAND, most will buy into the processwith enthusiasm.

Once the,three dragons are out in the open field, we can laugh and cry
togetherover our fears. Then and only then,can we start to deal with teaching
all kids to read, write, and be literatecitizenshi today’squicklychangingand
t+omplexworid.
Source: hrclusfonNbws(Fall1991),p.”3. /hc/usionNebtgsis an occasional
publi~tion,availablq(witha volu~ary donation)from: Centre.for,lntegraf~
Education& Community,24 ThemeCrasc.,Toronto,Ontario,CanadaM6H2S.
416/658-5363

Closing frornpage1

“Onesize fits all” is a poorpolicyfor selltig pantyhose. Do&it work any
betterin determiningthe housingnoedsofpeoplewithmentalretar&tion? What
ever happenedto individualizr&on?To normalization?”What is it aboutbeing
mentally retarded that makes adults want to live in groups of 12? How do
clinicalpmfe$sionalsjus@~suchremmmendations?

All too often policy decisionsare made without a full appreciationthat
closinginstitutionsis not an end in itself. The streetsof every city in America
aie testimony to the barrenness of that policy. Closing institutionsis good
policy only,if it opens the door to real possibilities of a normal life, with
genuinechoicesandoppommitks. It mustoffer retirethamachance to ride the
samevantobe segregatedwithdifferentpeople@differentpks.

In a very real way, the challengeand opporhmityof closing institutions
forcesus to confrontthequestion:forwhosebenefitare we doingthis?

If we believewe are actingin the interestsof theresidentsof the institution,
don’treasonand commonsensesuggesttkit we he solicitousof theirneedsand
preferencesand plan the developmentof seMces around the individual? How
manypeoplereceiving30,40, or 50 thousanddollarsper year wouldchooseto
buy a bed in an InteamediateCare Facilityand live with 10 or 12 otheradults
anda stafftheyhavenovoice@choosing?

If the convenienceof the momentallows us to discard the accumulated
wisdomwhichled to lawsrequlnn~. gindividualization,choice,normakation, ~
will act in hasteand perhapsmeet the deadlinesof the moment but spend h
lifetimesof ourclientsrepentingwhatwe havedone.



Events
August 10, 1991
ParentCaseManagement SummerTraining Session will be held at the St.
CloudHolidayInn, St Cloud, MN. ‘Ik! workihopis designedto enable
attendeesto participatem~ fullyin thecasemanagementof servicesfortheir
children, C6ntacx MarijoMcBride,Instituteon CoinmunityIntegration,6
Pattee Hall, University of Minnesota, 150 Pillsbury Drive SE, Minneapolis,
MN 55455. 612/6244848.

September 13, 1991
A conferenc%on menttdhealthissuesof adultswithbraininjuryandtheimpact
on theirfamilieswill be hostedby CourageCenter,3915GoldenVaUeyRoad,
GoldenValley. Sponsoredby the Minnesota Head InjuryAssociationand the
Traumatic Brain Injury Rogram, &d the Minnwta Departmentof’.Hmnan
Services,this tinference is fa prgfessiona.lsand otherswho work with adults
withbrain injuryand thf3k CWC@?lS. Call: 612/520-0210.

September 20-22, 1991
The NationalDown SyndromeCohgress will holdits 19thAnnualConvention,
“Continucithe Revolution,”at the BostonPark Plaza Hotel& Towers,Boston,
Massachusetts.Cmitacc NDSC, 1800DempstWStreeLPark Ridge,IL60068-
1146. Tofl-fke: 11’800/232-NDSC

September 25-26, 1991
The MinnesotaSILS providers,Inc., provi~ng a forum for Semi-Independent
Living Service consumers, providers, and interested others, will hold a
conference“MaximizingPotential”at the HolidayIm in St.Cloud. Contact:
LautaLundat612/870-0383.

September 30-October 1, 1991
“Inclusive Edtiation: Full Membership” workshop will be sponsored by
Hopkins Scho61District and Minntiapolis,Children’sMedical Center at the
EisenhowerCommuni@Center, 1001 West Highway 7, Hopkins. Featured
speakers: MarshaFomstand Jack P-int. Call: Gay Rosenthal,612/933-
9236;or TomKoch;612/’933-9270.

Resources
Together Successfully: Creating Recreational and Educational
Programs that Integrate People with and without Disabilities,
John E. Rynders & Stuart J. Schleien, published by ARC United States,
National Office of 4-H and Youth Development and the Univenity of
Mhesota(1991). Thisiuuid%okis filledwithpractical,step-by-stepdirections
for creating activities that will virtually assure the success of an integrated
recreatiti or education program. With the goal of promoting inclusive
communi~es,this’guideexplainsnotonly tlu$“why”but most importmtly, the
“how.” Gtidm arepmvided for~ouraging positivepeerinteraction,and how
to avoid common problems or mistakes. A variety of activity plans and
adapi!ivetechniquescan be used tomeetindividual needsandihterests. Stories
about several individualsand profiles of successfidprograms illustmte,only
someof the possibilitiesopen to the imagination.A list ofadditiohalresomes
are providedin an qqkmdix. Availablefor $12.50,payableto: Associationfor
Retarded“Citizensof the UNted States, Publications llepartmen~ P.O.Box
1047,Arlington,TX 76004. Or, a copy maybe borrowedfromtheLending
!dxary,asdescribedon thebackpageof thisnewsletter.

Resources continued’

Quality Assurance Resources:
Iristrumen@,Organizations, and
Publications,ARCUnitedS= (1989).
Thisguideliststidescrii a
nmnberofresoumsandmethodsfm
assessinganddtkning qualitypmgrams
andservkesftipexsonswithdmbpmcmtal
disabilities.“Quality”kdefinedas
rnukidimemtional:1) hum theindividual’s
satisfactionviewpoin~2)* the
Satisfaciioltofotherpeoplewhoareclosest
tothepcxsonre&ivingservices,suh as
friendsandfam~ymem~ 3) measumsof
outcomea,suchas productivity,integiat.kin,
Orinmkpdeqm; 4) Ndevanceand
functionalityof individualplans;S) seMce
Coordinatioqkasemanagement6) citizen
monitoring;and 7) Iicensingmd
certif~ation. “Orgmdzationalcommitment
and ilCtiOllS tOWd C@@ XtlUdlY kd to

definitionandredefinitionofwhat
constitutesquality,”the authorsstate. Cost
$4$30,payableto ARCUnitedStates,
N@omdHeadquarters,P.o. Box 1047,
Arlington,Texas76004. 817m0-0204

Augmentative Communication
Publications--TheAm&canSuekch-
LanguageHearingAssociationh&pmduwi
a numberof helpfulgyidesfor assisting
peoplewhodo hot speakor writk,but can
communicateby usingsuchdevicesax
communicationboards,switches,symbols,
_ computers,andmanualsign
langyage.For example,a seriesof five
bookletsprovickideasandrcsoumes Book
l-for GeneralPublic;Book2–for
Educators;Book3-for Administrators;Book
4-fro MedicalCommunity,and Book5--for
Consumers;Anotheipublication
ImplementationStrategies provides
over70 exemplaryexamplesfor
implementingacompmhensiveservice
deliveryprogram. Condt American
Spxch-L+mguageHearingAssociation
10801RockvillePike,‘Rockville,MD
20852. 301/897-5700.



-
Lending Library
Thafollotig reaoumesarc●vaitableon loam
publicationsforihrcewccka;-vidaotapaa(VIM
1/2”cassette)“fortwoWceka.‘Ill&Ontycost to
theborroweris thereturnpoatsge.

AnotherPeqfectDay (videotape,5
minutes),a parodyon the fieldofaemices,
canprovideahumorousstart to aserious
discussion.

Znterview with Lou Brown,
(videotape,47 minutes),April 1987,
pmmoteasupportedemploymixltOf.pebple
withseveredisabilities. “T@really
generati ideasatour trainingsession: said
oneDACDirector.

Partnership for Quality Services:
Volunteer Monitor’s Handbook
(publicationand vide@ape,24mhmtes),Am
Minnesota,a projectthat illustrateshow
volun~ andprofessions tan Wolk
togetherto aseuntthatpeopleleadvalued
lives in the community.

Together Successfully: ,CreUti?Ig
Recreationaland, Educational
Programs that Integrate People with
and without DisabiZit&s.
(F%blicetion).!kedescriptionon page3.

Public Hearingson Assistive,
TechnologyScheduled in August —
TIE STAR program is holding public hearings to determine, “What are the ‘
bariiem preventing the @ of assistive technologies by,Minnesotans with
disabilities?n Information is being $ollected for pmsentations:to Congress
regarding the reauthorization of the Technology-Related Assistance for
Individualswith Disabilitit+sAct ahd for continuedfundingin Minnesota. Call
your local HearingsCoordinatorto register, fti,out more about the meeting,
and indicateif an interpreteror other accommodationsare needed.The dates,
towns,andeodim@m are:

August 6: OwatonW DaveWilliams,507/451-5897
August 8: St. Paul,Lin& Koerner,612/2%2771’
August12: ~Uth, RandyVo@ 218/723-3809
Atigust13: Hibbing,BobbieBouvier,~18/262-6675
August14: ThiefRiverFalIs,PclerLavalier,218/6814949
August15: Moorhead,MarieSwanson,218f136-22%
August20: S~”Cloud,Glen Hoppe,612/2554913
August22: Worthington,LindaEbner,507/372-2983,or 507/831-4854

Additiontd written testimony may be submitted by August 30, 1991,,to:
Gotremor’sAdvisory Council on Technology for People with Disabilities,
STAR program, 300 Centennial Building, 658 Cedar Street, St. Paul, MN
55155. 612/296-2771

Why No PaperworkRebellion?
EVCryCiMII@I ge&I ask thisquestkh. Otteof thegrCakW~ in mylife
hasbeen the slowrealizationthatwe oftenpreferpaperworkto workingdirectly
with consumers. I see no other reason. If we enjoyed the activities that
paperworkkeeps us from, we would be far mow aseve and demandingin
bringingthe paperworkboondoggleto a halt, and institutingothermechanisms
to gamyout legitimatemonitoringand reviewfunctions.

Source,: John Shea, ,Where’s the Jsllo? The Continuing Saga of
One Home’s Experience wfth the ICF/MR (Smsll) Program (1990).
AvaitablefromAlten,Shea& Aesoeiates,1040MainStreet Suite208,Napa,CA
94559. 707/258-1326
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Illinois Study Concludes,
‘SupportedEmploymentBenefits All’
Unlike-o~er researeh about supportedemployment,a three-yearlongitudinal
studycoriductedby CorporateAlternatives,Inc.@ I~inoismeasuredindividual
giowth and developmentof peopleworkingin supportedemploymentsettings
and comparedthemwithot@erswho remainedin traditionalday programs. The
researchedconcludedthat thisstudy“yieldsindisputableevidencethatsupported
employment&nefits all partiesinvolved.”

The three-year study, fundedby the IllinoisDepartmentof Rehabilitation
S&vices,had twocomponents--longitudinaland rnatch@psircomparison.The
longitudinalcomponentfollowed54 movers(personsin supportedemployment)
over threeyears to determinelevelof adaptivebehavior,challengingbehavior,
vocationalskills,socializationskills,degreeof integrationin @ workplace,and
wagesearned. For the matchedpair comparison,29 moversworematchedwith
29 stayers(personswhoremaihedin traditionaldayprogramming),and notedthe
comparisonsbetweenthe two groupsin the siimearw listedabove. In addition,
satisfactionwith”supported employmentwas studied in interviews with the
people working in supporttxlemploymentemployers,familymembers,~d job
coaches.

The authors of the report concluded:
(This study) has shown that people with disabilitieshave greateropportunities
for integration,theiraverageearningshavetripled,SOLItheyhaveexpres~d 100
pextentjob satisfactiononce-movedto supportedemployment.Everyone of the
employerspolled saidbased on this experie~ce“theywouldhire mcirepersons
with disabilities.” Families are pleased witb their relatives’progressand job
coachesare almost unanimousin expressingtheir satisfactionwith their jobs
despiteJowwages. Most importantly,peoplewith disabilitiesthemselvesoffer
a glowingendorsementof the supprted employmentp%gram.

The studysubstantiatedobservationsmade by the NationalConferenceof
StateLegislatures’Reportof theTaskForceon DevelopmentalDisabilities,that
supportedemployment“is a costeffective’alternative. . . and the b@efits of
supportedemploymentare gieaterbecause@nfulIy employedpeoplepay taxes,
dependless on publicprograms , and contributemoney to the state economy.
Moreover, people who in the past were segregated can enjoy the same
communitybenefitSas do peoplewithoutdisabilities.”

For f~tier informationabout the Three-Year Longitudinal Study Of
Supported Employment in Illinois, contact: CAthy Huffpan, Research
Manager,CorporateAltemktives,Inc., 625 South CoIlegeStre% Springfield,
IL 62704.217/544-5687

September 1991

Justice’s Back Door
byRobariR.Williams

Twentydegreeson a Mondaymorning.

Themarbledinscriptionread
“EqualJusticeUndertheLaw.”

Butthe steepwhitestairs
to LadyJustice’sfrontdoorstep
toldmedifferently.

A youngblackguiudCSIW UP

sndsaid
me and my kindcouldget in by going
aroundbsek.

Thewry smileon my face
lost on him,

I silently turnedmyself around
andheadedupthewindswepteonerete

incline
untilieame eye-to+ye
with theautomaticdoor.

one signon it read
“HandicappedOIdy.”

Theothersignsaid
“Doornot in Operation.
EntErat FrontDoor Only.”

Sourea: ha StrugglingVoka: TheSelsctsd
Poamsof%batt Wtiliams(1989),p. 84. RobartR.

Williamsis a Washington,D.C. peatanddisability
rights activist.

~

Inside fiis Issue...
Requestsfor proposalsissued
in areasof technology,respite
care,crisis rwserfes, and
carefjiversupport.

Tele~honeAssistancePlan
alteredby MinnesotaLegislature.



Crisis Nursery,
Respite Care, and
Caregiver Su~port
Grants
The MinnesotaDepartmentof Human
Services(DHS)hasissuedthreerequestsfor
proposals:
1. Crisis Nurseries–The Children’s
ServieesDivisionis solicitingproposalsto
develop~o newcrisisnurs6ryprograms,
one in theTwin CitiesMetro@itan Area
and theother in GreaterMinnesota.A.total
of $85,tXXlwillbe avaiiableeach yearfor
thetwoprogramsovera thee-year period.
Anadditional$5,000per yearis available
for thedevelopmentof a supportiveparent-~
to-parentvolunteerprogram, Proposals
mustbe submittedno IaterthanOctober15,
1991.Contact: BeckyMontgomery,
Chiidren’sServicesDivision,612/297-3634.
2. Respite Care-The Long Term Care
ManagementDivisionis soliciting
proposalsto developfoslerrespitecarefor
childrenwithdisabilities.A totalof
$200,000is.availableto existingprograms,.
andfor thedevelopmentof atkast twonew
projW~. proposalsare dueOctober15,
1991.Directrequestsfor I@ fromMelody
Nagy,612/297-1698.For moreinform.
ation,call Nancy Smith,612/2%-5892:
3. Respite Care and Caregiver ~
Support-The LongTermCare
ManagementDivisionis requesting
proposalsto establishup to 32 projects
statewidetobenefitinformalcaregivers.
The totalamountavailablefor fis@ year
1992is $240,000,and for fiscalyear 1992-
$640.000. Projectsmustserveat a ~
“minimumcaregiversprovidingcare to
personsoverage 63.and to otherpersonsas
resourcesallow. Contacc NancySmith,
612/296-5892.

Theadcbessfor theDepartmentof Human
Servicesis 444 LafayetteRoad,St. Paul;
m 55155.

-.

Events
September 13, 1991
“PuttingthePiecesTogether”is a conferencethatwill’ explorementalhealtli~
issuesof adultswith brain injuriesand the impacton their families. Lecation:
Courage Center. Contact: Ann C. ‘Trelow,Courage Center, 3915 Golden
ValleyRoad,GoldenWdley,,MN55422. 612/520-0210.

September 149 1991
Race WalkCla&ic for Autism,Fun Walk,and JuniorRace‘Walk,will be
sponsoredby theTwinCitiesSocietyforChildrenandAdultswith Autism,Inc.
at Phalen Park, St. Paul. If you wish ,@ volunteer, cidl: Sara Struve,
WalkSportAmerica,612/291-7138.Contact: Sue Minor,612/5354273.

September 20-31, 1991
ArcMinnesotawillhold its AnnualCmference, “Families:B@dingBlocksfor
the Community,” at the Kahler Hotel in Rochester. Susan Stephani will
keynote,“LivingLife on Purpose.” A.M. “Sandy”Keith,Chief Justice of the
Sate SupremeCourt, will present at the ConferenceBanquet. Contact: Arc
Minnesota,3225 LyndaleAvenueSouth,Minneapolis,MN 55404. 612/827-
5641,or 1/800/582-5256,tolI-free.

September 21, 1991
The EpilepsyLeagueof LakeSuperiorwill hold‘aconference,“Livingwith
Epilepsy,”at St. Lhke’sHospital,915 East 1st Street, Duluth. Contact:
EpilepsyLeagueof LakeSuperior,218/722-4526,or 1/800/637-1542(if from
AC715 or218).

September 25-26, 1991 7
“MaximizingPotential”is the theme of the MinnesotaSILS Conference,
sponsoredby MinnesotaSILS (Semi-IndependentLiving Services)Providers,
and the MinnesotaGovernor’sPlanningCouncilon D&eiopmentalDisabiIities,
in eoopation with the NorthCentralTechnicalColleges. The conferencewill
be held at the Holiday Inn, St. Cloud. Coritact: North Central Technical
College;218f194-3726,or 1/800/247-6836,toll-free.

October 5-6, 1991
“Wethe Parents. . .Workingas Agentsfor Change--Celebratingthe Strenthsof
OurFamilies”is a statewideconferenceforparentsof childrenwithspecialneeds
hostedby PACERCenter. R willbe held at SheratonPark Place,Minne@olis.
Keynote:Anne KonnalIen,Universityof Wisconsin--Madison..Contacc Casey
Gorkqor HeatherLyle at,PACER612/827-2966.”

October 7-8, 1991
MinnesotaAssociationfor Guardianshipand Conservatorship(MAGIC),will
host“StandardsMakethe Difference”Conferenceat theSt. PaulHotel,St. Paul.
Keynote: Gerald Provencal, Director, Macomb-OaklandRegionrd Center,
Michigan. Contact: Lorna Wiens, North Cen~l TechnicalCollege,Airport
Road,Staples,MN 56479. 218/894-3726,or 1/800/247-6836,toll-free.



October 15-18, 1991
North American “Out-of Home Cw Cordeience: Challeriging the New

‘Realities,’]will be hostedby the Child WelfareLeague of Am&c~Mid-West
Regionin St. Luuis Missouri. ContactChild WelfareLeague-ofAmerica,440
First Street,NJV,Suite 310,Washington,DC 20001-2085.202/638-2952.

October 17-19; 1991
Closingthe Gap Conferen~:’ MicrocomputerTechnologyin Specia.Education
and Rehabilitationwill be held at Radisson South Hotel a~ Hotel Sofitel,
Bloomington.ContAct:Closingthe Gap, 2000West 98th Street,Minneapolis,
MN 55431. 612/881-7~11,or 1/806/222-7907.

Resources
Directory of Funding Resourxes for Assistl>e Technology in
Mfnnesota, ‘STARprogram, 1991. This publication contains information
aboutagenciesand organizationsin Minnesotathat fundtechnologythatcan be
usedby personswith disabilities. By definition,an assistivetechnologydevice
is any piece of equipment that is used to increase, maintain, or improve
functionalcapabilities.‘I’hedirectory format helps to compareprogramsand
tells how to get in touch with a number of resources..The informationwas
compiled~om returnedquesticmn&es. Availablefrom: STARProgramy300
CentennialC)fficeBuilding,658 Cedar Street, St. Paul, MN 55155. ,612/297-.
1552(voice),612/2%-9%2(TDD)

Iticlusihn, Exp&tationsUnlimited,Inc., 1991. This is a catalog of writings
and recordings. thal reflect many new exp&ience$ and beliefs about the

‘importance of including all ch’ildren in school, and building inclusive
communities,.The recordingsand printed materialscan be used as ‘toolsfor
learners, teachers, and others for gaining greater insights about the human
potential. Contact: Expectations’Unlimited, Inc. P.O. Box 655, Niwot, CO
80544. 303/652-2727. -,

From Behind the Piano: the Building of Judith, Snow’s Unique
Circle of Friendsj.Jack Pearpoint, Inclusion Press, 1990. This is a book
aboutJudithSnow,MarshaForest,Jack PearPoint,and their friends. It is also
the story of the gqnmis of the “J&hua Com-mittee,”,Jhat“knockeddown the
walls,”and supportedeach memlxx as true,frie@ do. Accordingto Robert
Perske, “This is a grabber . . . the best story yet.” Price: $10.@ payable to
ExpectationsUnlimited, Inc., P.O.”Box 655, Niwot, CO 80544. 303/652-
2727.

Adult Protective Services: Practice Guide, Minnesota Department of
Human Services, 1991. Designed for practitioners in adult protection, this
manualdesenbes services in Minnesotaas prescribedby law and regt!lation,
humanrights,and ethiealpractices. Guidelinesareprovided regardingpeople
withspeeialneeds,suchas: abuseandneglectof peoplewlioamelderly,or have
a chronicillnessor disability;self-neglect;victimsof sexualassaul~and pmple
whoare dying. Othersectionscoverfamilycare@king,culturaldifferences,and
reaching.a higher stan&rd of practice.
Depwtment of Human Sefiices, 444
55155.

Contact:AdultProtection, Minnesota
Lafayette Road, St. Paul, Minnesota

Technolc)gy
Announced

Grants

The STARProgramhasissuedfburrequests
forproposals:

‘1. Communityassistive technology
resomes to cmite newandexpandexi*g
programs, Totalfundsavailable:$1OO,CKIO,
withan averagegrantbetw&n$5,000and
$25,000.
2. Assistive technologymobilevan delivery
p@ms to impmvedevieesand serviccs

Levelof funding: $1OQOOO.
3. Researehand writingof publiceducation
broehuiesto increasepublicawareness of the
roleof assistivetechnologydevicesand
seMees in relationto disabilityiuitllifespan
issw% Levelof funding: $10,000.
4. Trainingcurriculum,coordinationand
deliveryto expahdheal capacitythroughin-
servicehainingforprofessionalsand
employers.Levelof funding:,$14,500.
Deadlipes: October 11, 1991, for,
numbers1 and2; and’September 23,.
1991, fornumbers3 and4, above. -.
ContaebRachelWobschall,STAR
Program,Departmentof Administration,
300CentennialOffii .Building,658Cedar
Street,St. Paul, MN 55155. 612/297-1552
(Voice); 6124296-9962TDD).

Bruininks Named
College Dean
RobertH. Bmininks,professorof
educaticxialpsychologyanddirectorof the
Instituteon CommunityIntegrationat the
Universityof Minnesoa hasbcm appointed
deaqof theUniversity’sCollegeof
EducationeffeetiveSeptember16,1991.
Bruininkshasservedon thefacultysince
1968. In the mid-1970s,Bruininksserved
as executivedireetorof theGovernor’s
PlanningCouncilon i)evelopmental
Disabilities.From 1981to 1984,he was a
KelloggFoundationNationalLeadership
Fellow,andjust recentlycomplel.edhis term
aspresidentof theArn&icanAssociationon
MentalRekdation. In”1985,under
Bruininksleadership,the Instituk”on
CommunityIntegrationwasestablishedas a
UniversityAffXra.edProgram,fundedby the
Administrationon DevelopmentalDisabil-
ities.CongratulationsDr. Bmininks!



‘ary
The followingresourcesareavailableon 10W:
publicationsforthreeweeks;videotapes(VHS
1/2”cassette)fortwowe&s. Theonlycost to
thebomoweris thereturnpostage.

Respite Care is for Families:
A Guide to Program Development,*
CSR Inc., Washington,DC. This manual
suggestshowto designrespitecareservices
thatare responsiveto parentand family
need.

Respite Care: A Guide for Parents,*
CSR Inc. Washington,DC. This booklet
providesparentswith informationaboutthe
benefitsof respitecare,the waysin which
respitecareservicesamorganizedandfu~
andstrategiesfor findingaid using~spite
c“= servicesin theircommunities.

Letting Go: Views on Integration
(videotape, 19 minutes).Parentstellof the
difficultiesandrisksinvolvedas their
childrenwithdisabilitiesexperiencethe
“realworld.”

My UncZeJoe (videotape, 15 minutes).
A nephew’sstoryabouthis uncle who is
learninghow to live independentlyafter
yearsof beinginstitutionalized.

*Thepublicationsaboutrespitecareare
availablefor $4.00 each,payableto CSR,Inc.,
Respite,Suite600, 1400Eye StreeLNW,
Washington,DC 20005. 202/842-7600.

Legislature Makes Chan es in
?Telephone Assistance Pan

StartingJuly 1, 1991,as a resultof changesmadeby theMinnesotaLegislature,
new proceduresfor ap@icationand revisedincomeeligibilityrequirementswill
become effective for the Telephone AssistmicePlan (TAP). TAP provides
assistancethrougha discounton the cost of local telephoneserviceto persons
who are at least65 yearsof age, or havea disability,and who meet the income
guidelines.

Minnesotalaw requires that to be incomeeligiblefor TAP, a household’s
ye~ly gross income must not exceed 150 percent of the federal poverty
guidelines.The followingnew incomelimitswere previouslyannouncedin the
February20, 1991,FederalRegister:

$9,930 Single person.
$13420 Married or single with child under 18 who lives

with the subscriber.
$3,390 Add for each additionalminorchild who liveswith the subscriber.

The subscriber or spouse must first meet the elderly or disabled
criterion. If they meet this criterion, they must then be within TAP income
limitsor receivepublicassistance. The receiptof publicassistanceatonedoes
notqualifya personforTAP.

The Departmentof Human Services(DHS) will now determineeligibility
for the TAP credit prior to receipt of the credit. Applications are
available at county human service agencies. Applicantsmust now send the
completedapplic@ondircrxlyto DHSratherthan to theirtelephonecompany.

Questions should be directed to: ‘Me Telephone Assistance Plan,
Departmentof HumanServices,444 LafayetteRoad,St.Paul,MN 55155-3859.
Metroarea call: 612/296-2765.Ton’free: 1/800/657-3838.
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‘HOME,’
Where People Find a Sense
of Place, Control and Ownership:
Developing.anAgendafor Change byJohn O’Brien

‘The following thoughtsare summarizedfrom a paper writtenby John O’Brien,
ResponsiveSystemsAssociates,entitled“DownStairsThatAre NeverYourOwn:
SupportingPeoplewithDevelopmentalDisabilitiesin TheirM Homes”(1991).
A completecopyof the text maybe mqueatedby catling612$2964018,voiceor
612/296-9962TDD.

Most adults with developmentaldisabilitieseattie bread of others and know
only the way that goes up and down stairs that,are never thd.irown. Eitherthey
live in their parent’shouse or they occupy a bed in a place set up to offer
supervision and treatment. Mostly, opportunities to hold one’s own Iease
requiresthe abilityto sueeeedwith minimalassistance.Problemsusuallysenda
person’in difficultydow”nthe stepsof the servicecontinuumto a bed in a more
restrictivefacility.

Reviewof existingresidentialservieesrevealssubstantiallimitationsin the
currentstandard,suchas: risingcosts;recruitingandretrainingcapablestaff,and
the energyit takesto complywit$ increasinglycomplexregulations.Structured

‘“programsmay increase people’s skills,, but very few paple’ graduate to
independence,Wdevenfewerachievefullcommunitymembership.Yearsofhard
workhaveproducedmanysettings,thatmay M home-like,but mostreallyseem
muchmore like smallfacilitiesthan like@ople’shomes.

A growingnumberot @ople activelyquestionthe assumptionimplicitin
thecurrentstandard.Theynotieethat mostdebate~d developmentcontinuesto
be foeu&don facilities.“~ey ask why a nekdforpersonalassis~ce shouldbar
people with severe disabilities.fmm enjoyingthe @efits of life in their own
homes.The new standrtidresonateswith most @ople’s desire for a home,oftheir
own, and there are an increasing,riumberof storiesa~ut positivechangesthat
resttlt when people with severe disabilities have their own place. These
experiences suggest an, appealing alternative to the increasingly apparent
limitationsof ftiility basedservices.

The vision of people with severe disabilitiesliving with support in their
own homescontradictsmostcurmrftpolicyMd praetiee.A new agendacan be
shapedby consideringthrik dimensionsof whatit meansforpeopleto havetheir
own homes: 1. they will experiencea senseof place;2. theyor theiragentwill
control their home and the supporune-eessaryto live there; and 3. through
ownership,they will occupy a valued role.with greater opportunitiesto build
c@ity okcnxiit ratings.

SENSE OF PLACE:people with a sense of place comfo~bly inhabit
and personalize“theirhome. They choose the ways they want to invest iheir
time, sk~ls, energy,‘ad moneyin the routinesof homemaking.Theyhave the
senseof personalsecurity thatcotis fromlegallyassuredtenure.Manycurrent
practicesdeprivepeople with severe disabilitiesof a sense‘ofplace, such as:
people’scontinuedresidencede@tds on compliancewith the serviceproviders’
houserulesand theircotnplianeewithrequirement setby professionalteanisand

“you W~zl”CO??2& ~0 know
how bitteras salt and
stone is the bread of
others,how hurd the
way that goes.up and
downstairstluztare
never your own.”
(Dante,Paradise,CANTOxvii;58-60).

New Director
Appointed
for Instituteon
Community
Integration
Dr. Scott-R.McConnell,Associate
Professorof EducationalPsychologyat the
Universityof Mirmeso@hasbeenappointed
dhector.ofthe Instituteon Community
Integration,a UniversityAffdiatedProgram.
McConnellreplacesRobertBruininks,who
hasbeennameddeanof theUniversity’s
Collegeof Education.McConnellhas
extensiveexperiencein theateas of research
and’practicein earlyifiiervention,social
interactionskillstraining,and school
psychology.

~nside ‘ThisIssue...

Universityawarded.
transitiongrant.

IBMcomputerdiscountprogram.

ExpandedSSl eligibility for
children.



University of Minnesota
Awarded National
Transition Grant
The Instituteon CommunityIntegration
(UAP)at theUniversityof Minneso@has
beenawardeda $175,000grantto conckt a
h-y= tl@Oltdstudyon thetransitionof
individualswithseveredisabilitiesleaving
school.llte grantis providedby the
NationalInstituteon Disabilityand
Rehab~itationResearch,U.S. Department
of E@cation.The studywillbe conductedin
collaborationwi?hthe Universityof Illinois
at Ur~-Champaign and theUniversityof
Vermont.l%e studywill stirveyandevaluate
5 to 6 StStCSto assesspost-school
outcomes;collectcase studiesto identify,
documen~andanalyzeinformationon
exemplarytransitionpolicies,administrative
practices,and fundingstrategies;developa
modelpolicyanddecision-making
frameworkfor stateto usein fonntdating
exemplarytransitionpoliciesandpractices;
anddisseminateinformationaboutthe study.
CoWt: David R. Johnson,Instituteon
CommunityIntegration,109Pattee Hall,
150PillsburyDrive, SE, Minn&polis,MN
55455.61216244848.

ARC Minnesota Appoints
New Executive Director
BarbaraW. Kaufmarihasbeenhiredto fdl
theagency’sExecutiveDinxtor position,
effectiveSeptember1, 1991.Ms. Kaufman
hastwenty-threeyearsof experi~ncein
managernen~advocacy,andtirnunity
organkuion in ~e fieldof humanservices
in boththeprivateand publicsectors.Most
recently,she was the AssistantCommiss-
ioner for MentalHahh Serviceswith the
MinnesotaDepartmentof HumanStxvices.
The missionof ARC is to ensurethe fult
participationof peoplewithdevelopmental
disabilitiesin theircommunitiesby
promotingsystemsof supportand self-
suffiiicncyfor individualsand theirfamilies
andby advocatingfor their rights.ARChas
over7,000membersin 54 chaptersthrough-
out Minnesoh Contacc CindyYeas,
presiden~612/827-5642,or 1-800/582-
5256,toll-free.

EVENTS:
October 10-11, 1991
“CreativeOptions for People with the Most Severe Disabilities”is the third ~

‘annual training symposium sponsored by Minnesota Habilitation Coalition,
RegionX DevelopmentalServiceProviders,AlbertLea Techni@ College,and
the Governor’s Planning Council on DevelopmeM.alDisabilities. Place:
SheratonInn Airport,Bloomington.Keynoteaddress:BernardCarabello,Self-
AdvocacyAssociationof New YorkState.Otherpresentersinclude:Lou Brown,
Ricardo Cema, Chris Heimerl, Dana Henning, Wade Hitzing, Joel Jacobs,
Frderick Kaeser, Herb Loveit, and Karen Green. Contacc ExtendedCam@Is,
2200 T&h Drive, Albert Lea, MN 56007. 507/373-333-2584,or 1-800/333-
2584,toll-free.

October 17-19, 1991
Closingthe Gap Conference:MicrocomputerTechnologyin SpecialEducation
and Rehabilitation will be held at Radisson South Hotel and Hotel Sofitel,
Bloomington.Contacc Closing the Gap, 2000 West 98th Street, Minneapolis,
Mn 55431.612/881-7811~or1/800-222-7907.

October 19, 1991 (7 to 10 pm.) “
Juke Box, SaturdayNig@, a Metro-Wide dance will feature the KDWB party
Music Machine md door prizes at the Richfield Community Center, 7000
NicolietAvenueSouth,Richfield,MN. Proceedswillbenefitprogramsusedby
persons with development disabilities who are living independentlyin the
community. Sponsor: TRAIL (TransportationResource to ,4id ‘Indep&dent
Living).Fee: $5.00.Contact:ElaineBeckerat 612/835-4736,or Nancy Booker
at 612/835-1760.

October 24, 1991 (11 am. to 4 pm.) ~7
The Sixth AnnualJob Suc&ss Fair will be held at the BloomingtonNational
Guard”Armory, 3000 West 98th Street, Bloomington, MN. This is an
opportunityfor matchingemployersand peoplewithdisabilities.Call:612/887-
9604,ext 409 (voice),or 612/887-9677(TDD).

October 25, 1991
TheSpecialEducationLaw Conferencewillbe hkldat theThunderbirdMoteland
Convention Center, Bloomington. Topics include global issues, access to
neighborhoodschools,attorneyfees, extendedschoolyear, and the Americans
with Disabilities Act. Contact: Educational Law Specialists, Inc. P.O. Box
8037, St. Paul, MN 5510g.612/633-2109.

November 1-2, 1991
FamilyUnityPolicy Forum is a retreat to developfamilysupportpolicy in the
stateof Minnesota.It willbe heldat the HowardJohnsonHoteland Conference
Center, 1204West County Road E, @den Hills. Contact:Jacki McCormack,
ArcRamsey,425 Etna Street,suite35, St, Paul, MN 55106.612/778-1414.

November 6, 1991 (9 am. to 4 pm.)
“AlternativeMethods to ProvidingCase ManagementServices”is a meeting
sponsoredby the Associationof MinnesotaCounties,the Governor’sPlanning
Councilon DevelopmentalDisabilities,and the Departmentof HumanServices.
The me&ingwillbe heldat the HolidayInn, Shoreview.New legislationallows
for alternativemethodsof providingcase managementservicesto personswith ~
men@ retardation and related conditions.For more information,contact the .
Governor’s Planning Council on Developmental Disabilities, or call Ron
Kaliszewskiti 612/297-3207.



CourageCentq and Hazeldenwill holda conferenceon chemicaluseby pmple
with physical disabilities, “Bridgingthe Gap: Identificationand Therapeutic.
Approaches.”Location: Courage Center, 3915.Golden Valley Road, Golden
Valley,MN. Call: Ann Strelow,612/520-0210.

RESOURCES
AN MITROJWCTfONTOTHE wHOLE COMMtJNITY
CATALOG,Comrnunitas, Inc., under sponsorship of the Connecticut
DevelopmcintalDisabilitiesCouncil(1991).Thispublicationprovidesa simple
of what to expect next Spring, 1992, when the first edition of The Whole
CommunityCatalog is scheduledfor publication.Thisresourcewill followthe
traditionestablishedby StewartBrand in the la~, sixties,when the ideaof the
Who/eEarth catalog was born. Cornmunitashas an internationalmission to
stwe ideas,@sibilities, and resourcesconcerningthe full inclusion~f children
and adultsWithdisabilitiesinto the communitylife. This introductoryedition,
publishedfree of charge, containsa feature @cie by John Mc,Knight.“John
Deere and the Bereavement Counselor.”Other content covers re-visioning:
people, the community,ourselves, and our collective responsibilities.Othet’
catalogsand networksare listed.Detds are providedfor orderingThe Who/e
Community Catalog. Contact: The Whole Community Catalog, c/o
Communitas,Inc., 185Pine Street(W02),Manchester,Connecticut06045.

SPECIAL NEEDS, SPECIAL SOLUTIONS: jfuw to
get Quality Care for a Child wjth Specjal Health-
Needs: A Gujde to Health Servjces and How to
Pay fOr ~~el?l, GeorgiannaLarson &Judith A. Kahn, Lifeline Press,
1991.Thisguideprovidesfundamentalinformationrieededby paren~”toobtain
qualityhealthcareservicesfor theirchildren.Specifically,thisbookshowshow
to: 1. work with health care teams, 2. develop asserti~enessskills, 3. explore
public payfient programsand utilize private health insuranoeoptions,4. deal
with stressand emotions,5. handle issues/disagr*mentswith.health plans, 6.
interprettermsusedby healthprovidersandinsurers,and.7:gethelpfrombooks,
nationalorganizationsand agencies..price: $7.95.Contact:LifelinePress,2500
University Avenue West, St.’Paul, M~’ 55114. 612/659-9114.(A copy may
alsobe borrowedfromtheLendingLibrary,dehls ‘onfie lastpage). “

Introductionto Autism Classes
The Twin Cities Society for Children and Adults with Autism,.Inc. will be
holding i~ Introduction to Autisin ctassat theiroffice fourtime this fall.
Thethree-h&rclassstartsat6:30pm andwillbe offeredon Oct@er22 and 30,
as wellas Novemkr 12and 19.Fee $20.00.contaccTCSAC~253 EastFowlh
Street, St. PaiiliMN. Call Nancy Kobilkaat 612/228-9074,or Bill Funarioat
612/439-6247.

Parent Classes on Cleft Palate
TheMinnesotaDepartmentof Health“wiilholdfive,free informationalmeetings
forpzuentson how to help teach theirchildrenwith cleftpalateto developgood
speechand language.Differenttopicswill be coveredeach sc+sion.Classesare
scheduledfor MondaysOctober14,21 and November4, 11, 18,1991beginning
at 7:00 pm. Location: Room L-1OO(basement)at United/St.Paul Children’s
Hospitalat 345 Smith Avenue North, St. Paul, MN. contact: Donna Medin,
SpeechPathologistat 612/623-5174to register.

IBM computer Disc~unt
Program.Offered at
Courage”,Centq
Peoplewi~ disabilitiesmaypurchase
selectcxiIBMpersonalcomputingproductsat
a 30 to 50percentdiscountandreceiveone-
on-oneasshtancebeforeandafterthesale.
The ComputerDiscountProgramis a joint
programwithIBMandCouragecenterat
GoldenValley.Thepurposeis to help
pple gainaccessto computersfor
rehabilitativeandtkrtipeuticneeds.Courage
Centerhelpspeopledecidewhattypeof
computeror adqptiveequipmentisneeded,
thentheywillprovideassistancein odairtg,
systemtesting,,equipmentdelivery,initial
training,andtelephonetechnicalsupport.
Call: 1-800/426.-2133(USA-Voi%),or.
1-800/284-9482(USA-TDD).Write: IBM
NationrdSupportCenterfor Personswith
Disabilities,P.0~ Box 2150, Atlanta;GA
30301-2150.

Su reme Court Expands
rSS E~igibilityfO~

Children
Thenumberof childrenwithdisabilities
whomayqualifyforreceivingadditional
incomefromthe SupplementalSecuiity
Income(SS1)hasbeenexpandedby a ruling
fromtheSupremeCow. TheCourtruled
thatindecidingwhethera childis disabled,
SocialSecurity mustconsidertheabilityof
thechildto do “ageappropriateactivities.”
Beingeligiblefor SS1meansmonthlycash
payments,and po~ible eligibilityto
Medicaidfor helpwithmedical,dental,and
hospitalbilks.The importantmessageis for
parentsto contactSocialSecurityat a new
toll-freenumberto -“if theirchildqualitles
for SS1 payments: 1-800/772-1213.

Parents Wanted for
Focus Groups
The Instituteon CommunityIntegration,
Universityof Minnesota,is conducting
focusgroupson self-determination..It is
seetingparentsof student s(ages15-18)
withmoderate-severedisabilities.Each
participantwillbe paid$10.CallDenise
Murnmaat 612/550-7w. Leaveyour
name,phoneandbest timesfor herto return
your cdl.



Lending Library
The followingresourcesareavailableon loan:
publicationsfor threeweeks;videotapes(VI-IS
1/2”Casaem?)fortwo weeks. TheOntycost to
theborroweris thereturnpostage.

The Parent Training Guide to
Recreation,NationalParentNetworkon
Disabilities(1991].(packet publicationand
videotape).Developedat theUniversityof
North Carolinaat ChapelHill, this is a
completefzainingp=ket for usewith
parentsin a plannedtrainingsession.It
includesthe videotape,“CanMollyCome
OutandPlay?”

Special Needs8 Special Solutions:
How to, Get Quality Care for a
Child with Special Health Needs.

‘” (Publication).Seepage threefordeseriptitm.

From Behind the Piano: The
Building of Judith Snow’s Unique
Circle of Friends, Jack Pearpoint,
InclusionPress, 1990.(Publication).This
truestoryof iiiendshipbuildinghighlighB
theimportanceof iiMmJependenc6in Society.

It’sAbout Learning: A Student
Centered Approach to Adult
Learning, MarshaForest with Bruce
Kappel,FrontierCollege, 1988.
(publicxatkxi).At FrontierCollegein
Canada,literacyis the windowto the
commur@y.Itscentralcurriculumdeals
with”thereal issuesin ~ple’s lives.The
Collegeis in the businessof building
community.

‘HOME,’ tintin.actfrorn wgeone:

welfarepolicies.Inde&l,if a serviceproviderfailsto compIywith servicesystem
regulations,peoplewith disz@ilitie.srisklossof theirplace to stay.

CONTROL:people havecontrolof theirhomeswhen they tive a choiceof
the place that they liveanda choiceof thepeopletheylivewith.Manyexisting
servicepracticesdeny peoplecontrolof their own homes.SK of householdis
typicallyset by policyor by serviceproviderjudgments Egarding the number
necessaryfor economicviability.The peoplewho happento live togetherin a
facility,andoftenthepeoplewhosharea bedroom,are mordikely to be selected
by the accidentof who happenedto be eligiblefor a vacantbed than by mutual
agrkementor interestamongthosewho livetogether.

OWNERSHIP OR TENANCY: Many peoples’pride of ownership
reflects the ftdtlllmentof a personaldream and frequentlymotivatesefforts to
improveandpersonalizepropertyand strengthenbe localsocialfabric.However,
mariypeoplewifhseveredisabilitiescannotevenestablishtena&y.

State and federal disability policies must influence the extent to which
peoplewith severedinabilities can controltheir own homes.policymakerswho
wantto supycxtpeoplewith severedisabilitiesto be at homewill challengeand
changetwo damagingassumptions:1.nxidentsof facilitiesde.servehigherlevels
of per-personexpenditurethanpeoplewith theirown homes;and 2. peoplewho
rely on public funds for necessary assistance must be passive and grateful
recipientsof professionalcontrol.

‘Those who want to assist people with severe disabilities to enjoy the
benefitsof tetincy and ownershipwillworkon t@eefronts:

1. they. will, separatesupport services from facilities;
2. they will devise ways to increase material resources at
people% disposal; and ‘-l
3. they will seek out and create a variety of public and
civic approaches to insure a decent standard of affordable
housing.

These thoughts are best summarized in a statement made by Connie
Martinez,a leader in Ca@d People first of Sacramento,about the fmt bread
thatshebaked,

“Thatwas the best bread I ever ate because
that bread was the bread of my knowledge.”
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